
1 

.' 

, , 
(

_ ..... 
. ~ , , 

Seriously Disabled Newborn Children'-
, 

The Rol~ of Bioeth1cs in Forrnulat1ng Decision-Making policies 
'. 

\ 

in Interaction with Law ari2 Medic1ne 

" 

\ 

Edward w. Keyserlingk 
Student No. 7415025 

A thesis subm1tted to the Faculty 
of Graduate Studies and Research 

~ . 
in partial fulfillment of the 
requirements for the degree of ~ 
Doctor of Philosophy 

Facùlty of Religious Stud1es 
McGill University 

January, 1985 (~) 

Copy No. 1 

Î 
\. . 

\ , 



Short ti tle: 

Bioethics and Treatment Policies 

for Se~iously Disabled Newborns 

0'-

, 
) 

... 

( 

" II' ", 
'\ 

t 

f 

e , , 

l 



, 
J--

" 

f ' 

l',. 
'" 

ABSTR:ACT 

The goal of thlS work lS to explore the\ rolè of 

theologlcal bloethlcs ln Influenc1ng t-ge' formulatlon of 

eXlstlng or proposed policies deallng wlth treatment 

,:è for serlously disable,d newborns 

Part l of the paper attempts to determlne as precls ly as . 
poss1ble what bloethlcs IS, 

bloethlCS. After comparlng the latter to the Hlpp 

traditIon and to secul~r bioethlcs, the dlstinctl 

" characterlstlcs and potentlal c.~mtrlbutlon 
". 

bloethlcs are ldentified. The 

Part II are: medlcal,poll,cles physlclans, 

bloethlcal pOllClés b10ethlcists and legal 

deClslons and legal wrlters~ 

In each case they are evaluated in the light of a number of 

speclflc ethlcal tests proposed as central to Judeo-Chrlstlan 

bloeth1Cs. The paper concludes that Judeo-Chrlstlan bloethlcs 

• 
has not been partlcularLy lnfluentlal ln our plurallst 

. 
society. A final section proposes a model treatment POllCY. 
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RESUM~ 

Le présent travall a pour but d'analyser l' infl uen 

de la bloéthlque théologlque dans notre soclété plurallste,' 

sur la formulatlon de polltlques actuelles ou proposées 

rel'atl ves aux déclsions en matière de tral tement des 

nouveaux-nés sér1eusement handicap~. La J\em1ère partie 

du document tente de détermlner le plus pré\lsément possible 

ce qu'est la bl0éthique, partlcullèrement la bioéthlque 

judéo-?hrétlenne. Après avoir comparé ~rnlère à la 

tradltlon hippocratique et a la bloeth~ue philosophlque, 

l'auteur énonce les caractér,lstlques dlstinctives de la 

bioéthique théologlque et analyse son apport potentlel. 

La deuxlème partle examine ,ensuite les politlques.médicales 

proposées par les médeclns, celles reratlves à la 

f bloéthlque et formulées par les bloéthlciens et enfln, les 

polltiques ]urldlques énoncées par la ]urlsprudence et la 

doçtrlne. Dans chacun des cas, les polltlques sont 

analysées à la lumière de nombreux tests propres à 

l'éthlque et considérés comme essentlels à la bloéthique 

]udéo-chrétlenne. L'auteur arrlve à la conclusion que la 

bloéthlque judéo-chrétienne n'a pas eu d'influence 
1-

partlcullère dans notre soclété pluraliste. La dernière 
, 1 

r! 
sectl0n du document propose une pol'ltique modèle\de 

\ 
tral tement. 
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Claims ,for originali ty' 

\ \ 
Amon'~ ~~e original contribt,ltions of this thesis, 

the most import~\t\ i,s that of measuri~g the influence of 

theological h'~oeth\\s on actual worki~g policies and 
\\ \ 

attitudes of pediatr~ci~ns and~ourts ir decisions to 
l'f ' \ 

treat or not treat s~iously ha dlcappe~ newhorns. To 
\ , , 

this point no in-depth\evaluation of this kind has been 

attempted. Also Origina± is the effort in the first 

of the thesis to compare\in sorne detail the major 

half 

bioe.thical "tradi tians", Hippocratic, thcolagical and 

philosophical, in order ta identify what are prapased in 

'\the thesis as the uni~ue preocc~pations ~nd,principles 
\ 

of'theological bioethics. Lastly, an original contribution 

to learning is made by the propased decisian-making poricy 
.t;> 

in the last chapter, a palicy which could serve as an 
\ 

~nterdisciplinary framework for decisions ta treat or nat 

treat the seriously handicapped ~ewborn. 
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INTRODUCTiON 

This thesis explores the actual and potential 

o~ theolo~àl b~o~thics regarding .one of the most 

and Cf>mpl'è-x.. issues in our tl.mes - that of decisions 

to treat or not treat seriously disabled newborns. More 

influence 

sensitIve 

specifically, it,examines that Influence upon the treatment 

policie~ articulated by physicians, bioethiclsts and ,the law. 

"Policy" lS deflned 'ln thIS thesis as: a relatively cOherent, .. 
comprehensiveQan~ detalled set o~ normative criteria, and 

, a specifIc declsion-making procedure, designed to protect, 

promote and balance the legltimate rights and interests of 
, 

the affected parties. , , 

The subject of seriously disabled ~~wborns was 

chosen largely because treatment decIslons involving these 

infants ralse a' number of new, urgent and as yet unresolved 

confllcts of rights, principles and values. Since the outcome 

of selectlng a seriously handicapped infant for non-treat~ent 

is usually certaIn death, the infant is arguably the party 

rnost affected by that decislon. But the newborn's parents 

are also dlrectly affected as weIl; lf selected for non

treatrnent they wIll lose the~ chlld, but if it is treated 

and llves they may incur the llfe-Iong burden' of that ChIld's 

care, a burden sorne parents feel is beyond their ability. 

1 
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Health services and society generaIIy are also directly 

.!." 
affected by'that decision. Each seriously disabled child 

who ~s treated and survives makes an additional cl~im on 

avallable,tlme and finances. 

"'--... 
Sinc~ the various righ~s and interests of these and 

other parties are in many respects different and even competing, 
\ 

the functlon of treatment policies or gUldellnes lS to 

establlsh the normatlvè criteria which should apply, with a 

view to rèducing arbitrarinèss and lnjustlce to a minimum. 

Whether or not such tre~tment policies glve explicit attention 

o to the moral \dimension, they cannot escape moral chol.ces and 
\ , 

impll.catl0n~y the choices each policy makes, of the issues, 
1 ! 
, l 

o~the rig~ts and interests addressed ând not addr~ssed, of 

the manner in which those rights and interests are ranked 

and balanced, and (on the procedural level) which party or 

partles wlll make the decisions and by what procedural 

mechanl sms . 

( 

- The ethioal quotlent of treatment decisions l.S 

therefore large lndeed, and can ,be broken down int·o a 

number of speclfl.c questions. Our answers to these questions 

will be transposed into ethlcal tests in the llght of which, 

in Part II of the thesls, various spècific policies will 

____ be evaluated. 

-----------", 
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What, for example, is the proper role a~d what 

should be the l~mlts of medic~ne ~n the alleviation of 

sufferlng? Is '~t withln the mandate of medicine ta seek 

tb elimlnate aIl suffering even to the extent of kill1ing ob 

those disabled newborns medicine cannot cure? Do physicians 

have a continuing obliQation to care for those lnfants who 

cannot be cured? What raIe and meaning should be g{ven to 

"quallty of llfe" considerations, and are such consideratiorjs 
\ 

incompatible with the sanctlty of life pr~nc~ple? Should 

qualltyof life focus only on the infant's medical condition 

or be expanded to include factors such as burdens on others -
or the avallabillty o~ future health care and services? 

Is there a moral distlnction between killing disabled lnf~nts 

and allowing them to dle? Are the rights to treatment and 

life of retarded newborns w~aker than those wlth only physical . 

dlsab~litles? How are the r~ghts and interests of the 

v~rious parties to be ranked and balanced? May the lnterests 

or wishes of other parties take precedence over the
l 

rlght to 

11fe of a dlsabled but saI vageable infant, or over the right of 

a disabled Chlld not to have excessive hardsh~p'lnfllcted upon 
'. , 

hi~ by needless treatment? Should the wlshes of parents' 

regardlng treatment or non-trea~m~nt of their dlsabled child 

always be the primary treatment criterion?, Do parents have 

a right to be fully informed of their infànt's status 

,r 
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and prospects, and to be involved in treatment decisions? 

What is the role of the State, both in protecting d~sabled 

infants whose lives or health are endangered and in the 

prov~sion of needed health care and services? 

Simply determin~ng and evaluat~ng the ethics of 

treatment pol~cies is not in itself the primary goal of this 

thes~s. It is simply a way, in our v~ew the only way, to 

determine the answers to our fundamental question - what is 
\ 

the actual and the desirable role of b~oethics - particularly 

theological b~oeth~cs - ~n contr~but~ng to these treatment 

polic~es? The exam~nat~on of the polic~es themselves is 

only a veh~cle by which b~oethic-s i tself is being examined 

and testea. 

As such, a number of related sub-questions addressed 
r 

to bioethics form the threads runn~ng through the thesis. One 

has to do with the apparent influence of the valOes, pr~nciples 

and priorit~es central to Judeo-Chr~st~an b~oeth~cs on the 

views and posit~ons of physicians, bl0ethicists and courts. 

Another has to do with the varlet y of moral stances and 

prior~t~es wJ.thln theolog~cal bioethics. Does that variety 

contr~bute to d~lut~ng the contr~bution to policy-mak~ng of 

Judeo-Christian bioethics? Wh~ch branch, school or 
, 

denominat~on, and wh~ch posit~on or trend w~thin those 

branches or denominations should be considered'by pol~cy 

" 
'--
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- . 
makers to represent normative Judeo-Chrlstlan bloethics when 

they (in some cases) promote fundamentally lnco~patible 

positlons? Stlll another questlon has to do wlth the role 

of bloethlcs ln POllCY makIng given that lt must share that 

~ stage wlth other partIes and dIscIplInes, especlally medlClne 

and law. Is theoI~glcal bloethics and are theologlans, 

sufflClently mature and open to make their contribution ln 

an.interdlSClpllnary manner in a pluralist context, on the 

one hand acknowledglng the essentlal and dIstInctIve 

contributIons of secular/humanlst bIoethlcs, medlcine and law 

towards pOllCy making, strivIng for as much moral consensus 

and tolerance as posslble"but o~ the other hand ensurlng to 

the extent feaslble that .those policies respect and 

accommodate fundamental Judeo-Chrlstlan Inslghts and 

\ 

\ 
Preclsely because bioethlcs comprises a number of 

branches and sub-branches, Part l of the thesis is devoted to 

determlnlng wIth sorne precIsion and detall what bloe~hlcs lS, 

and the dIstInctIve nature and potential contrIbutIon of th~oiog

lcal bloethlcs. Theologlcal bioethlcs shares the stag~'oW'li ~~ both 
, " 

<,' secular (or philosophical) bloethics and the medIcal ethlcS 

of the HIppocratic tradItIon. Glven the interdisciplinary 

and'pluralist context of Int~rest to us in thlS thesis, the 

nature and contrIbution of theological bloethlcs could not be 

-, 
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determlned ln lsolatlon from the ethlcs of both,the 

Hlppocratlc tradltlon and philosophy. Therefore aIl three 

ar~ exam1ned and compared ln some detall. Slnce theologlcal 

or Judeo-Chrlstian bioeth,iès l tself contains three branche~'-
Jew1sh, Protestant and Roman Cathollc - the y too are each 

'studled and compared as weIl. The obJect of thlS exerClse 

f 
ln Part l 15 dlrectly related to and preparatory to the goal A 

v-! 
of Part II, namely that of enabl1ng us to establish the 

'ethlcal pr10rlties and pos1t1ons which most arguably reflect 

the Judeo-Chr1stian tradltion and'can therefore best serve 

as the normat1ve tests appl1ed to the pollc1es examlned in 

Part II. What those Judeo-Chr1stlan prl\or1 tles and tests 
) , 

should be 1S not of course self-ev1dent or undlsputed. It 

wlll therefore be ~ecessary to devote cons~derable space to 

the task of comparlng traditlons, approaches and pos~tions, 

and to argue the case for those moral pos1tions and tests 

proposed as normatlve ln thlS thes1s. 
- . 

Part l wlll conclude that the unlque and central' 

contrlbutlon of theologlcal bioeth1cs 15 not 50 much a mattér 

of content as that of a spec1al outlook,~ motlvatlon, commltment 

and ser10usness. The serious jew and Chrlstian is motivated 

by unique experience and stories which expand and 111uminate 

princlples and dutles WhlCh in themselves may not be at aIl 

IJ 

,/, 
1 
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-------unlque to the Judeo-CRr-r-s-tian, ,tradl tlon. _ Those stories both 

relnforce. the morallty shared wlth others, but also 

challenge the serious bellev~r to go beyond what reason 
C>, 

and humanlsm, alone can obllge. In terms of speclfic 

convl.ctions, we shall prc;:>pose that the one mo'st fund&-rnent-.al 

to this traditlon is that of respect for ll.fe, particularly 

fo'r the most dlsadvantaged of our brothers and sisters, in 

many cases the mentally handlcapped. In terms of speclfic 

l 
attitudes central to thlS tradltlon, we shall propose that 

one lS the attitude of openness - ensuring that ethlcal 

posltiorii are reflned and contl.nue to evolve ln the llght ---
of new medl.cal data, posslbllltles and challenges. 

Another l.S that of an awareness of flnitude and sl.nfulness -

remalnlng alert to the temptatl.on to make decisions for 

others WhlCh are supposedly in their best lnterests but 

are ln reality for our own benefl.t or convenience. Another 

such attitude arguably central to the mandate of theological 

bioethics lS that of making its contributlon to policy in, 

a "partlclpatory" rather than prophetic or imperlalistl.c 

manner - seeking consensus where posslble, yet arguing its 

case forcibly by sharl.ng its lnsights about the human 

condition and human worth wlth others. 

" 
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.. 
Whereas Part l attempts to capture the b~oeth~cal 

6 

princlples and commitments of the Judeo-Chrlstian tradltion 
, 

.wlthout yet apply~ng them spec1flcally to the context of the 

ser10usly d~sabled ~ewborn, Part II beglns by further 

ref~nlng those positions and tests in the light of the 

disabl~d newborn context. N~ne such tests are proposed: 

the sanct~ty of ind~v~dual l~fe (though not ~n the "v·ital~st" 

sense of that express~on), the reJection of (act~ve) 
. 

euthanas~a, the leg~t~macy of qua~ify of 11fe conslderatlons 

which focus on the lnfant's conditlon and beneflt as opposed 

to the benefits and burdens of oth~rs, the continuing dut Y 

to provlde care and comfort even after therapeutlc treatment 

ends, the equ~l treatment of the mentally d1sabled and 

physlcally d~sabled infant, the llmlts,to parental decision-

mak~ng author~ty, the lmportance of attltudes of openness 

and caut~on, the need for falrness, toleration and 

interdlscipllnarity, maklng the bioeth~cal contrlbutl0n in 

a particlpatory manner. 

Having establ~shed those ethical tests, Chapter VII 

applles them to med~cal policies, that ~s those used or 

proposed by ped~at:r~.cians. "Policles" in this chapter 

include both polic~es in the strlct sense as defined above, 

and also ln the wlder sense, that lS, the Vlews and 

practlces of pedlatrlclans partlcularly as found in a number 

of recent surveys. The reason for lncludlng the latter 
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withln,the scope of "pollcles" lS that the Vlews of the 

wlde and r8presentatlve body of pedlatrlclans canvassed ln 

these surveys undoubtedly Influence and reflect actual 

practices. They provlde a wlndow ta what pediatricians 

really thlnk and'do in thlS matter of treatlng newborns 

whatever the .more offl'clal or formaI policles descrlbe. 

As for the more formaI and full blown pollcles, 

three,pediatrlclans (Lorber, Freeman and Zachary) have been 

selected, each of whom represents and promotes a different 

approach ln the'maklng of declsions to treat or not. 

While ln some respects the dlfferences are matters of . 

emphasls and orientatlon, ln others they are substantlal. 

A riumber of conclusions wlll be drawn on the basis 

of the evalu~tion of the surveys and formaI pollcies. 

Among them are the followlng: many pedlatriclans appear 

wllllng to subordlnate a disabled but salvageable infant's 

right to llfe to the lesser lnterests of others, which makes 

somewhat questionable thelr commltmen~ to the sanctity of 

indlVldual llfe, whlle active euthanasla may only be rarely 
" , 

practlced ln these cases ln an overt and dlrect manner, 

many pedlatriclans would like lt ta be made legal, and sorne 

pollCles and practlces arguably amount ln effect to the kllllng 

of soma., serlously handlcapped newborns by (for example) a 

comblnatlon of over-sedatlon and consequent inhibiting of 
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very 
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an inf nt's demand for food; many 

pessiml tIC and subJectlve estlmati of the "worthwhl e" 
, 

1 _ ' 

quality 0 llfe, espètlally ~s ~egard mentally retarde 

Infants, a ~ ~re the~efore prepared tÇ) allow "soclal" 

quallty of l\~è,.fact~rs (such as p~renta wlshes and burdens) 

to be declslv~; man y pedlatricians are pr 

exclude Involvement ln the ta 

whether their sho\.)ld be sayèd or not; edlatrician~ 

tend to focus alm ,st excluslvely on the burdens upon a 

famlly which keeps and cares for a dl·~bled child\ giving 

Iittle or no attentlon to the JOY and happiness th~infants 
can sometlmes bring as weIl; there 15 relatlvely little 

attentlon paid to the provlsion of (aggressive) treatment 

for purposes other th an Ilfe-savlng, especlally that of 

Improvlng comfort and functlon for the time remalning; a' 
1 

contlnulng dut y to provide care longer 

indIcated does not appear to be policies 

and practIces, there 1S llttle scope given 

" 

'dlS'clpllnarl ty -' impllci t ln man y Vlews and policies seems 

to be the assumptlon that these d~cislons and pollcles can 

be made and formulated by physiclans alone, there is little 

awareness about the legal rlghts and duties involved and 

considerable hostll;ty about the intruslveness of law, and 

\ 
\ 
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.the dlsclpllne of eth~cs is seen by some as more or less 

irrelevant; whlle there is some ev~dence that rel1g~on 

1nfluences phys1c1ans' att1tudes ln these decislons, cultural 

background may be a stronger lnfluence than relig10us 

aff~llatlon. 

Chapter VIII analyses four bloeth1cal pol~cies by 

three theologla~s and one 1nterdisclpl1nary group and appl1es 
, \ 

\ 
to them as weIl our normat1ve eth1cal tests. The treatment 

\ 
pol~cles selecteJ,are aIl qUlte dlfferent~ and each 

1 

,r'epresènts an 1mportant perspective and trend. ' Fletcher' s 

influential approach and crlteria artl~ulate a llberal 

Protestant stance. Ramsey, also a Protestant, and equally 

influent1al, represents the most conservative of stances. 

MCCormlck lS a Roman Cathol1c, and stands somewhere between 

the two. The fourtr b10ethlcal pOllCy, that of the Sonoma 

conference, was selected because of the mult1d1scipl~nary 

charactër of the group WhlCh formulated it. 

It wlll be concluded about Fletcher's treatment 

cr~terla that many of h1S substant~ve pos~tions and his general 

or~entation are ser10usly out of step w1th the pr1or~ties and 

positions of Judeo-Chr1stlan bioethlcs wh~ch thlS theslS proposes 

as normat~ ve. H1S case-by-case approach, hlS "indicators 

of personhood" crlter~a and h1S rejection of tr;e sanctity of 

Ilfe prlnclple ln favour of a largely subJect1ve, pessimlstlc 
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and utilitar1an notion of quality of 11fe, ln our view 

" 
make this POllCY one which 1nvites arbitrariness, glves 

up tao easily on disabled 1nfants, demands too little of 

society by way of care and compensatIon, an~ ultlmately lS 

a policy not 11kely to be protective and just towards the 

seriously disabled newborn. ,3hat lS especially the case 

for those who are mentally handicapped. There lS as weIl 

no evidence of interd1scipl1narity in his approach - it 

is largely an endorsement of subject1ve decis10n-making 

by phys1cians; the contribut10n and raIe of law is largely 
'------~ 
.~ d 19no're . As for the "partIcipatory" role of his bioethical 

policy, it is difficult to dIstinguish his pos1tion and 

crI teria "from a purely humanIstic or philosophical p0licy . 
• 

His positIon adds little or nothlng to a constructive 
1 

dIalogue between disçiplinés and approaches, nor does it 

prov1de any challenge ta pre~aillng trends and values. 

McCormick's policy is part1cularly relevant for 

his insistence upon the normat1ve value of quality of life 

considerations, his re]ection of a vitallst Interpretation 

of the sanctity of life principle, his compelling 

argumentation that both sanct1ty of life and quallty of llfe 

find support in the Judeo-Chr1stlan tradition, and his 

claim that ~o preserve a life beyond a certaIn point 

can be a v1olatIon of the sanctity of life principle. We 

w111 attempt to demonstrate that ln most other respects as 
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weIl hlS treatment pOllCy lS lnfluenced by and based upon 

the Judèo-Chrlstian ethlcal prlorltles servlng as our norms. 

Agalnst Fletcher ~nd otheus he lnsists that man's dlgnlty 

dges not lie ln hlS functlonal proflclency or his utllity 

but ln the love God has lnvested ln him. He also inslsts 

upon the dut y to go "beyond reason" ln our efforts to 

compensate and protect the least advantaged infants. We 

W1Il examIne "at length McCormlck' s proposaI that "relatlonal 

capaCl ty" as a fundamental human characterlstlC should also be 

the major quallty of Ilfe criterlon in maklng these treatment 

decIslons. In our Vlew that proposaI has sorne serious 

Ilmlt'atlons - malnly the absence of appropriate dlagnost,ic 

symptoms, ln aIl but extreme cases, by WhlCh to determine ltS 

presence, absence or degreë, ahd the resuItlng ~a~~ers such 

a crlterlon presents of arbltrarlness and subjectlvlty. 

As for Ramsey, we wlll give partlcu~ar attention 

to hlS absolute re]ectlon of quality of ~lfe consideratlons 

and his cholce lnstead of a "medlcal J..nd;J.catlons" pOllCy. 

Much ïn Ramsey' s treatment pOllCy reflects and supports ....the . ,\ 

ethlcal criteria we propose as normatJ..ve, especially hlS 

lnsiste0ce upon the J..nfant's beneflt and condltion as the 

declslve factors to the excluslon of the interests and 

wlshes of others, as weIl as the èmphasis he puts on the 

continulng dut Y to car~ (as oppose? to treat) noOmatter what 

/ 

, . , 

/ 
/ 
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the lnfant 1 s prospects. But we wlll n'ot agree Wl th hlm 

that quallty of llfe factors should never lnfluence treatment 

decislons and ~re inherently and lnevltably threatenlng to 

the well-being of disabled lnfants. It will be argùed that 
" 

a P011CY based upon medlcal lndlcatlons çannot rèasonably , 
exclude sorne quallty of life implications fro~ the 

calculation of whether or not treatrnent is indicated. As 

" will be indicated, lt depends of course upon the partlcular 
,. l, 

meanlng and scope one gives to "quallty of life". 

, 
The pollcy:and the deliberptlons of the four th -

set or c~iterla selected, that of the Sonoma conference, . 
. w~ll allow us to draw sorne at least tentative concluslons , 

about the posslbilltles, pitfalls and limitations of such 

lnterdlsclplinary undertaklngs. Our questlon will be whether 

our normative Judeo-Christlan prioritles and' comml tments 

are respected and provlded for or submerged in such a 

process and p011Cy. Our conclusion wlll be that, at least 

ln thlS lnstance, the theologians who contrlbuted to lt 

conceded too much. It wlll be demonstrated that instead 

of partlclpatlng and challenglng, theologlcal 

bloethlcs in this case appears·to have played a Iargely 

" concillatory role, too ready to ~ccept the mlnlrna~ or 

reductlonlst morality which ernerged. Llttle is Ieft or 

rècognizabl,e of Judeo-Christian insights about respect for 

, 
1 

1 
t.. 
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11fe, human worth and the weaker members of spciety. The 

, " very general1ty, amb1gulty and vagueness of many bf that 
, " 

P?liCY'S elements Just1fy a wide and cpntradictory range 

of interpretat10ns as to what act10ns are being promoted 

~ aryd discouraged. Despite its shortcomings, however, we 

w~11 not conclude that 
D 

such' ',\nterd1sciplinary efforts are 
,. . 

necessariIy misplaced. " " Qu~te the contrary - it is 
" 

imperat1ve that they cont1nue, but the theologian participants 

must define their role and message more sharply, and be more 
tl, 

prepared to challenge convent10nal trends and morality: 

Ch~pter IX dsals explic1tly with the ~osltion of 

the law reqarding the treatment of the seriously disabled 

"infant. ,Given the primarily bioethical focus of this 

thesis, the Iegal dimenslon, a major and difficult subject 

in itseIf, can and should only be dealt with in a summary 

fashion here. The Iegal perspective cannot, however, be 

left out entirelYI givën our insistence that these policies 

should be formulated ln an 1nterd1sciPlinarr manner, with 

eth1cs, medic1ne and law each contributlng w~it 

legltimately can~ As weIl, given the fact t~at society 

expresses ltS protect~bn for t~e lives and health of its 

members in part at least by means of law, the determ1nat10n 

of what lS legal and illegal in these treatment dec1sions 
~h 

\ ~~ 
is ?~V1ously cruclally ,imP9rtant even in a paper concentrating 

on the ethical dlmension. 

" 

IJ 
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Largely by the examination of specifie court 

decisions, this chapter will deal with only three of the 

normative priorities or tests central to thlS thesls, by 

summarizing the legal stance on euthanasia, allowing ta 

die/quality af life, and parental decision-maklng autharity. 

Our general questlon in each case will be the extent ta 

which the law reflects the ethical stances we have proposed 

as nO,rmati ve. It wlll be cancluded that about aIl three 

'issues there is a striking concordance between the legal 

and bloethical stances. The law prohiblts the killlng of 

even a very seriously dlsabled newborn by act or omission, 

and even though the motlve is that of compassion. , In the 

,eyes of the law a disabled newborn is a person wlth full 

rights to alI-relevant legal protections. That does not 
"'lo..,'" ) 

however rnean the law prahlbits allawing an infant to die 

when further treatment i5 judged useless. The quality of 

an infant's life can be a legitimate consideratlon in such 
. \ 

cases. As for parental authority, the law considers parents 

to be trustees over chlldren, not their owners. As such 

their decision-making authority is Ilmited to decisions 
\ 

which'do not threaten their chlldrens' life, health o~ 
\ 

best interests. 

In the last chapter, Chapter X, we will draw 

sorne conclusions about the role af bioetrlic's in these 
; ::;.;~ ..... 
,1 

'treatrnent policies in the light of the;precedlng chapt ers 

, .',. 
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and analyses. The general qonclusion will be that the 

policles and views considered lndicate that sorne orientatlons 

and positlons central to Judeo-Christlan perceptlons and 

commitments presently play only a- minor role in decision-

maklng pollcies and crlterla relevant to the seriously 

handicapped infant. other and contrary consideratlons·often 

appear to predominate. As a concrete means of drawing 

together the claims and conclusions of the thesls we will 

end by proposing a "model lnterdiscipllnary policy" in the 

forrn of eighteen propositions, eàch tollowed by a brief 

comment. This model policy lS by no means proposed as a 

comprehensive set of crlterla able to stand on its own 

without expansion and ref~ne~ent. Our clalm for it is far 

more modest, namely that its propositlons arguably articulate 

the prioritles central to Judeo-Christlan ethics regarding 

handlcapped infants, but also that they would by and larg~ 

be acceptable to at least sorne versions of secular/humanistic 

bioethics, and that they are wlthln the bounds of the law. 

--

rl 
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PART ONE. THE MEANING, VARIETIES AND PRIORITIES OF BIOETHICS 

Chapter 1. Bloethlcs - its nature and challenges 

~ 1. The challenge to bioethlcs - the ethlcal guotient of 
newborn treatment declslons 

As Chapter VII of this thesls w11l demonstrate ln 

sorne detall, decisions by physlcian~ to withhold medlcal 

treatment of disabled newborns are made in practlce for a 

variety of reasons and those reasons are assigned dlfferent 

weights and interpretatlon-s by dlfferent phys1cians, neonata.l 

teams or inst1tutlons. It has long been known that the medica1 

anomalies alone of disabled newborns are not' the direct or 
\ 

single causes of aIl neonatal deaths. Whl1e in most cases 

imminent death lS lnevltable, in many other cases death is 

àt least assoc1ated wi th .decl-slon-making by physicians and 

third partles, especlally parents. Already in the early 

seventies a survey done in one hospital over a two year 

perlod concluded that fourteen percent of the neonatal deaths 

in that special carè nursery were linked to the refusaI, 

Withh~lding, discontinuance or withdrawal o~'treatment.l 

The r~asons glven for withholdlng treatment are 

various, but generally related to the "quall ty" of the 

newborn Chlld's 11fe. But "quallty,of llfe" 1S anything but 

--
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a definite, univocal and completely scientific criterion. 

The degree of health or quality needed in a disabled newborn 

in order to trigger needed treatment, is itself subject to " 

a number of consideratlons and criterla. On the one hand 

surveys and interviews establish certaln patterns and 

similarities in those quality of life considerations and 

treatment conclusl0ns. But on the other hand, even allowing 

for the fact that no two medical anomalies in disabled 

newborns are exactly alike, the evidence suggests a fairly 

wide latitude as to what constitutes an "acceptable" (for 

treatment) quality of life, and the factors which legitimate 

that decision. 

i 

A major factor in the physicians' judgment is 
-

the estimation and decision of the child's parents regarding .. 
their' own child. Wh en informed of the dlagnosis and prognosis, 

p~rental decisions and wishes are often made the decisive 

yardstick of a quality of life which is or is not worth 

treating.
2 

IBut some.physicians and instltutions tend to 

treat or not more or less irrespective of parental wishes, 

determining the quality of life acceptable for treatment 

3 exclusively on medical grounds. 

A striking example of the latitude in treatment 

decisions is evidenced for example in the very different 

policies applied by Doctors John Freeman in Baltlmore, Maryland, 

\ 
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and John Lorber, in Sheffleld, England regarding children , 

born with spina biflda. Dr. Lorber treats only twenty-five 

percent of the disabled chlldrén brought to him, whereas 

Dr. Freeman treats ninety percent. That means in effect 

that a child brought to the Chlldrens' Hospltal in Sheffield 

will probably go untreated and will die, whereas one brought 

to the Johns Hopklns Hospltal ln Baltimore will probably be ' 

treated and will survive. 4 That in turn suggests that 

whether these children live or d1e will be determined to a 

large degree by the accidents of thelr place of hlrth and 

the institution to which they are referred. 

On studying their respective statistics and 

explanations it becomes clear that the radical difference in 

these selective non-treatment policles lS only partially 

explained by the quite different estimates on medical grounds 

as to what the future impalrments or quality qf life of 

those children wlll be, Dr. Freeman being considerably more 

optimistic than Dr. Lorber. It is also that they disagree as 

to what is or will be for those children an acceptable 

quality of life. In this they reflect an onLgoing and 

seriously troublesome debate in the medical profession 

everywhere. 

The quality of life net tends ta include within it 
, 

considerations weIl beyond parental definitions and desires 
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or medical prognoses as to fûture lmpalrments. As wl1l be 

demonstrated ln Chapter VII, the quallty of life of the 

child's fam1ly lS somet1mes ~s determ1nat1ve of treatment 

or non-treatment as the quallty of the Chlld's llfe in 

the str1ct med1cal sense. Surveys and 1ntervlews 1nd1cate 

that a serlously d1sabled Chlld born to a young, unwed, ' < 

single mother, or to parents who appear to have psychologlca~ 

or econom1C prablems, or to a family ln Wh1Ch the other 

chlldren may react adversely, or to a famlly WhlCh does not 

seem to want"the child, are less llk~ly to be treated th an 

those children born to fam1lles where these conditions do 

5 
not lPPlY. 

~ A sign1ficant feature of selective non-treatment 

decl~ions is the lnfluence of mental retardation. Sorne 

surveys and interviews indicate that the presence of even 

mild mental retardation.Js far more llkely to lead to non-

treatment than are.relatlvely serious physical hand1caps 

without eVldence of retardation. 6 Retardatlon appears ta 

evoke ln bath phys1cians and parents conslderably more 

discornfort and pesslmism than do physical handicaps, and 

to be subJect to dlfferent treatment crlteria. 

still another crlter10n sometlmes associated with 

quality of life and prognosis 15 that based upon the 

allocat1on of (scarce or expenslve) resources. In such a 

case treatment of one dlsabled newborn lS withheld or 

> , 
• 



I( 

" . - " 

',' 

" ;,l. 
-5-

. 
discontinued becaùse another newborn has a better prognosis. 

ThlS eriterlon especially applles, lt lS argued, when there . 
are llmlted medical resources avallable and both babies 

7 cannot be saved. 

A further and related quallty of life crlterlon 

for selectlve'-"hon-treatment sometlmes advocated is that of 

th~ burden and expense on soclety should seriously disabled 

è~dren ~equlrlng Ilfe-long medlcal treatment and other 

forms of support be treated and surVlve. Some declslons to 

treat dlsabled newborns, it is argued, lmpose unfair burdens 

and expenses on soclety, depriving those better able to 

develop and contribute from the serv.ices and benefits 

l l t 't' 8 otherwise avallab e to them ln arger quarT l les. 

A last quallty of llfe positlon worthy of brief 

mentlon at thlS pOlnt l5 the Vlew which advocates not just 

the dlscontlnuation or non-inltiation of treatment, but the 

active kllllng of those newborns selected for non-treatment. 

Surveys and lnterviews indlcate that this Vlew lS shared by 

only a very small minorlty of physiclans and parents, but 

dlrectly or lndlrectly it lS not wlthout ltS proponents. 

For example~ Dr. John Freeman asks about those children 

selected for non-treatment: 

t 

l 
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If- it is best for these children to dle 
quickly, why not help them? Would that 
not be more humane? ... Protectlon can 
be bUl1t lnto a euthanasla process, but 
at present we have no protectlon agains~ 
the physlcl~ns who select a group of 
indlvldua1s to die. 9 

\ 
\ 
\ 
\ 

At a 1974 lnterdlsclp11nary conference (including 

pedlatrlcians) at Sonoma, Callfornia on neonatal intenslve \ 
\ 

care, seventeen of the twenty participants answered yes to \ 

" \ 
\ 
\ 

the followlng question~ "Would it ever be rlght to 
\ 

interVen\ 

directly to klll a self-sustaining infant?" We are told \ 

thât rnany (especially the physlcians) would not themselves 

do 50, but wou1d not condemn others who did. Sorne others 

who answered ln the affirmatlve confessed to remaining 

"emotionally uncomfortable" wlth such a course of action, 

10 though lntellectually in agreement. 

The above lS only a summary of medlcal attitudes 

and practices which wl1l be documented and evaluated in 

sorne detall ln Chapter II. The purpose of this summary at 

this pOlnt ,is,only to relnforce what lS more or less self-

eVldent that there is a very larg~ quotlent of ethica1 

content ln declslons for or agalnst the treatment of seriously 

disabled newborns. Whether they live or dle ln practlce 

unavoidably depends not only on the nature and seriousness of 

the mental and physica1 anomal les ln the strictly medlcal 

--
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sense. It also depends upon the value Judgments of various 

partIes, usually the physiclans and parents, sometimes the, 

courts as weIl, as to what constitutes a life worth llvlng.· 

Impllclt ln the varlOUS quallty of llfe crlteria 

factors Just llsted are a number of fundamental ethlcal 

questions and dllemmas WhlCh wlll preoccupy us throughout 
'. 

thlS thes1s. As we shall have occasion to establ1sh later, 
\ 

1 

tney often tend ta be answered d1fferently by the varl0US 

parties involved (medical teams, parents, courts and 

leg1slatures), and by the two main streams of bioethics 

(rellgious and phllosophical), and by the various branches 

or "schools" withl.n those two streams. As we shall at,tempt 

to demonstrate, it lS partly that pluralism ln practice, 
• l .J 
tradltlon and method Wh1Ch on the one hand makes' the formulation 

of policies and guidell.nes so necessary (to establlsh basl.c 

standards and protect1ons), and yet on the other hand makes 

substantIve (as opposed to procedural) pollcies sa diffl.cult. 

The gulf between the 1nterests and prlorltles of the relevant 

parties l.S not easlly nar'rowed, and consensus between various 

ethical traditions and approaches lS not readlly achleved. 

In general and summary terms then, what are the 

major ethical questIons which will preoccupy us? A flrst and 

fundamental one is that of the proper role and ll.ml.ts of 

-. 
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medlclne'~ln treatment decisions for dlsabled newborns . 
.... 

,Gr~~'en advances in neo~tology, many dlsabled babies who 

wauld have dled SQon ~er blrth can 'now be saved and 

restored to health, But sorne can only have thelr llves 

prolonged - the severe handicaps cannot be corrected . 
. 

For some of these bables medlclne can probably do too much. 

It may for instance be beyond the role and mandate of 

medlclne to routlnely and aggresslvely treat aIl dlsabled 

newborns, even to the pOlnt of merely prolonglng the dying 

process and sufferlng of bables who cannot be restored to 

any slgniflcant level of health. Such a pOllCy mlght 

result in technological successes, but medical and ethical 

failures. 

But it lS equally possible that'humanitarian 

infanticide aiso overstep~ the Ilmlts and mandate of mediclne. 

Those (few) physlclans and parents who advocate humanitarlan 

infantlcide for those seriously disabled newborns who cannot 

be cured, are ln effect imp~ying that lt lS the role and 

\ '" obligatIon of mediclne to ell~nate suffering, ta dellver 

happlness ln aIl cases, even If ~~means kllling when 
"", 

curing is not possible. But such a pr~~lse'and p011Cy 

requlre serl0US ethlcal examinatlon. Medlclne lS not necessarlly 

responslble for ellmlnatlng aIl sufferlng (even If that were 

posslble), and there are sorne limlts to De established to 

medlcal interventlon in the llvesof newborns. 

: \ 

\ 
\ 
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Still on th~s pOlnt, ~t ~s posslble for med~clne 

to do tao llttle, and not Just tao much for dlsabled newborns. 

A declslon for non-treatment could be arrlved at tao qUlckly. 

The future quallty of a Chlld's l~fe could be ~udged tao 

'" pesslm~st~cally. A Chlld selected for non-treatment could 

b~ allowed to dle wlthout cont~nulng efforts ta provlde 

comfort and care~'2~'~~"---~ 

The challenge ta bloeth~cs regardlng the raIe and 

llm~ts of medlc~ne ~n these cases ~s of course greater than 

the mere formulatlon of these general prlnclples. What 

rema~ns lS to examlne each of them, ta balance them, ta 

test them ~n concrete cases and to prov~de moral reasons 

for the balances and partlculars advocated. If medlcine 

should,not treat every serlously dlsabled Chlld, then WhlCh 

ones, and on what moral grounds? If medlclhe should treat 

those wlth llves worth llvlng, then what is a "llfe worth 

llvlng" when that evaluatlon cannot be made by the dlsabled 

Chlld itself? And if physlclans should not k~ll ser~ously 

d~sabled newborns, in WhlCh moral argl~ents should that 

\ 
\ th{oughout thJ_s paper is that of "quality of 11fe". Glven 

" that var1at~ons on th~s theme play such a large role ln 
\ 

medlfal and parental decision-mak~ng, the not1on must be 

subJ~cted to r1gorous eth1cal scrutiny. , 

; 
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Do quality of life cons1derat1ons ~mpllcltly and 

necessarlly threaten respect for the sanctIty and equallty 

of aIl lIves? 1s the notIon altogether too elastic, relat1ve 

and sUbjectIve to be appl1ed ln pol1cles and guidellnes wlth 

any conslstency and obJectlv1ty? What specIal moral 

cons1derat1ons are involved when one's present an? prospectIve 

qual1ty of llfe 15 judged by another, as in the case of 

disabled newborns belng consldered for non-treatment? What 

shouid be the standard of what will count for another as a 

llfe worth livIng, and what propertles should be suff1cient to 

achleve that standard? 1s llfe a relatIve good, a conditIon 

of other goods and values, or a good-in-Itself, to be 

preserved at aIl costs? What signIficance should estImates 

of paIn or unhappiness or IntellIgence have in determ1ning 

the quallty of llfe of a dlsabled newborn? What sIgn1flcance 

should mental retardatlon have in estimating the qual1ty of 

that life? Should quallty of life ~valuatlons for treatment 

decIsions be conflned to strIctly medical diagnoses and 

prognoses, or be exoanded to Include factors such as~ e 

marItal, economic or psychologlca} status of the~~ld'S 
family, or the fInancIal and other burdens to ~clety If 

treatment lS inItlated? 

Are sorne decIsions for non-treatment based on 

qual1ty of Ilfe prognoses too InattentIve to the potentlal 

ln sorne dlsabled newborns to overcorne handicaps~eveloP 

" 
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potentlalltles If provided wlth proper care and resources? 

Do sorne declslons not ta treat ln Vlew of the pro]ected 

quality of llfe demonstrate a too complacent acceptance of 

the status quo ln terms of aval1able serVIces and resources 

to asslst these chlldren ln achleving the maxImum development 

of thelr potentlal? 

AlI of the àbove are fundamentally ethlcal questIons, 

sorne of the answers to WhlCh _wIll dIffer dependlng 

values and prlnclples of the indlvlduals or 

tradltlons respondlng. Obvlously for example If one holds 

that llfe ,as an lntrlnslcally valuable good ln l tself, 

created by Gad and to be supported no matter what the 

dlsablllty, then quality of llfe criteria will tend to be 

reJected as morally incompatible with that rel IglouS 
o 

convlctlon. Just as ObVIously, If one holds, on the basls 

of ratlonal ethlcal reflectlon that only those wlth a 

capacIty for a certaIn level of Intelllgence are truly 

human and deservIng of support, mentally retarded newborns 

WIll tend to fall outslde the category of humans and WIll 

be llkely candIdates for non-treatment. 

A thlrd ethical Issue IS that of whether there 

IS a moral dlstInctlon between kllling'disabled newborns and 

allowlng them ta dle. As already noted, it is sometimes 

malntalned that the decISlon not to treat lS already to 
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intend,the death of that child. That belng 50, it is argued, 

'it is more compasslonate to actively kill that éhild than to 

simply let lt 11nger on becoming progresslvely ~ore disabled. 
, 

It ~ould be argued that in sorne lnstances, and lnstltutions 

the aftermath of selective non,treat~t,declsions in effect 

in~0lve5 not sb much "allowing" those chlldren to dle as 

much as IIpushing ll them )to death. That may, weIl be the case 

w~n babies selected for non-treatment are kept so sedated 1 

that they do nct demand f-ood'and die within the first week. 11 

QUlte obviously, treatme~t pollcies and practices 

which assume no slgnlficant mOFal dlfference between kllling 

and a,l.lowlng to dle, can be expected to produce radlca11y" 
.. 

dlfferent results for ch11dren than pollcles and practices 

WhlCh do assume a moral dlst1nctlon. A treatlse such as 

thl~ one, evalu~tlng the role of bioethics ln the formulatlon 

of these pollc~es, must therefore determine and welgh the 
<) 

yarious moral arguments pro and con on thlS most ethical of 
. , 

lS5ues, and the 1nfluence of those mQral arguments on eXlsting 

and proposed pollcles. It wlll especially involve consideratlon 

~f notions such as dut y, intention and the sanctlty of life. 
r, 

Not surprls1ngly we wi~l flnd that on thls ethical lssue 

more than any other there lS a marked difference between 

the convlctlons and conclusions of rellgious ethics and 

secular ethlcs, 

"tradition" than 

an~ ln the pollcies 
(.(", 

the oth~-t.\ 
more dependent on one 

. . L 
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A ,fourth ethical concern is one already referred to 

in tpe cont~xt IDf other issues, but is important enough to 

merit separate attention - briefly at this p01nt and in 

det~11 at var10US points below~ The issue lS that of the 

retarded newborn. It is an ethlcal issue because more than 

any other han~1cap the presence of mental retardation 

'challenges _us to articulate a conception of normalcy and 
, . 

the "normativ~ly human", and to determîue our obligations 

accordingly. 

Some ethical 'analyses and treatment policles 

perceive the issue as essentially a choice between the rights 

of the "normal" and the rlghts of the "retarded", choosing 

'to promote a healthier world with fewer burdens on those who 

already exist, ~y letting the seriously retarded newborn die. 

The motlve is humanitarian - a better world is the goal, 

achleved by sacriflclng the few for the many. A contrary 

ethical stanc;eJrgues that a "better" world bought at that 

~rice cannot really be betteb, that soc let y and its individual 

m~e~s have a dut y, for sorne a dut Y founded on Judeo-

Christian obligations, to care for and improve the lot of 

the retarded, the weakest and most vulnerable members,of the 

human communl ty. That Vlew tends n,ct to be impressed wi th 

visions of'a better world or the lnterests of soclety as a 
. 

whole, and is willing to stand agalnst the trend to exclude 
\ 

the rnentally retarded frGm full personhood and access to the 

same protections and resources as those who are "normal". 

--- -- .. ' - --', - - -

" , 
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As we shall indicate below, on this issue as 

others relig~ous ethics and secular ethics tend to part 

company, as do the treatment policies more influence~ by one 

or the other ethical trad~tion. 

There is yet a fifth ethical problem of interest 

in our inquiry, one wh~ch is both procedural and substantive 

in nature. It ~s the very thorny one of determinlng and 

rank~ng the interests of the various parties ~nvolved in and 

affected by treatment dec~sions for disabled newborns,/and 

ensuring in relevant policies that those interests w~ll be 

provided for and respected. It is a procedural ~ssue 

insofar as the "who decides" question and appropriate 

pecision-making mechan~sms are addressed, but at a prior and 

more fundamental level it is also an issue of substantive 

ethics in that it must first of aIl be decided, on sound 

moral grounds, what those interests are and how they are 

to be balanced. 

The f~rst and most ~mportant party is obvious1y 

the newborn child himself or herself. But since newborns 

cannot express their own interests and cho~ces, they will 

always need others to interpret and provide for the~r 

presumed ~nterests. It follows that'determining and 

protecting the1r interests w~ll inescapably depend upon the 
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values and preference of other parties,~upon what th9se others 

thlnk they themselves would want done or not if in that 
J 

child's position, how those others perceive their moral 

obligations to that child. Whl1e no one can ever put 

oneself ln another's shoes without sorne degree or risk of 

subJectivity and self-lnterest, the interests of the child 

in question would seern to dernand that every effort be made 

to identify, and ethlcally ground the dlsabled Chl1d 1 s 

interests wlth as rnuch obJectivity as posslble, and to 

carefully articulate th~rn ln treatrnent policles. Focuslng 

on the interests and benefits of the child does not of 

course ru1e out of order conslderation of and balancing with 

the interests of other parties. But since lt is the life 

'of that child at issue, lesser interests of others will be 

secondary. 

As we wlll indicate in detail in the course of 

this thesls, there is considerable variety in bioethlcal 

stances on the mdtter of the 1nterests of the serlously 

disabled Ch1ld. For exarnple, for sorne ethical analyses, 

the primary interest of the Ch1ld lS the saving and prolonglng 

of its Ilfe, even in the presence of ser10US handicaps. F~om 

this perspective the intere$ts of the Ch1ld in survlving 

would admit of very few exceptions perrnltt1ng non-treatment. 

Another ethical,stance would see the primary interest of 

_ .. _-_. -. -----

j 
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the c'h';i,ld as one of ,living wlth a "minlmum" of paIn and 

suffering. If the prognosis indlcates this will not, be 

posslble, then n~n-treatment and early death is 

app~oprlate response. A third ,ethIcal posltion 

the! 
1 

sees l the 

prImary lnterest of the dlsabled Chlld as that of 
[ 

maximizing its poténtlal despite handIcaps by havlng[ 
1 

available throughout its life needed care and resources. 

These three and other positIons are not necessarlly of 

course mutually exclusive, but they do represent dlfferent 

emphases and do tend to promote different outcomes as to 

whether the chiid ln q~estion wlll live or die. 

A second party is that of the parents. They have 

important interests and responsibilltles, both because It is 

their child at Issue, and because they wlll have dutles and 

burdens in caring for their child if treatment is inItIated 

or continued. They therefore have an Interest ln speaklng 

- for the child. In most ~ases involvlng decISIons ta treat 

or not, ethIcal analyses and pollcy formulatIons acknowledge 

that parents should Indeed be the prImary decision-makers, 

and the prImary Interpreters of the best lnterests of 

their Ch1ld. The cases for Wh1Ch there 1S near unanlm1ty 

in ethIcal analyses are the unsalvageable cases, those in 

WhlCh the Chlld faces ImpendIng death and for whom no medical 

InterventIon would help even when the socIal conditions are 

perfecto 

" 
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i • But there remaln a number of situations in WhlCh 

the role and lnterests of the parents are less than clear 

and about which varl0US ethlcal analyses and policy 

formulatlons differ. For example, may parents refuse 

life-savlng treatment for their dlsabled newborn child in 

virtue of their own emotlonal or financ1al inabil1ty to 

provide needed care and other resources for a Chlld 

dlagnosed to be medica~ly salvageable? Are physicians 

morally bound to respect such wlshes or ta refuse them? 

Another example: if parents are the primary dec1sion-

makers, then it follows that they have an interest in 

being glven all the lnformatlon necessary to make a free 

and informed decislon about thelr child. But what if the 

medical staff Judges that they are emotlonally tao distraught 

to handle the disturbing informat1on or to make a decision, 

and therefore wlthholds the facts and reserves the decision 
,1 

for itseIf? 

That brlngs us ta the third party with lnterests 

• and responsibllities ln thlS matter, the med1cal staff. A 

primary lnterest and dut Y of the medical staff lS that of 

providlng the best possible medlcine and care for the 

disabled chiId, but also to care for and support the Chlld's 
~ 

parents and faml1y. Thereln Ile the seeds for one of the 

eth1cal problems - who lS the phys1c1an's patlent, the child 

or the parents, or bath ln dlfferent degrees? If the parents 

( 

J ___ _ 
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wish a course of actl0n (whether treatment or non-treatment) 

judged by the medical team to be against the best lnterests 

of the Chl1d, should the parents' wish nevertheless be 

respected? Sorne medlcal pollcles would answer in the 

affirmative, sorne in the négative. An example of an 

affirmative answer {s,the posltion of the Judicial Councl1 

of the American MedJ.ca1 Associatl0n WhlCh maintaélns that: 

In desperate sltuations involvlng newborns, 
the advice and Judgment of the Physlcian 
should be readlly avallable, but the 
decision whether to exert maxlmal efforts 
to sustain life should be the cholce of 
the parents. 12 

It could be asked whether that position is 

sufficiently reflective of the distinct possibi1ity that 

pqrents may be (albelt unconsciously) confuslng their own 

interests for thos~ of the child. But on the other hand, 

are physlcians competent and morally entltled ta make that 

judgment and act agalnst the parents wlshes, especially 

when there is a degree of uncertalnty ln the medical prognosis? 

There is yet a fourt0 party wlth interests and 

duties ln treatment dec1510ns for disabled newborns, namely 

the State. In general terms lt expresses those interests 
,A 

and dutie~ln two forms - by the provlsl0n and fair 

distributlon of child services and resources, includlng to 

\-

~ ----
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the'least advantaged, and by means of legal protections 

and interventions by exception when called for. But 

wIthIn those general ~nterests and duties of the state lie 

a number of complex and unresolved problems and balances, 

aIl of them to sorne degree ethIcal ln nature. 

As regirds legal prptections and interventiops 

in these issues, common law trIes with sorne difficulty and 

li ttle predict-ablll ty to reconci1e two not entirely 

compatible doctrInes. One is the recognition and presumption 

in law (though rebuttable) that parents are the appropriate 

decislon-makers for thelr chlldren, lncludlng when it cornes 

,to,maklng treatment declslons for them. But at the same 

time the State's parens patrlae power can be exercised to 
", 

intervene on behalf of children alleged to be victIms of 

or threatened by abuse or neglect by parents or others. 
) , , 

This intervention c~n take the form of punlshment after 

the event, or a court may intervene before a declsion or 

act by making a needed decislon Itself to ensure that a . 

child will not be treated agalnst its interests. The latter 

happens by exception when a physiclan and parents do not 

agree concerning a serlously disabled child's treatment, 

usually Wl th theal(r~.appointed guardian. But 

when the somewhat general notions of abuse and neglect are 

applled to the particulars of a glven case Involving 

.\ 

, , 

.L 
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selective non-treatment, courts arernot aIl in agreement as 

ta the facts and prlnclples WhlCh should be glven the most . 
welght. As we shall note at a later stage of this paper, 

courts wlli o~ten directly or indlrectly seek assistance, 

in resolving these confllcts by welghing various ethlcal 
" 

views ànd arguments. In thlS we flnd one of many practical 

"f~stances ln WhlCh law and ethlcs are by no means distinct 

and separate in thelr goals and methods. 

The other main expression of the State's interests 
\ 

and obllgatlons is that of the provlsion of adequate 

services and resources ta aIl members of society. Here too 

there are important and urgent ethlcal èhoices to be made. 

Some would argue, that health resources and care should be 

distributed falrly to aIl members of SOC let y, includlng to 

the most dlsadvantaged such as Iserlously dlsabled newborns, 

and that where they are not adequately avallable they 
~ 

should be lncreased. The grounds for this positlon could 

be the general ones of falrness and equallty, or (for 

example) the more speclfic one that if the State determlnes 

that a salvageable newborn should be treated agalnst the 

wlshes of parents unable or unwilllng ta provide adequate 

care, then the State ltself has the dut Y to provlde that 

care. 
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Against this ~~ is argued by others that there 

are limits to the resources of the state and therefore to 

available health serVIces, and to provlde more of them to, 

care for newborns who will contInue throughout their lives 

to requIre a major drain on health resources wIll mean the 

provision of less care to other groups also in need. The 

limited resources argument does not necessarIly of course 

defeat ethical pleas for the provIsion of increased 

services for dlsabled newborns and chlldren - it may sim~y 

point ta the need for the State to work out more explicit 

allocation pollcles and priorities th an presently exist. 

It is dlfflcult to thInk of another exerClse with a higher 

quotient of ethlcs than that. 

A ,s~xth and last ethical ~ssue brings us to the 

heart and goal of this thesls, namely the present and 

desirable role and contribution of bioethics itself, 

particularly that of religious bloethics, ~n formulating 

treatment pollcies for disabled newborns. That will be the 

theme questIon runnlng through aIl the Issues considered. 

Clarifylng those related and subsidiary Issues will 

gradually provide the shape of the actual and arguable role 

of bioethlcs ln these treatment pollcies. 

". 

GIven that our primary interest is ln religious 

bioeth~cs, there are th~ee important questIons to be 

considered withln our larger one. The flrst arises. 

.. 
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inescapably given the nature of our pluralist Soc1ety. 

It has to do w1th the posslble and deslrable degree of 

consensus on thlS lssue. Put slmply, the questlon is this: 

can there be a POllCY consensus wlthout a consensus at the 

~evel of belief, of convlctlon? Impllclt ln that question 

is a further one - how much consensus lS necessary at the 

Ievel of bellef lf resultlng pollcles are not to remaln 

too general or excluslvely procedural? 

A secon~ issue lS that of the relationsh1p and 
~, 

distinctlons between religious bioethlcs and secular or 

philosophical bloethlcs. Since both branches have positlons 

on the treatment of newborns, and both contribute to pOllCy 

formulations, lt is of course lmposslble to treat the role 

and stance of religlous bloethlcs in thlS area without 

attempting to ldentlfy the dlfferences and simllarltles ln 

thelr roles, foundatlons and conclusions. As we shall 

have occasion to note, there are some lndlcatlons suggestlng 

few slgnlflcant dlfferences ln the way rel iglOUS bioethics 

concludes about this problem compared to the posltions of 

secular ethlcs. But there are other lndlcatlons that there 

are ln fact some signlficant varlations at least ln emphasis 

and motivatlon. 
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A thlrd issue wlthln our focus on bloethlcs lS 

t at of ItS relatIonshlp to the legal aspects of newborn 

reatment pollcles. It is of course true that law and 

bloethlcs are dIstInct entltles and should not be confused 

one wIth the other. But law has ln fact expressed pOSItIons 

on many of the ethIcal pOInts Indlcated above in the form 

of court declslons, leglslatlon and legally endorsed 

guidelines. The law has for Instance made It qUlte clear 

that humanltarlan InfantICIde is presently illegal, that 

non-treatment of newborns 15 sometlmes legal, that there are 

sorne legal dlfficultles wlth the notion of quallty of life, 

that newborns should not be abused or neglected, and 50 

forth. 

There are at least two ways ln WhlCh that body of 

law 18 related to ethlcs. It is flrst of a~ the fact that 

It contalns so much ethlcs. It could hardly be otherwise 

glven the nature of the Issues addressed and the fact that 

(good) law both provldes access to the morality of earlier 

tlmes by Its commltment to precedents, and reflnes It by 

reflectlng the morallty of our own tlmes. That pOInt lS 

sometlmes acknowledged by ethiclstS. Paul Ramsey for 
, 

instance put it thlS way in the preface to one of hlS books: 

" 
l mean also to hold up these legal . 
processes and the law's final 
~uthorlzatlon of Important pollcies 
as mlrrors ln WhlCh we can see 
reflected the state of moral 

/ 



cc 

1 

/ 

• 1 

. J ~_~. 

r 

-24-

questions as these are perceived today -
mirrors ln WhlCh powerful trends in the 
ethos of contemporary soclety can be 
clearly seen. 13 

Ramsey made the same observatIon ~n another of hlS works 

when he wrote that: 
\ \ 

... ln the fabrlc of the law we have a 
deposltory of ethlcal declslon-making, 
a CIV1I tradltlon from the pa st until 
now, ln which we can see morality "wrlt 
large", a contlnul ty of moral judgments 
developed over tlme and honed ln the 
prism of case after càse. 14 

Another way ln Whlch ethlcs lS related to law 

follows from t~e above. Preclsely because of the hlgh 

content of morallty ln that body of law, lt is an urgent 

and natural part of the role of ethîcs to subJect those 

deCIslons and that leglslation to crItlcal analysls. This 

posltlon as weIl was endorsed by Ramsey when he noted on 

. the subject of legal declslons, "EthlCS lS, among other 

thlngs, the crltlcal study of the grounds and validity of 

~ 15 
those decIslons". It would be a mlstake to assume that 

aIl legal positlons on our lssues are beyond ethlcal 

crltlclsrn. One should not uncritically ldentlfy the legal 

with the ethlca1, or the Illegal wlth the unethical. It 

lS after aIl posslble that sorne legal posltlons and 

Judgments on our issues do not in fact ref1ect contemporary 

mora11 ty, or have falled to provlde convipcing moral' arguments, 

or have overlooked an Important moral feat~e of the issue . 

• 

.. . 
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2. Bioeth~cs - sorne ingred~ents and dangers 

,'.J, 

The next task 1S to separa te and study the va~!ous 

st rands wh~ch make up b1oethics. Our purpose in doing so 

is twofold, Flrst of aIl to determlne what bloethlcs 15, 

1 

partIcularly rellg10us or theologlcal bioethlcs, and what 

It could be expected to contribute to the formulation of 

treatment pOllCy regardlng newborns. If, as we Intend, 

those pollcles are to be subJected ln thlS paper to bloethlcal 

crltlcism, then a prlor task is ObVlously to determlne the 

shape and health of that eth~cal dlsclpllne Itself. 

But bioethlcs Itself 1S not at aIl accurately . 
referred to as "1 t ". A more precise description or analogy 

would be that of a cloth wlth many strands, or a symphony 

wlth some baSIC themes but many varIatIons. At least ln a 

general and summary manner It 1S important for our tpsk to 

understand the dlfferences ln colour and texture of those 

strands and variations. That is especlally 50 given that 

our prlmary l~~t ois in r:ellgious or theologlcal 

bioethlcs. It shares much.Wlth secular or phllosophlcal 

bloethlcs, to t~~ point that thelr ~espectlve strands are far 

" 

from easy to separate, and ln many ethlcal analyses and pollces 

the y are assumed to be more or less the same thing. Yet 

according to sorne there are major d~fferences, at least ln 

emphasls. It will be a goal lof this chapter to comp~.re 
, 

rellglous and secular b~oethlcs and come to a conclüs10n as 
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to how ~f at aIl they are distinct ~n their methods and 

concerns. That done, this chapter wlll conclude by proposing 

li' a way in WhlCh the two cah and should lnteract in a single 

p~licy devised for our plurallstlc soclety, a form of 

dynamic co-exlstence WhlCh would be faithful to the 
~ ~ 

distinctive yet related concerns of each tradition. 

,lThe sim11arities. pifferrnces and interaction 

b~tween~~eliglous and secular bloethlcs wlll be addressed 

in this chapter only in a general manner wlth few references . , . 

. to the specifies of the trea.tme.nt of disabled newborns. But .. 
the purpose is to provide a foundatlon on which to place a~d 

justlfy the appll(::"atl~:m of' those find~ngs and proposaIs to 

. the speclflcs of the dls~rete is\lsue of the selecti v~ 
. 

non~treatrnent of newborns. That next task will occupy 
( 

Chapters II and l,II of thlS thesi? .. 

A. a profile 

But lest the exercise of separating t~ands 

of bioethics ln what follows lmply that the se tradltions 

have Ilttle or nothlng ln cornrnon, or that these tradition~ 

are not subJect to simllar limltatlons and pltfalls, we 

wlil venture already at this stage sorne general and very 

~summary characterlstlcs and problerns wlth bloethics which 

apply to both relig~ous and secular branches. 

L 
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A general definltion of bioethlcs or medical 

ethics WhlCh would fit both branches lS one provided by 

Paul Ramsey: 

Normatlve medlcal ethlcs, then, means the 
applic~tion of evaluative norms of sorne 
sort in appralsal of practlces in m~diclne. 
In terms of "is-ought''', we would be trylng, 
as the outcome of ethlcal dlscourse, to 
tell what ought not to be that may now be 
done, or what ought to be that lS now not 
done .16 

But is bioethics a "dlscipllne" l.n the strict 

sense, restrlcted only to trained theologlans or philosophers 

and intellectual ipqulry to the exclusion of for example 

bel1e'f, tradition and atti tudeS?~ A ~rief 

question or these questl0ns wll1 ~t to 

and rernalning challenges in bl0ethics. 

answer to thlS 

sorne limitations 

As to whether medical ethics or bioethics is a 

discipllne, the safest answer is that it is, but a discipline 

(or sub-discipllne) stl11 "in evolution". On the one hand 
, 

l.ts princlples and rnethods come largely from moral theology 

or moral phllosophy, the dlfference or addl.tion being that 

the se prlnclples and methods are now focused on rnedlcal 

and biologlcal issues, sorne of these lssues having been with 

us fo~ sorne time, but rnost of thern quite new at least ln 

their various cornplexities. 
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But on the other hand there is an unfinished, 

evolving and unsettléd quality to bloethics as a disoipline, 

in large part" due to the many and quite dlfferent subjects 
, 

falling wlthin its purvlew, the many flelds WhlCh contrlbute 

to it and "the qUlte dlfferent startlng and therefo~e finlshing 
, 

points of those who practice bioethlcs. There is a continulng 

search for approprlate foundations and theories for bloethics, 

ones which could apply in a plurallst setting. Tha~ search 

1s generally more the case in the secular branch of bioeth1cs 

than in the theological, though certainly true of both. One 

view of the unflnished, unsettled nature of medical ethics 

was this one by Jonsen and Hel1egers ln 1974: 

Medical ethlcs is current1y in a muddle. 
Many questions are asked, but few 
answers are offered. Many anxleties are 
aired but few are assuaged. Worst of 
aIl, the dlverslty of subJects dlscussed 
and the varlet y of arguments propounded 
makes'one wonder whether there is any 
proper subJect matter or proper 
methodology deserving the name, "medical 
ethics" .17 

Another bloethlclst, Danlel Cal1ahan, however, did 

not necessari1y deny sorne two years later that bloethics was 

in a "mudd1e", but he was conslderably more optimistic 

about the significance of the new and evolving nature of 

bioethlcs as a dlscip1lne. He saw hope and opportunity 

precisely in ltS lack of determined parameters: 

l 
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Bioethics lS not yet a full discipline. 
Most of its practltloners have wandered 
lnto the field from som~where else, more 
or less lnventing it as they go. Its 
vague and problematic status ln philosophy 
anà-~heology lS matched by lts shaky 
standing ln the 11fe sciences. The lack 
of gen~ral acceptance, discipllnary 
standards, crlterla of excellence and 
clear pedagoglcal and evaluatl ve norms __ 
provldes, however, sorne unparalleled" 
opportunlties. It lS a dlsclpllne not 
yet burdened by encrusted tradltions and 
domlneerlng flgures. Its savlng gracè is 
that it is not yet a genulne dlsclpline . 
as thBt concept lS usually understood in 
the academlc" and SClentlfic communl tles. 
One has always to explain oneself, and 
that leaves room for creatlvity and 
constant redef+nitl0n, there are mant 
advantages ln belng a movlng traget. 8 

Looking back at that assessment of bioethics eight 

years later, it 15 arguable that ln the lntervening years 

bioethlcs has in many respects matured con51derably as a 

dlsclpline. For one thlng, l"ts "sh'aky standing" ln the llfe 

sciences has become more secure. For exam~le, bloethlclsts, 

both philosophers and theologians are now regular partlclpants 

ln national pollcy commlttees (on death and dYlng, fetal 

research and many other issues) and hospital ethlcs committees, 

both Canada and the United States have a number of national 

institutes of bloethics and the number and quallty of 

publlshed works ln bloethics and medlcal ethics ]ournals has 

greatly lncreased, formaI courses ln bloethics are now on 

the currlculum ~p many medical 5chools, and bioethics has 

proven to other dlscipllnes that interdisclpllnary scholarshlp 

lS both realizable and productive. 

.... 
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Nevert~eless, a number of the temptatlbns and 

limitatlons in the practlce o~ bioethlcs which were signalled 

by Callahan and others sorne years ago remain such today. 

of ~hem may in fact arlse because bloethlcs has tended to 

Sorne 

become too much a dlsclpllne, a dlsclpllne too much like others 

in academe. Its biggest and constant difflculty is ~hat of 

belng meanlngful and of practlcal help to those who have to 

make hard ethlcal declslons wlth little or no tlme for 

profound and lengthy theologlcal or philosophical dlScusslon, 

medlcal teams for example. It can hardly be denied that the 

ultimate purpose and test of blôethlcs 15 not that of a 

~ontinuing and lnterestlng dlScusslon ln an academic settlng, 

but to ald those who must make decislons day at' a 

gl ven hour". 

B. Discipllnary reductlonlsm, excessive intellectuallsm 

Without in any way denylng the validity and necesslty 

of bloethlcs and bloethiclsts attendlng wlth rlgour and depth 

to the intellectual clarifYlng of ethical concepts, lssues 

and language,' that wlll not be sufflclent. To be meanlngful 

and helpful ln actual decisions and pOllCy formulatlon 

there are arguably at least three further and related 

requirements. One lS to confront the lssue ln questlon 

wlth aIl the complexitles with WhlCh it cornes, reslstlng the 

temptatlon to what Callahan calls, "dlscipllnary reductlonlsm". ' 

Another lS to avoid the temptation to restrict the methodology 

of bloethlcs only to lntellectual inqulry to the excluslon of 
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other factors WhlCh influencl good ethi~~~~tio~S and 

decis~ons, for examp1e, experience, emotions and beliefs. 

A third requirement is the need for bioethics to be and 

remain interdisciplinary ln nature. 

The tendency to "disciplinary reduct'ionl.sm" was 

right1y noted and weIl expressed by Callahan: 

... the ethical l.ssue~ of mediclne and 
biology rarely present themse~ves in a way 
nicely deslgned to flt the kinds of 
categorles and processes of'cthought which 
philosophers and theologians feel secure 
about... The lssues come, that lS, in a 
messy, Jumbl~d form, cutting through many 
dlsclpllnes, gumming up all our clean 
theoretlcal englnes, festooned with odd 
streamers and complicated knots. The 
fact that this is the case immedlately 
lnvites the temptation of what can be 
called, "dlScipll.nary reductlonism" .. 
By that l mean a penchant for distilling 
out of an essentl.ally complex ethl.cal 
problem one transcendent issue whl.ch is 
promptly labelled the issue. Not 
coincidentally, this issue usually turns 
out to be a classlc, familiar argument 
in philosophy or theology. By means of 
thls kind of reductionism, the 
phl.losopher or theologian is thus enabled 
to do what he has been trained to do " deal 
with those clas~ic dlsputes in a language 
and a way he lS comfortable with - in ~ 
way WhlCh allows him to feel he is a good 
"professlonal".19 

The experlence of many bloethlclsts who work 

in clinlcal settings indicates that this remalns a 

temptatlon, perhaps the major barrier to interdlsciplinary 

work and the provlsion of ethlcal assistance ln a form 

useful to the medlcal· decislon'-makers. Once complex, 

,... , 

.. ' 

," 
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multi-dimensional problems are thus reduced, sanitized and 

re-cast 1n what a medical team considers arcane lang~ge 
and concept~, it lS no longer the problem that team broug~t 

to the b10ethicist and the eth1cal "solution" as weIl as 

the whole enterprise of bioeth1cs can be easi~y dlsmissed 

as more or less uninformed and irrelevant. As we shall 

note a-f'7arious points in th1S thes1s,' there are indeed 

lnstances of "disciplinary reductionism" in some policies 

and policy proposaIs directed to treatment decisions for 

di sabled newborns l • 

It should, however, be observed as weIl, that 

"discipllnary reductlonlsm" is hardly a problem or 

temptation unique to the bioeth1cs among the disciplines. 

When it comes to makirig avallable to the non-initiate the 

insights and solut10ns of the parent dlscipllnes to bioethics, 

philosophy and, theology, those who practlce those discipllnes 

are not known for talking about moral problems in the 

language and manner of most people. But what of course 

makes 1t part1cularly incumbent upon b10ethics to speak 

plainly and respond to problems without dismissing their 

annoy1ng éomplexit1es and compllcations, is that b10ethics 

posslbly more than any other discipline or branch of ethics, 

is forced by defln1tlon to grapple with urgent and painful 

issues one or more of WhlCh will be faced by most people. 
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Many of them are life or death matters, as is the one belng 
~ 

addressed in thlS thesis. In the context of the issues 

composing the obJect of bioethics then, reductionism, 

evas~on and irrelevancy are clearly bigger dangers and 

evils than the y might be for example in a philosophy lecture 

to philosophers on the relâtlve merits of deontology over 

utilitarlanism, or in a theology lecture to theology students 

comparing normative ethlcs to situation ethics. 

The se~ond tendency indicated above as ~qually 

to be avolded lS that of llm1ting bloeth1cs more or less 

exclusively to intellectual considerat1ons. In discussing 

the dlfferences between rel1glous and secular bioeth~s at 

a later point in this chapter we will have occasion to 

consider this point in more detail, but lt should be mentioned 
./ 

briefly at thlS pOlnt. Tradltlonally ethics has 

focused on thlnklng as regards methodology, especially 

philbsophical ethics. Intellectual rigour and clarity in 

problng and analyzlng terms, theorles, concepts and langvage 

with IOglC and conslstency of course remain important in 

bioethics as they are ln ph1losophy and theology generally, 

but lS that enough for bloethlcs? Do not factors such as 

feellngs, convictions and behaviour merit serious attention 

as weIl? Ramsey for one appears at first sight to thlnk that 

the intellectual dimenslon should continue to be the essence 

of what medlcal eth1cs 15 about when he wrltes: 

\ 

, 

L 
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Ethics is not a matter of concerns or 
passion (praLseworthy a~ these may be in 
moral agents); it is rather an 
intellectual lnqulry. Therefore 
educatlon ln medical ethlcs must 
necessarlly be prlmarily Ilterate. 20 

But lt is clear from the wider context of Ramsey's 

thought, both in that source and elsewhere that he dqes 

indeed assign importance t~ factors beyond the strictly 

~ rational and intellectual. It is not so much that thInking 

i~self is the essence and goal of b~oethics, but rather that 

other means of arriving at or justlfylng ethical decisions, 

such as experience, bellef, traditl0n, behaviour, feeling, 

training and 50 forth should be thought about, subjected to 
\ 

a fra~ework of analysis, not simply accepted or continued 

uncritically. 

But neither should these considerations be 

disqualified as important elements ln how most people very 

often come to (good or bad) ethical decls10ns, just because 

there are some logical fallacies or inconslstencies according 

~o one or another ethical theory. In this we agree with 

the following observation by Callahan: 

If ethlcs were nothlng other than seeing 
to it that no loglcal fallacies were 
committed in the process of ethical 
argumentation, lt would hardly be worthy 
of anyone's attention. It is the premises 
of ethlcal arguments, the vlsions behind 
ethlcal systems, the feelings WhlCh fuel 
ethical (or nonethical) behavlour, which 
make the real difference for human life. 
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Verbal formulations and arguments are only 
the tip of the icebèrg. 'An eth1cist can 
restrict himsel f to that tip; he wlii be ' 
on safe enough professional grounds lf he 
does 50. But 1 see no reason why he can't 
dare more than that, out of a recognitl0n 
that the source and lmportance of his field 
\lie not ln the academy but ln pr1vate and 
public llfe, where what people th1nk, feel 
and do make aIl the dlfference there 1s ... 21 

Cal1ahan remains conv1nced that it is a proper task 

of bioethics to subject suçh things ~s exper{ence and traditions 

to critica1 analys1s, seek1ng reasons and justiflcatlons 

for the declsl0ns and principles thereby proposed. But he 

goes on to conc1ude that: 

Nonetheless, in the matter of the case, 
these justifications mlght not be forth
coming, if on1y because they may be 
falsified lf pressed 1nto a verba11y 
articulated form ... 22 

C. Bl0ethlcs as 1nterdisclpl1nary 

The thlrd of the dangers lndicated above is that 

bioethlcs lS tempted to downplay or lose ltS lnterdisclplinary 

thrust. In the Vlew of this wrlter one of the distlnctlve 

achievements of bl0ethlcs to this point lS prec1sely ltS 
\ 

interd1sc1pllnary methodology in sCho1arshlp, 1n health care 

1nstl tutlons and pOllCy formulation. B':LOeth1cists (wl)ether 
'î 

of theolog1cal or phl1osophical "persuas~ons") and bioethical 

literature and workshops have undoubtedly been largely 

responslble for the growing awareness of the ethical d1menslon 

of many medical and bio1oglcal 1ssues on the part of l~wyers, 

/ 
/ 
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physlcians, nurses, researchers, soclologists, historlans, 
\ 

and bioethlcs to a large degree has been the catalyst for 

dlScusslons, reflections and pollcy-making involying aIl 

these and other dlscipllnes and groups.23 

That healthy lnterdiscipllnary 

lpst or lmpeded in tW9 ways. One way would be 

profeSSlonallz~nterprlse of bioethlcs. In earller 

and ~impler times bloethical positions and policle~ ~ended 

to be dlscussed ln relati~ely lnformal ways and settings 

'involvlng not only phllosophers and theologlans, but as 

more or less equal partners, physiclans, lawyers and others 

wlth ,practlcal, dlrect experlence in-the issues under 

conslderatl0n. But a degree of professionallzatl0n has 

taken place ln more recent tlmes, perhaps inevitably but 

certainly regrettably. A physlclan, Robert Morrison, has 
, 

accurately descrlbed that Shlft and result this way: 

-, 

Bioethlcal change lS becomlng less and 
less the product of interdlsclpllnary 
dlScussion and more and more the output 
of single scholars - professional 
bl0ethiclstS ... The very burden of new 
knowledge dictates a hlgh degree of 
concentrated study that easlly becomes 
a full-tlme dedicat10n ... On the other 
hand, the blOloglStS and physlclans who 
earlier occupied a relatively prominent 
place 1D the new movement now seem less 
acti ve .. Their number was never yery large, 
but it has probably been dimln1shed by 

1 
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the ernbarrassrnent of trYlng to compete j 

with the professional philosophers, sorne 
of whorn have gone 50 far as to suggest 
that nothlng in rnedical tralnlng, f1ts 
a person to make eth1cal Judgments. 24 

That quote serves as an appropr1ate 1ntroduct1on 

to a second way of 1mpedlng healthy lnterdlsc1plinarity. 

,Ii lnvolves an unfortunate by-product of the inter-

d1SClpl1nary nature of b10ethlcs and the addltion of 50 

rnany new players to the fleld. It 15 the danger of obscurlng 

and confuslng the special roles of each dlscipline as regards 

declslon-maklng, and in partlcular the danger of over-shadowlng' 

and paralyzlng the physician's role and Job as "chlef" 

declsion-maker (after and ln conJunctlon with the patient 

and famlly of co'urse). A he al thy 1nterd1sciplinarl ty 

would (and doe~) ;larlfy and dellneate the special functions 

and contr{butlons of each dlscipllne, taklng care in actual 

declsion and policy-making not 

of one ct~sclpllne to u6urp a 
! 

ctlon more properly left to 

'--~ or shared wlth those of anot~~~ out and carrying 

out those roles and that interactlon wlth great care and 

senslt1vlty bedomes aIl the more lmportant glven the more 

crowded fleld of those wlth something (though not everything) 

to contribute. 

~ , 
J. 
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It lS d1ff1cult to assess to what degree th1S 

danger lS already real1zed, and whe~her it could be or could 

have been averted. As weIl, there are varlOUS views as to 

whether lt lS lndeed a danger at aIl or rather a pos1tlve 

and over-due galn that physlclans may now be llm~ted in 

thelr 1ndlvldual decls1on-maklng powers thanks to the new 

awareness, presence and clalms of those from other dlsclpllnes. 

An Amerlcan physlclan with regrets ln th1S regard 

has perhaps exaggerate1, yet persuaslvely drawn attentlon 

to a real danger: 

One mlgh have hoped ... that treatment 
declsia S about the termlnally 111 would 
be lef ta the physiclan, the patient, and 
the edlate family, thelr consciences 
qUlckened by the renalssance of moral 
philosophy. Alas! In many Jurlsdlctions 
'the Oppos1te is true. It is now harder 
to die w1th dlgnity than lt was before 
everybody started talklng about lt. Part 
of the prablem can be traced to lawyers 
and ~istr1ct attorneys, some of whom have 
been appalled to dlscover that for' 
centuries doctors had been making'de2isions 
that lawyers thought had been reserved for 
due process... The bottom llne ... seems 
to be that doctors are now afraid to do 
anythlng that might look to anybady llke 
a lack of unbounded enthus1asm for pro
longlng any glven 11fe. 25 

One doubts that matters have gone as far as that 

physlclan claims. Not many have clalmed that much, and the 

eVldence suggests lt lS an exaggeration. As weIl, recourse 
, 

ta courts has sometimes been for the Oppos1te reason than 
~, 

1 
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that suggested above - not to lmpede physlcians from 

stopplng treatrnent or Ilfe support ln approprlate'cases, 

~ut to secure court authorlzatlon to allow a patlent to 

dle over the objectlons of physlcians. A case in pOlnt was 

that of Karen QUlnlan. Nevertheless, the underlYlng 

fear behlnd that clalm should be taken serlously - that 

" physlclans rlsk havlng thelr legltimate declsion-mak~ng 

scope impeded by other professlonals, especlally law and 

lawyers, and that they are not qualifled or authorlzed to 

make ethlcal Judgments and contrlbute to the formulatlon 

of ethlcal pollcles. 

As eVldence that thlS fear lS not without sorne 

',' 
l' grounds, conslder thlS abservatlon by a lawyer: 

Are human rlghts and medical remedies 
compatlble? In a soclety that values 
bath human rights and medical progress, 
lt should be dlsturbing to C1Vll rlghts 
lawyers that the most eloquent voices 
ralsing thlS questlon come not from the 
bar but from the sClentlflc community 
itself ... C1Vll rlghts lawyers have 
a dut Y to define the lmplicatlons of 
sClentlflc developments for the 
indlvldual and soclety.26 

It lS not at all clear why lawyers (or anyone 

else) ought to be "dlsturbed" that sClentists and physiclans 

rather th an lawyers are sensitlve ta questlons about rlghts. 

Surely such lnstances are more to be encauraged than 

dl scouraged . It should not matter WhlCh discipline rals~s 
." 

), 
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these questions - only that the y are ~ndeed ra~sed and 

resolved. In fa1rness to that wrlter, perhaps he is 

re.grett~ng that lawyers are- nQt as sen,sl tl ve to these 

ethlcal concerns as phys~c~ans and, others (Justlf~ably) 

are, ln WhlCh case one could readlly agree, but the 

impllèatlon appears to be rather that the se matters are 

best left to lawyers. 
, v, 

Glven the goals referred to at the start of thlS 

sectlon, followlng chapters ln this Part One wlll lnclude 

the se topics: t,he Hlppocratlc Corpus and more recen~ medical 

codes of eth~cs, theologlcal bioethlcs, secular bioeth~cs, 

the slm~larltles and dlfferences between tnem, and the 

~n~que nature and contributlon of theologlcal bloethics. 

'. 
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Chapter II: The Hlppocratlc tradltion - medlcal ethics in 
the profes'slonal codes 

1. Its posltlve and enduring elements - respect for patients, 
limlts of medlclne, the vlrtuous physiclan 

The Hippocratlc Corpus is an approprlate place and 

tlme to locate'the start of our summary effort to identify 

and compare the st rands of bioethlcs relevant to treatment 

declSlons and pollcles regarding newborns. Clearly we 

could not expect to flnd ln flfth century Greece detalled 

ethlcal rules and policles to match the m~ral and medical 

complexities of modern neonato1ogy. Nor are physicians 
'. 

likely to be consciously aware of or refer to the Hlppocratic 

Oath and precepts in making treatment declsions in a neonatal 
1 

unit of a modern hospital. It is equally true that there 

are a number of "mlsslng" elements ln that Corpus by present 

standards, as we shall brlefly lndlcate. Nevertheless, 

.'Wobably no professlon has been as attent;ive ta the codes 

of conduct of ltS members and for as long a perlod of time 

as has the medlcal professlon. As weIl, whether _ in the' 

consclous mlnd or not of the modern physici~n, the Hippocratlc 

Corpus has been a major lnfluence on later medlcal codes and 

thereby stlll exerts a degree of very ~~l albelt, resldual 
f 

27 and subtle lnfluence. We can th~refore expect·to find 

already ln that Corpus at least sorne general principles and 

exhortatlons helpful towards the ethlcal crltlclsm of present 

practlces and pollcles regwrdlng newborns. 
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There lS a volumlnous literature on the, subJect 

of the Hlppocratlc Corpus, both regardlng its historical 

28 authorship and ltS relevance today. what follows on 

that Corpus is however hlghly selective and summary given 

bhe discrete lssue belng addressed in thls thesis. No 

effo,rt lS made in what follows to deal wlth historical 
\ 

questlons of authorship or origln, or to present a comprehensive 

plcture of that Corpus. Let us begin by listlng and briefly 

descrlb1ng what ln thlS wrlter's view are the positlve and 

enduring prlnclples, maxims and exhortatlons relevant to 

our issue, and then indlcate ln what respects the 

Hlppocrat1Rethic lS incomplete by present standards and 

needs. 

A cent~al and endurlng feature of the Oath and 

other parts of that Hippocratic Corpus, largely written from 

the fifth to the fourth century B.C., is first of aIl the 

respect inslsted upon for the patient. The most frequently 

recurring theme lS that the phys1clan's dut Y lS to help ,the 

patient and avold doing hlm harm, and to d1rect aIl h1S 

abllltles and ]udgment to that end. The Hippocratlc ethic 

lnsists upon the physlclan's fidellty to the patient. These 

excerpts are examples of that theme and that insistence: 

l will use treatment to·help the sick 
according to my ability and judgment, 
but never with a view to inJury and 
wrong doing ... Into whatsoever houses 
l enter, l will enter to help the sick, 
and l wlii abstain from aIl lntentional 
wrong-doing and harm .... 29 

I ______ ~---------- ,_ .. _._ 
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... Where there is love of man there is 
also love of the art. 30 

As to d1seases, make a habit of two 
things - to help, or at least to do no 
harm. 31 

A second \lated and equally relevant aspec't of 

the Hippocrat1c ethic is its awareness of the lim1ts oL 

medicine. We see this most clearly in the definition 

provided for medicine: 

... l will 'def1ne what l conceive med1cine 
to be. In general terms, it 1S to do 
away w1th the suffer1ngs of the sick, to 
lessen the v10lence of thelr diseases, and 
to refuse to treàt .. t)Çose who are over
mastered by their dlseases, realizing 
that in such cases medlcine is powerless ... 32 

The physiclan is also suppIled with a response to 

those who might say that mediclne refuses to take desperate 

cases but only those WhlCh would cure themselves: 

... if a man demand from an art a power 
over what does not belong to the art or 
from nature a power over what does not 
belong to nature, his ignorance is more 
allied to madness than to lack of 
knowledge. For ln cases where we may 
have the mastery through the means 
afforded by a natural constltution or 
by an art, there we may be craftsmen, 
but nowhere else. 33 

Another indlcation of the importance 

the Hlppocratic ethlc to knowing the limits of 

and praot1clng accord1ngly 15 the maxim already ot'ed above, 

. \ 
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" at least do no harm". Its exact meaning and impl~cat~ons 

---have been and are the subject of much discussion and debate, 

but at th~ very least lt would appe~r to be an admonltion 

to humlllty, to the awareness that respect for the patlent 

Qsometlmes lnvolvlng not avall1ng oneself of all the medlcal 

tools and resources avallable because the pat~ent will be 

harmed not helped. One is inclined to agree wlth this 

interpretatlon and appllcatlon of the prlmum non nocere maxim: 

.. , we may see it, not 50 much as a morality 
of lower Ilmits, but as an admonltlon to 
humllity. When good persons possess great 
powers and wleld them on behalf of others, 
they sometimes fail to recognize the harm 
done as they ply thelr beneflcient tools. 
The medlcal profession has such power and has, 
most often, the lntention of uSlng it weIl. 
They must become sensltlve to ltS shadow 
side. 34 

The appllcatlon of thlS Hlppocratic theme of medlcal 

limits or medical humlllty to our lssue of the selective 

non-treatment of dlsabled newborns, is obvious and lmporta0t. 

Recalling and applying this exhortatlon will not of course 

solve the further and thorny ethical questlon of which 

~ 

~~ prognoses should indlcate non-treatment or how should we 

balance a decis~on for non-treatment with the ~nterests and 

wlshes of other lnterested parties, but it does at least 

provide ~reminder and aut~ority from a~very tradltiona~ and 

highly respected authorlty that non-treatment can sometlmés 

be medically and ethically indicated. 

.,' 
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" It is worth not~ng that at least two influential 

bioeth~c~sts in recent years, one a philosopher, the other 

a theologlan, have in large part based their justifIcation 

for not sustalning sorne serlously dlsabled newborns, on 

the "at 35 least do no harm" prIncIple. We wIll consider 

and evaluate th~ir v~ews at a later po~nt in this thesis. 

A third theme of the H~ppocratic ethic worth 

noting ~s ~ts focus on the phys~cIan as a "v~rtuous" man. 

As has often been observed, the HIppocratlc Corpus contains 

rnuch that l.S more ln the nature of "etiquette" than "ethies", 

the former being convent~onal rules for external behaviour. 

But there is also a great deal there whicn goes beyond 

etiquette and is very emphatically about the moral 

character of the physiclan. Ta a large degree the Corpus 

is an effort to ~dentify the virtues proper to the physician, 

and an exhortation to the physician that he practice them 

in arder to merit the trust of his pat~ents. It is l.n fact 

these calls ta Vl.rtue whl.ch Just~fy call~ng the H~ppocratic 

Code (and subsequent medical codes) codes of ethics. 

Wl.thout this foeus on vlrtue underlying and runnlng through 

the Corpus we would indeed be left largely w~th etiquette. 

The Corpus 1S full of exho~tatlons to m0gesty, 

sobriety, patience, piety, personal honour, benevole~ce, 

delieacy and fearlessness, to mention -sorne of the virtues. 

\.. 
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In the Oath, the physlcian- swore, "1 will keep pure and 

holy both my 11fe and my art". 

stated that: 

" , 
In another section it'is 

The prudent man must also be careful of 
certaln moral conslderations - not only 
to be s11ent, but of-a great regularity of 
life, 'slnce thereby hlS reputation will be 
greatly enhanced; he must be a gentleman 
in character, and belng this he must be 
grave and ki~d to aIl. 

Of partlcular lnterest in this regard is that in 

recent and extant medlcal codes, for example those of the 

Canadian Medlcal ASSQClatlon and the American Medical 

Assoclation, exhortations to vlrtue have more or less 

dlsappeared leaving only sorne perfunctory remnants. That 

disappearance suggests two thlngs, one belng that there now 

exists a tI ••• fundamental uncertainty about the character 

deSlred ln the person who would practlce medlcine" ,36 

and that the exerClse of reflecting upon the vlrtues specific 

to physlclans evidenced ln the Hlppocratic Corpus and 

subsequent medical codes has now been abandoned. That may 

have been lnevitable given the plurallsm ln today's medical 

professlon, and many physiclans today undoubtedly would find 

such exhortations and reflections meaningless, superfluous 

and intrustlve. But lt lS at least arguable that the 

absence of such reflection and reference in today's medical 

codes contributes to or at least reflects the depers~nallzlng 

" 
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of care, the replacement ~f physician patient trust with 

technical Skllls, so often complained of in our times. 
\ 

If there is any truth to such surmlsing, then there 

is no better time to recall and re-kindle that focus on the 

virtues ot\PhYS1Cians to be found in at least rudimentary 

\ 
form '~ the ~~ppocratic ethic. Glven the complex ethical 

~hallenges in'pre~ent-day medical issues such as treatment 

declslons for disabled newborns, the need for the vlrtuous 

physlclan who makes trust and dut Y major priorities could 

hardly be more obviou'~. \ ... 

A last theme ~ortBx o~ote' in the Hlppocratic 

ethic involves the posltlon t~en on a number of substantIve 

issues, for example the prohibltlons of euthanasia 

and abortlon. Of particular interest is not (just) those 

prohlbitions ln themselYes, but the fact that ln doing so 

a radical stance was being adopted ln that contemporary 

'~clety, a Soclety WhlCh generally tolerated lnfanticide, 

abortion and the giving of poison. The Corpus was thereby 

also judglng contemporary mores and the pagan ethos of its 

time and place, and proposlng a code of virtue and conduct 

based on a humanistlc ethos. 37 
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ThlS fpcus as weIl 1s potentially relevant to the 
,', 

stance and role of medlclne ln our tlmes ln that there 1s 

precedent to be found there for medlcine and/or 1ndlvidual 
o 

phYSlclans standlng agalnst prevalllng views and practices 

which vlolate human dlgnlty and respect for patlents. 

That may weIl encompass the dlsabled newborn issue insofar 

as in many quarters the argument lS made that they should be 

allowed to dle or killed because they do not qualify as 

human beings. 

2. The mlsslng elements - Q theory of values, patient 
autonomy, dlsclosure, equal access, social and 
institutlonal ethlcs 

Not surprlslngly, the Hippocratlc Corpus is silent 

regarding a number of ethical princlples and pr10rities 

generally acknowledged ln more recent times to be central 

to medical decislon-maklng. That lS of course hardly 

surprislng giveh the cultural and social ethos of fifth 

and fourth century Greece. More surprlslng and regrettable 

is the relatively little attention glven to these ethlcal 

prioritles ln modern medical codes of ethics, despite the 

frequent revision and updating of those codes. 

For example, we do not flnd in the Hlppocratlc 

Corpus any reference to the underlying values or the ory of 

values behind ltS exhortations and rules. The possibiLity 
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of confl1cts ln values, or pr1nc1ples or 1nterests is not 

addressed or even h1nted at. Stat1ng ethical obligations 

as absolutes w1th few or no Justiflcat10ns provided 15 

understandable glven the more homogeneous soclety and the 

relatlvely few medlcal treatment optlons avallable to 

pre-technological med1cine. But ln our more plural1st 

\ 
soclety w1th its compet1ng values ~nd 1nterests and 1tS 

vast array of treatment technologies and options, the 

H1ppocrat1c eth1c clearly must be evolved, both ln the 

.. 

direct10n of making expl1cit the theory of values underlying 

the eth1cs it advocates, and by acknowledging that the 

ethics of the profession or the phys1cian alone can no 

, longer. decide aIl the issues. 

Which brlngs us to a second and related feature 

worth Corpus - it contains a large dose 

It slmply assumes that the 

physician's v of medlc1ne) w1ll decide the 
, 

lssue and that th1S declsion w1ll be acceptable to the 
~ 

patient. The p~ys1c1an's judgment (alone) will determine 

what is of benef1t to the patient. The llkellest example 

of that positlon is to be found ln the Oath: "1 will use 

treat~ent to help the sick according to my ability and 

Judgment ... ". (Emphasis added.) The possib111ty that the 

patlent ln question (or the patient's family) might not 

\ 
\ 

l 



( 

. -. . 

1 
i -50-

agree, and that the patlent's (~r faml1y's) values and wlshes 
\, 

might take precedence and lead to a dlfferent course of 
\ ,-

aC~10n (or lnactlon) does not seem to arlse ln the Corpus. 

It is qUlte emphatlc in lts inSlstence that the physlclan 
-----

owes respect and care to the patlent, but that respect 

does not yet extend ta acknowledglng patlent autonomy and 

s~~f-determlnatlo~ It lS not unreasonable to suggest 

the stl11 somewhat reluctant acknowledgement by many 
( 

physiclans that patlents (or families) have a rlght to 

that 

refuse medically 'pr~s~d treatment, ~an at least in part 

be traced back to that earllest and still revered version 

38 of the Hlppocratic ethlc. 

A thlrd ethlcal principle not ta be found in the 

Hippocratlc Corpus 15 that of truth telllng or discl05ure. 

In fact, it lS not slmply silent on that pOlnt, it explicitly 

exhorts the physician not to dlsclose lnformation to the 

patlent. It states, that the physlclan should, "Perform 

aIl this calmly and adroltly, conceallng most thlngs from 

the patlent while you are attending to him ... revealing 

noth:ing of the patient' s future or present condl tl0n". 39 

In this injunction we flnd further conflrmatlon of the pOlnt 

Just made - that it will be the physlclan alone who determlnes 

patlent benefit wlth no need to attend to patient autonomy 

or self-determlnatlon. That being 50, it follows logically 

1 
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that truth telllng and disclosure are not called for and 

deceptlon lS legltlmate. Conceallng the truth lS th en made 

lnto a posltlve virtue and what we have come tri know as 

"therapeutlc prlvllege" was the rule not the exceptl0n .as 

today. 

results. 

What matters i5 not patlent self-determlnatl0n but 

For many patlents through thlS cause 
[l.e. truthful dlsclosure] have taken 
a turn for the worse, l mean by the 
declaratlon l have mentioned of.what 
is present, or by a forecast of what 
is to come. 40 

'1\ U. 

As for the present day medlcal codes of ethics, 

they no longer urge the physician to conceal the truth, but 
~ -

they generally contain no dlrect and unamblguous exhortatlon 

to disclose ~ruthful lnformatlon essentlal for patlent (or 

parental) declsion-making. As an example, the CMA Code of 

EthlCS says only of the physiclan (on the subject of 

dlagnostlc procedures): "He wlll recognlze his responsl blli ty 

41 in advlslng the patlent of his flndlngs and recommendatlons". 

Equallty ln the treatment of patlents is yet' a 

fourth ethical element glven somewhat muted conslderation 

ln the Hlppocratic Corpus. It is not however quite accurate 

to clalm as does Sissela Bok for instance, that," the 

absence of any thought that the physiclan should- care equally 

for aIl lS very strlking in .the Hippocratlc Oath ... Il ~ 42 True 
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equality lS not referred to ln the Oath ltself, but ln thë 

wlder context of the Hlppocratic Corpus lntroduced by the 

Oath, equallty 1~ treatment lS indeed called for, if only 

somewhat lndlrectly. There lS especially the fOflowlng: 

Sometlmes glve you~ services for nothing, 
call1ng to mlnd a previous benefactlon 
or present satisfactlon. And lf there be 
an opportunlty of servlng one who lS a 
stranger ln flnanclal stralts, glve full 
assistance to aIl such. For where there 
lS love of man, there lS also love of 
the art. 43 

The closest that the C.M.A. Code of Ethics comes 

to an afflrmatlon of equallty lntreatment is the followlng 

(placed under the headlng, "ChOlce of Patient"): 

[An ethical physician] wlll recognize that 
he has a responslblllty to render medical 
serVlce to any person, regardless of 
colour, religion or polltical Qelief; 
shall, exc~pt ln an emergency, have the 
rlght to refuse to accept a patlent; 
wlll render aIl asslstance in his power 
to any patlent where an urgent need for 
medlcal care exists. 44 
" 

By comparlson wlth the quote from the Hlppocratlc Corpus 
• 

regarding equallty, that C.M.A. Code exhortatl0n lS 

conslderably less emphatic and eloquent. As weIl, it 15 

somewhat ambiguous on several counts. For example, may 

an ethlcal physlcian refuse to treat a person u,nable to pay 

(directly or Vla an insurance plan) if not judged to be in 

"urgent nee,d"? And who is to Judge whether the need is 

urgent, th~;physlcian or the patient?45 
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The eth1cal pr1nclples of the H1ppociat1c Corpus 

are essentlally 1ndividualistlc - they decree conduct 

between a slngle physlc1an and his pat1ent, and betwéen 

1nd1Vldual phys1c1ans. A flfth element therefore missing 

lS the d1menslon of social eth1CS. The dlff1C~lt but 
., 

inescapable task confront1ng med1cine today of havlng to 

balance the physician's respons1blllty to lnd1vidual 

patients wlth other responslbllit1es to soc let y generally 

(wlthout compromls1ng the former) was slmply not one 

percelved by medlclne or soclety a~ that time. But ln 

our tlmes and w1th regard to lssues such as the treatment 

of newborns and many others there are 1mportant questions 

of soc1al ethics to be grappled with. The dlstribution of 

both the actual costs of treatme~t, and the post-treatment 

burdens of supportlng the disabled, to a11 members of 

society and no longer Just the patient (e.g. the newborn) 

and hlS family, are forcing med1clne and society generally 

to fôrmulate balanced, fa1r and soc1ally responsible 

treatment pol1cles. There lS as weIl the thorny ethical 

problem of the fair allocation of ultimately llmit~d 
4' 

med1cal resoutcesl poth in glven institutions and soclety 

~ generally. What health needs should be glven priority, 

basic, less expensive heal th care for th~ ~any, or spec1al~. 
" 

expenSlve surgery and treatment for a few (e.g. seriously 

defecti ve newborns')? Should the priori ty be on prev.entl ve 

• 

. ... 
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medlClne (such as more effort to ameliorate the ~nvironrnental 

causes of fetal and newborn defects), rather than on 

curat1ve mediclne and rehabllitat1ve rned1c1ne (such as 

surgery and support serV1ces for seriously disabled 
\;/ ..... J 

newborns)?~ These and other issues withln the purVlew of 

socIal b10eth1cs are not of course only for physic1ans and 

medlcine to resolve. But given the unIque poslt1on and 

experlence of phYS1C1anS they have an equally'un1que and 

indispensable contr1bution to rnake towards them. 

As for the Hlppocratlc eth1c of our times, at 

least in the form of rnedlcal codes, they continue to give 

"
relatlvely 11ttle attent10n to th1S social d1mens10n, and 

u5ually in terms tao general to prov1de any effective ethical 

d1rect10n given the cornplex1tles of those 1ssues. An example 

15 the C.M.A. Code of Eth1CS. Under the heading of, 

"Responsibil1ties ta SQclety" , an ethJ.cal physician is 

urged to: 

strive ta lmprove the standards of medical 
serVlces ln the cornmunity. He will accept 
hlS share of the professlon's~r~sponslbllity 
to soc1ety ln matters relat1ng ta public 
health, health educat10n, and legisl~t1on 
affecting the health or well-being of the 
communi ty .... 46 

These exhortatlons are undoubtedly prais~worthy, 

but what rema1ns 1S' to spell out with sorne specifici~y exactly 

what 1$ the "profess~on's responslb1l"ity" in the matters 

indicàted. 

), . 

l 

• 

;? 
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1 

A last element equally missing from,the Hippocratic 

Corpus and the Hlppocratic ethic generally is attention to 

the reallties and complexities of the institutional context 

in WhlCh medicine lS for the most part Jracticed today. 

Again, that 15 hardIy surprising as regards the Hippocratic 

Corpus itself given the time and times of its formulation. 

But today, given that health care tends to be provided ln 

instltutlons, and by teams rather than in the home and by 

an indlvidual physician alon~, there are many new and urgent 

ethical rroblems to be fa~~ Because 

decision-making are nOW.~dlffused, 

Any ethical analysis which ignores the 

treatment and 

50 is respon5ibillty. 

lnstitutl0n and 

team dimension today is clearly inadequate. Among the 

ethical questions to be resolved are these: how should 

treatment, disclosure and decision-making responsibility be 

assigned and distributed ln this context, what are the 

responsibilitles and rights of the lnstitution itself, how . - . /. 
should the health c~re ijstitution and the health care 

teams provide for the disclosure of information to interested 

and vital parties such as parents, and for their role in 

decisions and choices, how should the benefits and needs of 

patients and families be best responded to given that 

institutional context and its largely impersonal, technqloglcal 

nature? 

'. 
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Clearly these issues cannot and should flot be 

resolved ,by physiclans alone. The hospltal administratlon, 

other professionals such as nurses, and ln sorne manner 

and degree the publlC ltself have their rlghtful ~nd 

helpful contrlbutions as weIl. But to sorne extent at Ieast, 

-~\ gl ven the Il front Ilne" role of physicians, and the desire 

of the medical profession to be in large part self-regulàting, 

it would seem to be the responsibillty of medlcine 

to at least debate and propo~e codes of lnstl~ution?l 

ethlcs, of team ethics. 

Ta thlS point medical codes of ethlcs are not 

helpf~l on these issues. For example, the closest that 
\ '. 

" J - 1 
the C.M.A. Code of EthlCS cornes to them are these admonitionst' 

ta ~he ethlCâi")Physiclan - to seek additlonal opinlons when 

lndlcated, and to Il'support the opportunl ty of his confrères 
J 

to obt~ln hospi tal pri vlleges ln his communi ty ... ". There 

can hardI y be considered in any sense even an acknowledgement 

of the lnstltutlonal context much Iess even a general 

statement towards sortlng out rlghts and responslbl~itles 

WhlCh arise ln that mllieu. The picture assumed ln the 

codes continues ta be the largely non-existent one of an 

indlvidual physlciah advlsing ~nd treating his patient. The 

indl vldua'l istic language alpne of the cod~ ~ould seem to 

support that concluslon - lt is replete wlth expressions 

such as, "he has a. respanslbill ty", "procedures he believes 

necessary" , "he wlll as~ure himself". 
,~ 

1 
L 
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By way of Ilnking thlS section to the next 
, 

(theologlcal bioethics). brlef mention should be made of 

an eafly Chrlstlan verSlon of the Hlppocratic Oath. It 

15 entl tIed, "From the Oath Accordlng to Hlppocrates 

ln 50 far as a Chrlstlan May Swear It", and probably dates 

47 from about the tenth or eleventh century. It remains 

very falthful to the contents and core of the orlginaT 

Hlppocratlc Oath, for lnstance in l ts promise ta, "use 

treatment to help the slck accordlng to my abl11ty and 

judgment", i ts prohibÙ:ion of euthanasia and abortion 1 and 

the lnslstence upon the physlclan leading a vlrtuous 11fe. 

There are some dlfferences as weIl, though they co'uld 

hardly be consldered substantlal. Whereas the pagan version 

began wlth an invocatlon to various pagan deitles, the 

Christlan verSlon displaces them and begins by pralsing 

God the Father and Jesus Christ. As weIl, the pledge of 

secrecy has disappeared, replaced by the slmple promlse to 

teach the art of mediclne, "to those who require to learn 

it". 

Whether or not the orlginal document coritalned 

more th an Just an Oath, we can probably assume glven the 

tlmes that lt paid no more attentlon to the "mlss1ng elements" 

identlfled earlier than did the Hippocratlc Corpus itself. 

"' \ 
\ 
~ 
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Was thlS èhrlstlan and medieva1 version of the Oath greatly 

inf1uential in ltS times, does lt suggest a strong lnterest 

on the part of medleval theologians ln matters to do with 

the ethics of medlclne? The eVldence would seem to best 

48 support a negatlve answer to bath questlons. Contlnuing 

awareness and use of the Hlppocratic ethlc appears to have 

been by means of dlrect contact by at 1east sorne physicians 

wlth the original Hlppocratlc texts themselves, rather than 

by theo1oglca1 efforts to re-kind1e and Christianize the 
~ 

thrust and exhortations of ,the Hlppocratlc ethlc. In fact 

most of the documents we do know of from the medleval period 

touchlng upon medica~ practice were excluslvely concerned 
. 49 

wlth the regu1atlon of mediclne and medlcal etlquette. 

There lS no h1nt ln them of Chrlstian sources or motivation. 

Our modern medlcal Ang1o-American-Canadian codes of ethics 

can be traced, not to Christian antecedents, but dlrectly to 

the wrltings of Samuel Bard (1742-1821) and Thomas Perciva1 

(1740-1804) ln Eng1and, and dlrect1y to the orlginal 

Hippocratic Corpus of fourth century Greece. 

It remalns to the 1ater chapters to determine, 

evaluate and app1y the various posltions within the perspectlve 

of theologlcal bioethlcs regardlng the discrete questlon of 

serlous1y disabled,newborns. For the moment our interest lS 
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in determinlng ln a brlef and summary manner the ppinclples 
/,J' 

and values of consern to theological bloethlcs generally, at 
-

least those likely to be relevant to the mor~ speciflc inquiry 

to come. Only thereby can we determine wlth any comprehensIon 

what theological bioethics lS, how It compares and dlffers 
\ 

from secular bloethics and what prlnclples and values underlle, 

or should, ItS crltlclsm of and contrlbutlon to policies 

focused on those newborn chIldren. One of our concerns ln 

those next chapters will be to determIne whether the pollcles 

consclously shaped by or Influenced by the Judeo-Christla~ 

pe~?pectlve (e.g. those deslgned for religlous hospitals) 

are true to that traditlon and ItS more recent evolutlon. 

To rafer to theological or rellgious bioethics as 

"It" can be of course somewhat mlsleading If left at that. 

Under that umbrella, at least the Judeo-Chrlstian one of 

interest to us ln thlS thesis, are bioethicists who wrlte 

and work ln the contexts of three dlfferent traditions wlth 

sorne marked dlfferences ln emphasls and content - Jewish, 

Protestant and Roman Cathollc. Whlle our direct focus is 

prlmarlly on those who speak from'the last two perspectives, 

those labels themselves cannot without further qualIfication 

accurately capture the varlet y of posi tlons which exis.t 

withln each of those traditions. For example, Protestant 

bioethlcs includes wlthln ItS ranks those as different ln 



-60-

assumptlons and conclusions as Paul Ramsey and Joseph 

Fletcher, the former identlfied wl~h normat1ve ethics~ and 

the latter wlth s~tuation ethics. Roughly the same 1S 

also true for Roman Catholicism. Under that headlng we 

flnd for example a tradItIonalist such as Bernard Haring 

along wIth one at the OppOSIte end of the spectrum on a 

number of 1ssues, Dan1el MaguIre. To complicate the job 

of class1f1catlon and tOp1C headings stIll further, a 

number of oloeth1c1sts who are 1n fact theolog1ans rather 

than phllosophers, do not explic1tly ground their bioethlcs 

on theolog1cal or b1blical sources but adopt the somewhat 

more detached form of argumentation and reason1ng of 

philosoph1cal or secular bloeth1CS. 

Despite aIl the ab ove qualIfIcatIons, trye examinat10n 

.of theologlcal b10eth1cs in the next chapter w1l1 cons1der 

the subJect under the headIngs of Jew1sh, Roman Cathollc 

and Protestant bloethics. The JustifIcatlon for dOIng so 

desp1te those qualif1catlons is that there are after aIl 

sorne domlnapt bioethlcal themes specific to each trad1tion. 

W1th1n space llm1tatlons, the V1ews of Indivldual 

bioeth1clsts who do not ldentlfy re~dily wlth one or another 

of those themes ln their re11g10us tradItIon wlll be 

iQdlcated as weIl. 

, , , 
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Chapter III: Theo1ogica1 bioethics \ 

1. Bioethics in Judaism 

B10ethics in Juda1sm is essentia1ly rabbinic in 

nature and interpretatlon, and lts major sources are therefore 

the Bible, the Talmud and the Responsa. Not surprislngly 

therefore, most of the contemporary Jewlsh scho1ars who 

wrlte in medica1 ethics ~r; themse1ves rabb1s. 50 Of aIl 

three branches of theologica1 bloeth1cs of interest to us, 

the Jew1sh branch lS the most explicltly and thoroughly 

rellglous in ltS sources and methodô1ogy, and the most 

uniform in assumptlons and conclusions. As weIl, knowledge 

of and respect for the medical-eth1cs of their traditlon 

lS nowhere as high as ln the ranks of Jewish physic1ans, 

many of whom were and are themse1ves rabbinlca1 scholars 

Il h · 51 as we as p ySlc1ans. 

Among the central themes of Jewish bloethics 

of partlcular lnterest to us are the related ones of the 

. 52 
sanctlty o~ Ilfe and the dut Y to preserve llfe and health. 

Behind the dut y to preserve Ilfe, 1ndeed underlying the 

whole enterprlse of medicine, is the Jewish emphasis on 

, 
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the value and sanctlty of life. Each human life is a 

gift from God and therefore a single llfe has the same value 

as many 11ves. A favourlte text maklng that point is thlS 

TalmudlC passage referrlng to the creatlon of Adam: 

Therefore only a slngle human being was 
created in the world, to teach that lf any 
person has caused a single soul of Israel 
to perlsh, Scripture regards him as if he 
had caused an entlre world to perish; and 
lf any human being saves ~ single soul of 
Israel, Scripture regard$ÎjJl1m as lf he had 
saved an entlre world. 53 

As Bleich and others remind us,' Jewlsh law and 

moral teachlng make of the dut Y to preserve life one which 

lS an unequlvocal and absolute obligatlon. Human life is' 

an absolute good in ltself, not simply as a condltion of 

other values. Even Ilfe with great sufferlng lS preferablè 

to the cessation of that Ilfe. 

(}. ~. 
Since man 15 only the steward of llfe received 

from God, over which he possesses no absolute tltle he 

must preserve and dlgnlfy it under aIl clrcumstances, his 

own life and that of others. Even Just the remote possibillty 

of savlng a Ilfe means lt must be done, even if lt means 

suspending most religious precepts to do it; the quallty of 

life resulting is not to be consldered, nor is the length 

of that person's life expectancy. A bibllcal basis of 

this obligation o~savlng the Ilfe of an endangered person 

is Lev. 19:16, "Neither shalt thou stand ldly by the blood 

of thy. nelghbour" .54 



\ 
-63-

l,' 

ThlS insistence ln Jewlsh teachlng that the quallty 

of life cornes from ltS cr€ation by God not lts health or 

abillties, is weIl lllustrated by this aifir~atlon by 

Tendler: 

... human life lS of infInlte valu~. This 
in turn means that a piece of Infinity is 
also Infinity and a person who has but a 
few moments to live lS of no less value than 
a person who has 50 years to llve ... a 
handlcapped person is a perfect spec1men 
when v1ewed in an ethical context. The 
value lS an absolute value. It is not 
relatIve to llfe expectancy, to state of 
health, or to usefulness to soclety.55 

Though slckness is v1ewed as part of the d1vine 

scheme and will (either as punlshment, expiation for sin 

or sorne other purpose "~~own to GOd), rabbinic teachlng, 

baslng Itself on biblical authority, permlts human intervention 

ln the form of medlcal treatment. 55 As for life-saving 

intervent1ons, additional biblical and Talmudic authoritles 

serve as the basls for a physician" s obllgatlon ta render 

medlcal assistance. 57 

To further lllustrate Jewlsh,"conunltment ta the 

sanctity of life a~d ,the preservation of life, not only is 

active euthanasia strictly forbldden, but treatment 

may be wIthdrawn only when death is Imminent and 

dylng lS ln Its final phase. Nothlng at aIl may be done 

to hasten death even to a persan for whom death is imminent. 

,11.> ' ... 
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To lllustra~e thtt injunctlon. Rosner provides the followlng 

quote from the Code of Maimonldes: 

One who lS in a dying condltion lS 
regarded as a Ilving person ln aIl 
respects ... He lS not to be rubbed 
or washed, nor lS sand or salt to be 
put upon hlm until he expires. He 
who touches him is guilty of shedding 
blood. 'To what may he be compared? 
To a fllckering flame, WhlCh is 
extlnguished as soon as one touches 
it. Whoever closes the eyes of the 
dying whlle the soul is about to 
depart is sheddlng blood. One should 
walt a while; perhap5 he 15 only in 
a swoon. 58 

The dut y to preserve llfe has its serious 

lmplications for the patlent as weIl, in that patlent 

refusaI of llfe-saving treatment is not in rabbinic law a 

]ustiflcatlon for not beglnning lt or cea5ing it. The 

obligatlon to preserve life applles to the patlent as much 

as to physiclans, and lf preservatlon of that lire lS 

remotely posslble sorne Jewish sources rnalntaln that it 
, . 

59 could be forced on that patient over his protests. 

The imperatlve lmposed on parties other than the 

slck person by the Jewlsh commitrnent to the sanctlty and 

preservatlon of life 15 illustrated by the uneasiness ln 

sorne sources-about even praying for the death of those ln 

great sufferlng with lncurable diseases. The Talmud appears 

1 
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to consider lt praiseworthy to pray for the death of such a 

person, but a responsum limlts that activlty by teachlng 
'

that only totally dislnterested partles may make such -----
prayers, excluding therefore spouses, famlly, chlldren and 

those caring for the patlent. The reasons glven are flrst 

of aIl that because these parties are emotionally involved, 

such prayers may encourage dOlng overt acts to shorten that 

life, and because these parties are 50 involved they would 

not be able to make detached objectlve decislons focuslng 

only on patient benefit. 60 

There is of course much more which could be sald 

'about the se and other themes in Jewlsh bioethics, and , . 
about how they apply to seriously dlsabled newborns. But 

further qualifications and the appllcation of these 

princlples and general observatlons to the newborn c6ntext 

wl1l have to be postpohed until Chapters VI and VII. 

2. Roman Catholic bloethlcs 

.-
Roman Cathol ic bioethlcs" l:lke Catholic moral' 

theology of WhlCh it lS a descendant and branch, draws its 

pr1nciples, methodology and positlons largely from the dual 

sources of a hlghly systematized theology and hierarchica1 

authorlty. Especla11y by the 1950's Roman Catho1ic medica1 
c 

1 
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ethlcs was a weIl established discipllne ln Europe and North 

America, as eVldenced by the large number,of writers and 

61 influentlal medlcal ethlcs texts, as well as a number of 

reVlews exclusively concerned with medlèal ethics. 

But that hlghly productlve period was of course 

preceded by a long history and many stages, each of WhlCh 

62 has left certaln marks' on Cathollc bloethlcs. Whl1e 

there lS no need to trace that historica1 background in 

any detall here, severa1 of those stages and lnfluences are 

relevant and worth a brief mention by way of better 

explalnlng the state and thrust of CathollC bloethlCS. 

One of those stages was, the,flowerlng of scholastlc 

theology ln the writlngs of Thomas Aqulnas (e.1274), who 

proposed a natural law theory hlghly lnfluential ln Roman 

Cathollc morality generally and medlcal ethics in particular. 

A number of summae or treatlses in the flfteenth century 

focused on penltential pract~ces and the duties of various 

states of Ilfe lnc1udlng that of physlcians, constitutes 
1 

another lmportant sta9\ and lnfluence. One of the most 

lnfluentlal of these was the summae by St. Antoninus (d.1459) 

the Archblshop of Florence, containing a large section on 

the dutles of physiclans such as diligence, care, competence, 

dut Y to teli the dying patient t~e truth about his condition 

and so forth: 63 A characterlstic of these summae on the 

-----
~-
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oblIgations for pr~~t~cal living was that of casulstry, 

somethIng which largely characterized alrnost aIl Cathollc 

maraIs and medical ethics untIl relatively recen,tly. In 
, 

1610 Thomas Sanchez (d.~6l0) pubilshed an extremely 

Influentlal treatlse WhlCh included a large number of , ' 

medlco-moral issues dlrectly and indlrectly related to 

marrlage. This and other such treatlses suggest another 

characteristlc of Roman Cathollc medical ethics - a strong, 
'l 

focus on, sorne would say preoCcupatIon WIth, sexual rnorallty~ 

Gradually there came I~to eXIstence works referred 

to as "kastoral medIcine 1\, handbooks on variouQs medical 

issues dealing with the moral problems faced by physiclans, 

theologlans, and priests in,order to provide the theologlans 
, 

and prIests wlth knowledge about medlcine, and physi~ians 

with kndwledge of moral principle~.64 The nineteenth. century 

was the full flowering of thlS new disciplIne of pastoral 

d · 65 " Th " b bl l me lClne. e reasons were pro a y severa . One was no 

-
doubt the existence and needs of Church-run Catholic 

hospitals, and the perceived need to systematize and more 

or less codify the o~thodox position~on the se Issues. 

Another was the fact that the fast growlng blologlcal and 

rnedical sciences were presenting theologians and confessars .... 

wlth many ne~ moral Issues to be resolved. 

\ 

" , 

• ,r 

------------
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Before identifying the characteristics~and major 

• 
principles of Roman Catholic bioethics relevant to' this 

. thesis, if is wO,rth notlng that since, the period of"the 

\ , 

''-' '19501 s 17eferr,ed to "'in 'the ?pening, pa'ragraph of this secti'on ,', 
, 1 

, ','the, somewhat mO!!.,.0'~rtn'ic an~ unchë;mging face of Roman Catholic 
) 

hioe.th~cs has been evolving signlficantly. Sorne of'those 
} , 

changes wl1f be described' towards the end of this sectl0n. 

.. , 

\ , 

" '1 

\ 
.-- \" \ For the moment swfflce'it to note that whereas the official 

',' , ,J, , ' 
, ,f _ • '\ 

,.lI'" J 
, ' 1 

," 1 

\ " 

1 

t ' .' 

, 
'posi tidn of the t~achi'ng office of the Church has not revised 

" its. positions 6n any of the major moral 'issues ln medicine, -t 
'a number' aI ROman Catholic moralists have taken 'more or, less', . , ' 

new and in~ependen~ stance~,on sevèral i.sues. 

\ 
• J The Roman Cathol1C moralists and bl0ethicists 

l \ .. 

\ 

, / , - 1 

"w~o' have been the most represeI1ta:t,ive and influential in 
M ,~ 

,r~cent years, and to whom we wi 1 i; be f~equently T~fe.rril)g 
1 , 

in' thl$ al1d' subsequent chapters ,.are e'spec'1al)y' the f0l1owing: 

" 

Chat'les., Curr~n" John Dede~, ,Bè:rnard Har,ing, 'Daniel ~agui:re, 
, Il 1 

Willianl' May, Richard 'MèCortnic~ 'a~d ,'John Paris. Othe~s' 
, ' f • l " ( ~ , \ ' 

wbose ihfluence and major contributions were in a somewhat 

earlier period will also be referred to from time to time. 
40 ,1 

, 

/ l ' Among ... hem are: Thomas O'Oonnell, Ge~ald Kelly and Edwin 
\' , 

~ ,J' f, : 'Heàly. , " 

, } 
\ \. ~ f ~ 

•• , _ - " J" 

, 1 

" l , , 

\ 1 

, , 

two characteristics - the place of natural law. 
the' role of offlcial teaehing 

Thére are two more or less unique characteristics of -(' .', 
- • 1 

.. ' .... 1 • 

" \ - ~ 'tradi t:l<,nal ,Roman Cathollc bioethics which meri t men,tion and 
o 1 l,' 
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, 
:descriptiori at this point. They involve both methodology 

and content. The first'is the centrality of natural law. 

To thé question as to where ethical knowledge is to be ' 

discovered, the, Roman Cathol~c moralist and bio~thicist 

" , ~ôUld answer, in the scriptllres, in fai th 1 in reason .:Ind ,> 

. 
, 

, 

1... 

, 

" 
in' the natural law. Cur~an writes of natural l~w: .. 

~ 

The human b'eing is an i'mage of God precisely 
insofar as endowed with reason, free will 
ànd 'the power of'self-determination. ~hrough 
rèason the rational crèàture directs one's 
own activity toward one's proper end and 
thu5 is not passively d1rected by God to 
the end. Rigbt reason i5 able to recognize 
the threefold natural inélinations within ' 
hu~an nature -,~he inclinations' one share 
with, a,ll living things,I the inclinations we 
share with animaIs, and the inclinations we 
have as rational bcings. Thus the natural 
reason is understo~ as human reason ' 
directing ~e individual to one's bwn end 
in accord ~h cne's nature. 66 

c:é'entrai to jhis theology of natural law is ,that 

'. human r.eason can arrive intui ti vely at first princip~es of, 

the natur~l law which a~e·sufficiently generaI to b~_ 

uni,versally val id , such as, "Good is to be done and. 

promoted, and. evi 1 is to be avoided". 67 From such 

: '\ princ;Ples are then deduced the secondary principl,es~!' 

, : ,:-~\....:.~ ..... suéh as killing, is wrong. The tradit;i.onal viE~w :l.s' ,that . -' " , ..... 
, ....... , ~, , '" \ \ 

~hes~ ~~c9~~ar~' ,princiP.leS ca'nnot be Change~ s~b~.~anti.~lIY 

'Wi~Jut vi~lating the natural law, though they,can ~lways 

'~ . - (," ,'.' 
• ~ ~ J , 
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be more clear~y stated and understood. from secondary 

principles are then d'educed whÇit are sametimes called 

pattisular applications, for example prohibitions agains~ 

direct abort1on, active euthanasia, contrac~ption and~so 

forth. Sorne orgue that none of these particular 

68 
applicat10ns can ever be substantially char;ged, .. :J though 

they would be lncreasingly in the minority; 
'. \ • 

Another'more recent expression of the Roman Catholic 

natural law theory relating natural law to other sources of 

ett{ical w\sdom inv.ol~es sorne distinctions ,sugg~sted' by 

69 McCormlck. He distl.ngul~hes .several levels and senses 
... 
of ,Chrlstia,n morali ty or ethics. There is fl.rs,t of aIt 

essential eth1cS', d~mands seen 'as of valid ap,f>licatioJCl"·to, 
, 

aIl persons simply as hum an pers6ns. 'Then there is , 

. exlstentlal ethics, moral claims which apply to, an , 

ind~~idual as ari indi~~dual, that is, in view of that 

person's unl.que cap~eities, circurnstances, etc. Then there 

ls a level of ethics which could,be called, essentlal 

Christian ethics, including ~hose deman~s ~hich apply to 

(;l11 Christ~ans as Chr1st·ians. Finally there i9 existential 

" " Christian ,ethics, moral imparatives applying to an 

~ndividual Christian in view of his responsibilities, 

$tatè ,i~ life, etc. (e.g. as a Christian physlcian, layrnan , 
v 

01'- pries:t~. - Though he does not use the expression .If~atu'ral 

, \ 

, , \ \ 

- " . ' , , , " ., 
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law" J he is 'referring to i t in other terms when he wri tes 

èf ~he first sense (essential ethics): 

At this'l~vel i~ Has been a Catholic 
Christfah conviction at le~st since the 
time of IJ'homas Aquina~ that reveI'ation 
and the faith experlençe b~iginate no 
concrete moral demands that ,àre irt 
princip1e unavai1able to human ,insight 
and reasonlng. This o~eans that there 
1S a materlal identity between Christian 
moral demands and thpse petceivable by 
reason. Whatever 1S d1s'tinct about 
Christian moral1ty is found essentially 
in the style of life, the'manner of 
accomplishing the moral tasks common ' 
to aIl men, not in the task~ themselves. 70 

~ 

We will have occasion'to return below to these 

and'other distinctions and points made"oy McCormick in 

.- :that analysis as they are of considerable relevance to the 

-·issue of just what it is that Judeo-Christian bioethics can 
.. ; 

best .contribute to pollcies in plural.i15t settings, 
. '~ .. ' t"":' 

The secor.ld unique characteris't·ï.c about Roman 

morality and bioethiCs to be observed h~r~ is the influence 
>".r., '. .'PI 

~... l.'. 

and place of the Church's off2cial teaoh~~9ooffice in 
.. ~ '"') 

.... : ' "J 

these matters, Despite the teaching·that1the natural l~w& ..,. . . , 
èan be known by aIl man, the existence and autherity of this 

teaching office is defendedDn the ground~ that due te 
< 

human weakness and slnfulness" humans need the aid of 

divine revelation and that teaching office to know the 
" 

-natural law. The issue here involves the teaching function 

.,.' . 
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in biIO'et:hical' matters of the Pope', biEihops and general 

counclls. As Curran observes, tilt is generally acknowledged 
i 

/ 

that leachin~ in the area of medipal ethlcs does not fall 

under the category of 1nfallible teaching, which is ln 

reali ty very lim1 ted" JI 

The 'question then is, of' the non-infallible 

9radations 'of t~e Chur~h's teaching off1C~~:how are they 
t , , ~ - ~ 

thought tOI apply to these bloethf'cal issues? The principal 

among these teachlng forms ~nd gradations are; papal 
. , 

~n~ycllcals, papal addresses, and rulings by var10US popes who 
';1 

have made a number of ,pron9uncements on issues of medical 
- , 

ethics. One of these popes was Pius XII, undoubtedly the 

Pope 'with the gre?test inter~~t in ,the~e\matters. His 
- , 

various addresses greatly influenced the dlrect10ns taken 

and encouraged much interest in the problems and medical ., 
~ r 

ethics generally. The traditional answer as to the author1ty 
\ 

\ of these papal addresses and ctec1s10ns by var10US Roman 
-., 

congregat1ons ,15 that though not lnfalllble, they neverth~l~ss 

are ,owed the religious subml,ss10n of "the 1ntellec:t and w111 tl ,1 

(as opposed to the assent of fa1th owed to infallible 

, 72 
p~onounçements). In other words, the trad1tlonal answer 

was (and ls) that d1ssent lS not allowed with regard to the 
, 

var10US lssues pronounced upon by the.~opes, such as artlficlal 

insem1nat10n, contr?cepti~n, transplants, medical re~earch, 

'preservin,9 Ilfe and .50 forth. 

,-
, , 
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It should be noted however that regar.ding both 

'these character~stlcs, natural law and the off~cial teaching 

of the Church, there have been 'lmportant developments in 

recent years, ~ndlcating a'm9ve away from the more rigid 

positions on bath. As regards natural law, many Catholic 

ethicists and b~oethlclsts would agree wlth thlS observation 

by the Protestant bloethlclst, Kenneth Vaux: 

t '~ , . \ 
The greatest challenge faclng Catholic 
medical maraIs lS ta d~stlngulsh the 
unnatural from the natural as the latter 
is enriched by the range of creat~vity .... 
The fundamental questIon of qual~tative 
human Ilfe forces thlS noble traditlon 
ta grapple wlth the profound ambiguities 
of fuodern b~omed~cine without the benefib 
of a black and white èasuistry.73 

Among the critic~sms and proposaIs articulated by 

Roman CathollcS conce~nlng the natura~ law concept are, 

that ~t must be open ta development, more Inductive rather 

than exclusively deductlve, l'n method, escape exceSSIve foc us 

on the purposes of partlcular facultles at the expense of 
1 

th~ total persan, and that there must be a move away from 

the " ... physlcallsm of the aIder approach, accordlng to 

which the moral aspect of the hurnan act is ~dentlfied with 
o 

74 
the physlcal aspect of the act". 

, 
There have been developments as weIl regarding the 

ro7e of official teachihg authority. The possibil~~y of 

dissent from officlal teach~ngs of popes and co~greg~tions 
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in matters of medical ethics was evidenced ln the obJectlons 

of many theologlans, lay people and n?tional conferences of 

blShops to the argumentation and prohlbltlons of the 1968 

encycllcal Humanae Vl tae. That document upheld the prohlbl t,i'oil ' ' 

agalnst "artlflclal" contraception. As weIl, influentlal , ' 

theGloglcal challenges have been made ln works of Catholic 
-

medical ethlcs to the offlclal posltlons on most lssues of 

~edlcal ethics, lncludlng, when Ilfe, begins, contraception, 
,1 1 ~ ~ 

1 in Vl tro' fertillzation,' steri lizatlon and euthanaSla,' 

despite the fact that on aIl the se issues the posit~on of 

the officlal teaching offlce of the Church remains essentiallY 

a<s i t was. Thè geFleral:,V1!=W of many Roman Gatholic bio-

, ethlcists' 'tdc@y i s that wi th regard t'a IiIqr'al questions' the 
, , ' 

teaching offlce of the Church can never be 50 certain 

\ of ltS posl.tions· that aIl possibill.ty of error is,ex\luged. 

, 
\ ' 

B~ Two principles 
) 

" 

We turn now from sorne gen~ral characteristl.Cs 
, 

regarcÜng methodology and authori ty. tq two moral, 'principl-es 
, /"" 

1 

which provl.de an overVlew of the 'content of Roman CatholTl\ 
, 1 1 , r 

bioethlcs. There a\,e of f=:ourse a 1 arge nuinber of moral ,~~.",) 

principles WhlCh ,çould be lso~ated as central but these two 

, " 
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ar~ arguably the ones most relevant to the interests of 

this paper. They are: tne sancti ty,' dign'±;ty and 
< 

lnviolability of human life, and the princlple of double 

effect . 

i) The san~tity of life 

" 
" 1 

" \ 1'1 
,As in'Jewish bi~thics,~there is much stress ip 

Ro~an Catholic bioethics o~ the sanctity of life, and 

tradit~onally from cpnception to death. Only God, the 

creator of aIl life, has domlnlon over life, and huM~ns 

are only stewards over thelr own lives and those of ~hers. " 

he value of a life cornes not from one's abilitles or the 
, 
\ /) 

state of one's health, but from the value placed on it by 

God, its creator. Two major impllcations follow from this 

in the Roman Catholic perspective. One l~ that aIl h~man 

life. from conceptlon onwards, has as an lnalienable right, 

th~ r~ght ta life. That in turn leads to a prohlbi tlon and ' 

a duty. The prohlbltlon lS agalnst taklng the lives of 

others. in the medfcal context by m«tans'af active 
,.. 75 

euthanasla. A? weIl, normally physlclans, parents and 

sorne others have a dut y to preserve the' Il ves of others 'if'-·. 

they are able to do 50 . The other moral lmperative flowing' " 

',from the sanctity of life principle a~d man's stewardship 

r~th~r than dominion over Ilfe 15 that suic~de-ls prohibi~e~;-

l ,,~ , 
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But the sanctity of life prlnciple and the dut Y to 
~ 

preserve life are not ,in the works f most Roman Cathollc 
:t, ., 

bi~~thicists meant to be rigldly app ied wlthout attendlng 

tb \h~ particular clrc~~~ances of ea h case. An absolute 

or Vl alistic ~nterpretation of the sa ctity of life .principle 

is for ign to the mainstream of Catholl bioethics. Such an 

interpr tatlon holds that where there is human life, ev en 

mere meta olism an~ vital processes, no matter what the 

patié~t's or newborn's) conditio~ and progn~~1~' it would 

be a vl01atiQn of the sancti ty of life princip'le. ei ther, to 
, 

cease to pres rve i t or hasten death.· " 

There ar.e essential1,y. two related ways in which the 

sanctity of life pril!ciple explained and applied .' lS ln , 
J 

.catho,lic bioethics as regards treatment of thè s:j.ck Or 

dyil1g. One ll.ne of argument lS that as a gen~,ral rule no 

one has ~n obllgatlon to use (or accept) ~xtr~ordlnary means 

to preserve l'1.fe. The dlstlnctlon ltself between ordlnary 

-a~d'extraordlnary means has ~ long hlstory in Cathollc 

. " \ ' /bioethlcs, gOlng back to the seventeenth certtury wrl tings . , . 
1 

of Car-dinal de Lugo. More r~cently the dlst+nctl0n and rule 
/ . 

was ar'gued by Gerald Kelly, i t has also beeh endQr'sed by 
• r 

~ number of papal statements on the subJect of carlng for, 
, 

the~~ick and dylng, and in one form or another lS a distinction 

" ,,-'and rtil(;: accepted by mokt Roman C~tholic and' ,many ,protestant 

), , ~ 
J' 

> 1 

J 

bïoethlcists. 
.' 

As expressed by Kelly, wha~ rs mean~ ~y 
r , 
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extraordinary means are aIl medic~nes, treatments and 

operat~ons which cannot be obta~ned or used without great 

pain, expense or other ~nèonvenience or wh~ch. ~f they were 

-
used, would not prov~de a reasonable hope of beneflt to 

that p'atl ent. 

A' st~ll more contempor~r.y manner of apply~ng the 

sanctity of ~ife pr~nciple and qualifying the dut Y to preserve 

life is by reference to the "qual~ty of l~fe". In real~ty 

thls mlght be ~n effect'only another way of expressing 
, 

essehtiaÙY the same Crl terlon as that invol ved in the 

ord~nary/extraordinary dîst~nètion.', App~ied strictly at 

least, a"quallty of life criterion,.focuses only on the 

(medi~al) condition and prognosis of the patient. To juqge 
'j. 

\ 

'1 

;Jf~~:~~h~,quality of that l~fe 1s too low or too damaged to.' " 

jusBlfy starting or continuing a part~cular life-saving 

tr~tment, lS essentially the same as dec~d~ng that because 

it does not offer a reasonable hope of benef~t, It is _,. 

extraordlnary a,nd not Indlcated or necessary. There is" 

however, a degree of SUsplc~on and hes~tat~on ln sorne 

Roman Cathollc (and other) quarters about the use of qual~ty 

of life :Lndicators' :Ln llfe-savlng or llfe-sustalnlng treatment. 

_. , 
, ' 

. ' "' " 

The hesltatlon ~s that there is somethlng ln the expression 

"quallty of life" WhlCh seems Inherently at odds with the 

~~,,-,.: 

,,) " 
, L'II ;'. 1 

sanctlty of life and/or that the expresslon and crlt~rjon -

, - . , . 
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is too elastic, too loaded agalnst the equallty of aIl llves; 

too likely to escape/the bounds of strlctly medlcal indlcatlons " 

and patlent beneflt, to lnclude economlC factors as weIl 

as famillal and socletal beneflts.
76 

'l 

Most Roman Catholic bloethlclsts dOuln fact 

restrlct quallty of llf~ conslderatlons ore or less to the 
, ,;) 

str~ctly medlcal indlcatlons and beneflt, excludlng 

'\ as declslve factors in de'clslons llfe-savl,ng treatment 

Il 

, , , ' 

, \ 

, ' 

\ 

" ' 

\ 
the beneflts or burdens Implled for others or soclety 

generally: To conslder a patlent's quallty of llfe ln 

that sense is not generally seen ln Cathollc wrltlngs as ln 

any sense a vi~lation of the sanctlty of llfe prlnclple, 

but on the contrary, as respectful of that sanctlty ln 

that it would be dlsrespectful and Idolatrous of life not 

to acknowledge that under certaln CIrcumstances there is no 

hope of beneflttlng a patlent by contlnulng treatment. 

McCormlck for Instance expresses lt thlS way: 

, " , , 

" \,' 

, 
, 1 

" 

In the past the Judeo-Chrlstlan tradltlon 
has attempted'to walk a balanced middle path 
between medical vltalism (that preserves 
life at any cost) and medlcal pessimism 
(that kllls when llfe seems frustrating, 
burdensome, "useless"). Both of these 
extremes root ln an identlcal Idolatry of 
l~fe - an attItude that, at least by \ 
inference, Vlews death as an unmi tlgated ,1 

·absolute eVll, and llfe as the absolute 
,good. The mlddie course that has structured 
,Judeo-Christian attItudes 1s that life l5 
indeed a basic and precious good, but a 
good ta be prese~ved preclsely as thé 
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", 
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cond1tI0n for other values. It 15 these 
other values and possibilIt1es that found 
the- dut y to preserve life and also dIctate 
the llmlts of ~n~s duty. In other words, 
llfe lS a r~l~~lve good, and the dut Y to 
preserve :J.':t rd ~llml t,'ed- one. 77 

• t l,' ~. ~\ ~ ... "Î""":f \~.-.. 

\ ~\ l ~,~' .. t~ 

Two pOInts shourd-i.:?~_"ïlo:ted-here wlth regard to 
',. 

that quote. Flrst of aIl, It lS not qUlte accu rate to 

clalm as do es McCormlck that the mlddle path he indlcates 

15 "Judeo-Chr1stlan". It lS Chr~stlan, but not Jewlsh. 

As already noted earller, ln Jewlsh +aw and moral teachlng 

the value of human llfe lS supreme and absolute, and lS 

glven precedence over aIl other cons1deratlons. There îs 

no "balanced mlddle path" ln Jewlsh teachlng. Human life 

is not a good to be preserved as the condItIon for other 

values ln tha~tradltlon It lS an absolute good to be 

preserved in its own rlght. 
',,", 

Secondly, ln thlS sectlbn and chapter we are 

basi~ally only lndicatln~ the general prlnciples a~d 

positions of the varlous' tradItIons of ultImate relevance to 

treatlng dlsabled newborns. It remalns to the following 

chapters to raI se the truly more dlfflcult and speciflc 

questIons such as what exactly are "those other values and 

possibilltles that found tDe dut Y to preserve life and 

dictate the Ilmi ts of thlS dut Y ," and how are they to be 

articulated in policies in our pluralist SocIety? 

, 
- ~ - ~ \o~ .~:;.-.-\:;o; ,-:, ~.,~--:-~,,;,~,~~ ..... -~.,-: .. 
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To those who consc10usly or nct speak from a 

"V1 tal ist" perspective on the sanct1 ty of 11fe issue and 

object to human de.c1s1on-mak1ng and control over human 

biolog1cal processes and matters of llfe and deafJY, -- _______ / 

contemporary Roman Catholic theology and bloethlcs tends 

to respond that that obJectlon ignores the full dlmenslon 

of man's role ln the world. It lS of course true thôt G~~ 
------~--

is creator, and man lS creature, and that only God has 

domlnlon over life and death. But man lS ln a real sense 

co-responslble for creatlon, and has been glven that'mandate 

Of course that manda~te -by God accordlng to Genesls 1:28. 

is meant to be exerclsed responslbly and wlthln llmits, 

and determlnlng those dutles and Ilmlts requlres much 
~ . 

reflectlon ln the llght of scrlpture, tradltion and Church 

But i t lS not "plaYlng God" to accept the God-gi ven 

responslblllty to make medlcal declslons, includlng stopping 

or not startlng Ilfe-support treatment when not indlcated. 

78 To do so lS rather "belng humans". 

A final pOlnt to be noted under the sanctlty of 

life headlng is that ln Roman Cathollc ethlcs and bioethics, 

while attentlon has been dlrected prlmarlly ta the dutles 

and rlghts and sanctity of the indivldual person, that 

person lS never percelved as lsolated from or unrelated té 

\ ,. l' 
1 
\ 
\ 

.\ 

" 
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the communi ty . The hum~n persofl ln Cak;hol':lc ~heoi;gy'. 

ethics land bl.oe~hics l'fas ind,ividual d~gn;L}:y and' :valuel but 

also a social "character. It cannot be'claimed,~hat aIl 

the,implicat1ons of this perception and ~o~~i~tion haVe yet 
" l ' . " 

been identi fie~ and grappled wi th' inCathol ie:: bio.ethic~'.\ 

For example there is yet ~elati vely .1 i ttle r,~'fl'ectian in 
~ l, 1 

, . 
this tradition on duties 'a~d righ'ts' ari~i~g fr'om the', 

inst,i tutional context of much m'ddérn med:lci:ne. " ,,But the", , 
, , 

social character of man. li.s acil$n,?w~e,~ge4, i\î' ,éath~l i'c:~thics 

to, have at least ~wo .. impor/ant: .g~ner<iil ,1.'~Pll.C~tio~S. 7~ 

1 -

. \ , .- , , 

One 1.5 that it is wl"ong: th,' al~ayS C'oh6~ive, ?f' the ~~ 

indiyidual in competi t1.on wi th or threaten-ed 3Y-/--ttre--eornrnurr1;ty. , " 
r--' 

t y/ 

God' 5 covenànt was after aIl', not wi th an /individual, ,Qut 

with a people, and the B1.bl'e, r~fers'.to t~'rist\~ims'as:a,' 
, ~-------

, • 1 

communi ty, a "body". A d1rect application of this for our 
) " \ l 

issues ,is that policies irlyo-~~l.ng. tl1e r-ights ahq d\,lt'~~s of , ,1 

, ,- ! 
1 ( J _ /'" ,l 

individuals should never be' formula,ted as if the y 'wer'è, J:n, 
~ - 1 \ \ \ 

, , - ~ 

1 \ ' 

\isol~tion from the larg~r communi ty ,or as if th?lt commühi'ty , 

had no rights and dutie~ of its,own. At' ,the same time, it 
1 \ l , ' ~ l' l, ,~ ~/_ 

, . 

, l, 

" ~ 'l, 
,~ 

is equally insisted upon by most Catholic=, ethïclsts an,9.' , - - , 
, '/ J ( ... , , " '\ , 

bioeth~cists that the commun~ty can ,never sûpord~Dat;,tb~ 
, , 1 

indi vidual entirel y to t;he needs -of _the for~er. Sact'i,fices I~ 
, i 

/ , " 

made voluntarl.ly for the'commQA good are one thing, b~t 
, , , 

\ Il \ 1 ~ ~' _ 

1 _ ~ .-

deéisions' to harm an indiviqual for ,thé sake ,of the -large~ - ,", " ; .: t , 

! , l ') 1 ~ '" " _ ... " 
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comriluni t~, ar~ "a'notrîl~:r ,imâ i?'ré 'getlèr:~ilY,\~eJea:ted. 'J 'That 
, ... • ~ '\'" \ 1 ~ 1 ~ ..,.... _ __./ -" _. '\ " _ l \, • 

perspecth:e has <Dbvious' and ,important ',i'rripl,;ic::pti~r}:s~ for' 
, , 

, -- " \ \ 

decisions to', treat or oot' tr-eat' disabled' newborns' ," as
l 

wi l.i J , ' 

1 _" 1 l' l " ('- • ' '__ ' 

be indicated at' a late,r"point in thi's' pfape,r ~ 
'\ 1 \ \ 1 

1 /.. ' 

,_ /' 1 

, 1 ", 
" , 

" 
/ ' 1 , 

\ : \ 

,InOl"'Sr ~,eC;U?ions in the 'r,éal ~ot"l,d" invol,ve' g'aül1,ng a 'benefJ. t', 
1 .. '1 ... \ : \ 1 ~, 

:at a mdral, cos~ an,d that fe~ actto~s will( hà~e loni y q'nè ~-' 
, ' 

'." .. 

effeét, or èxclUsively'gooÔ effects. lt is a, principl~ 
, . 

,'designed to help resolve, conflicts in sitÏ)ations where a~' 
l ' 1 1 ~ \ ~ 

,at! least, one of, wpich - -', 
, 1 l , il· ,f 

May one proceed w~th the action, 
, , .. l ' 

'r,ega,rdle,s,s, in :view of the good effec,t de,sired? 
.. ; ..... 

, \ " , 

~, ~',:'è,àthOlic':/Jlor'als and bioethics, 
- 1 _ \ - \, 1 -

, ) 

and was appl i e~ to evé~y, 
-.! - " J \ ~ ... _ _ - 1 \ ' " 

conce,ivable ,issue f,rom whé,ther 
, , f (\ ~. ~ 1;,,' ... ' l ',, ,- r' i : 

le~hal- or, d,E;!P',t:;l';l hastenirlg, dps~e 
1 1 (' 

l " 1"''' \, , 

one coùld give a potentially, 
, - -

(])~, a 'na,rcotic ta r'elIe\,e ,(pàip', : " 

to ~hether one éan ~e~o~~ a cancero.us ut,erus if ,i t, mean'g , : 
~ /,..', l" " , \ 
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thé 'd,eath, 9f a fetus. Applying this p'~inciple" the an sw er, ,: <\' 1 
. ,\ ,~ 

, , ,', t~ ooth q~"est'Ù)J~, ha-s be~n ,in' the affirmative; on' the l ' 

, 1 
l, _ , 

.- ,ground~"that~ the,'hastehe,d' d~.ath or 'destroyed fetus' ~ere not 
) ,,1 \.' ~\ 
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~' / (- ~\ ___ ,' __ ~.. ~,' ~ , 1 .. 

" ;' \, , ", ":;,~ ", ~~;t~ri.~~~, 9';lt,only inqit'~ctly~ ,and unavoidably C~ll,lSe~ l:l~ 
..1 ' " -' _ , , \ \.. ~, '~, _. ... __ \' 1 

\ / \ /' 

" ' 

\ " ,) 1 ~\ 
, ' , 

, ' 

, , ' 
, / , ' 

1 ;'. 

l 
, . 

- /' . : the' pursuit' of another goOd. ',Though that rèspdns'e w041d. l' " 

, " l '\ - - l , ~ '\ ",' , 
t y ___ I~ \ r_ 1'1 '\ r - ' ' '\ ,~//- _", 

, ';~ ""- -, ... " -

, "seem i~ both cases to hé, ~he right one (at lea~t tor, à,_/ .,{ {'." '. 
" , - \ - , ,~ ~, 

, , 
, 

f .... ' r 

~ 1 l, fi' l , ', \ l, \, , \ /.. 1,) \' J '" • 

'Catho11c,) ,sl.mply 011 the oasis of common' sense 'ar"ipt.uitïon J" "," l" '. 
r\, l " ' 1 1 \ ' \ \ 1 1: \ - ~ \ 

" , 

" " /\ '"o~'~,r the years the prinCiple has bec<;>me highly'" formalized,' r" ,'\ \ 
,J 1; _ \ 1 - i' f • 1 \ " l' 1 1.. - , \. - 1 \: \ \ - " \ J ,( 

~ ~ 'r -- ,--' ,.' 'àr)a' ~r'e!d.'n~d·" te' the 'lJoi~t-' thpt certain actions" wi th a gÇldd'" 
~... ,'.. )~" ) -~ 1 _ ___' - l, .. '- 'J _" 1 \. t'.. .., 1 1 

\..~ \-
\ " :", ,àI1d 'bad e~feçt'\~ap ,bÇ ,just,ified 1f 'four condi tions ar~, .m~t-:: 

,,)', / l , \ \" _ - ,' .. 

1 ~fl 
,\ , " " , l":' ", -,' :rhe foui--- conÇli tians ~ are these: 

" -" ' lI- r '<". l '- , '_ \ ' '~ _ l " '1 ~I l '~ ; 

',': ',- , ,- ,; \ \, " "qUi t~ "ap~rt ,frprh, ,i ts' ef;feç:t. must 
", ' ... ~O\ \~',,,"~,I'" - ",'~' _' '1 ' 

" ; ,', ~ goo'd' etfêc't,shou~d be,Ga0s~d',by the act as irnrnediately as' 
, 1 • 

• '- " 1 

the act i t;:self;, . 
, 1 

not be morally wrong; ,the' " , " 
, ~' 

, : 
. 

'the évil effeot, in other' w6~ds/ the evil effect shot.Ù.d, not 
, " 

!, ..... , " be.' sin1ply a rneans ta' 'produting the good effeèt; the intenti6n, 
,. \, , , ,', l", 

• • _ J • l' 

, , 'must ·be goad 1 in .that ,the, èvil 
l , i. ' 

effect shaulQ nat be intende,d l' '..L.>----"---

, 
r ~ " ~ ~ .. 

( 

1 r 

, " 

" ' 

" , , 

, , , 

only' toJerated; th~r 

n~àso.n for ~ do:i,ng tlie ,act:' 

, 'and~under that"'la~~l,·tt:Ie.'pr.inciPle O'f doublé effect no 
~ " \~' 1 - , ". - '" , ' ' '' , 

~onger ~nj.oYs 1 th,e. same ~mportanée, essentially' these same 
\ , ' J ... 

l" , -' 1 \ 1 -' 
1 J, ,,- _ of,_ ~ 

considerations are· s,till ~hbse,"which ,are operative to one 

.,cteg,re,e or ,àno',ther in, most Roman c-QthoUè bioethiéal a'nalYSes. 
'\ , ' 

J 
, 1 

, In fact, Ol?e. would vent\,lr'e to suggest that consideratiçms' 'or 
- f"', ' , ' 

r"c6nditioMS similar ,to ,these' ére"also' intuitive'ly o'y. mate 'or 
~ ( , 

, 

less expl,ici tly resorted" to, in moral reasoning generally ,. 
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,::: : ,réaGIts are ihla~t,g~od.· ~~(i Whi,;!h;~rel ;"'11 ~ lar ~~w 
- '>," evil we ar~ 'willing to tolerate to, ach;i.eve ,a' good 'l'es' 
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,1 " - -~ Those, ques'tions this 'princ;ipl'e does not 
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ut pr1nciple Itself and its èonditions is not 
, 1 J' l ~ 1 l, - " tJ' , 

1 1 1 1 1 \ " ) -, \ ~'! \ 
" 1 t ,~ 1 ~/ a.method, ',a formula for 'reso~ving moral conflicts.' It '" 
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"rlso implies a stance, contains'- sorne substance. In par;t1'cùla~,' 

','i,n vJ.ew'ot:-11:S' cond,it~qns, those appiying the,principle aré, 
, \ \ r ' 1 

','.1n,' e,.:ffect 'c~mm:t t;:ted tothe view that tllere will sometimes 
- \ ~ 

- \ / -,' - ~ ; 

~ p~, ,~c{Od r~st.\ù:s such as medic~l pr'09(eSS 'or :better heal~h,", 

. " "' ,s/erviçes for th~ m~J'or,i'ty or' b\,lr.dens on sOC;iety lessen~d" ' 

whi'ch' c&D-not b~' morall~, justified, 1f, fo; 'instance -the g;od 
: \ 1 It-, -

, , , 

l' 

, 
" , 

1 1 - ./ 

eftect' would b~ bO'';l9ht at th~ 'priee of, harm to the li veS ,~r,' " 
.. ~ ,j, ) ~ , -

, - 1 ( 

~ssence ~ more complicated stQte~ent ,of tfiê following: 
~ -t,. \ J ,r '<. " 1 ~ \ , - \ 
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-" -'o1'<D: Jus,ti:(y wRatéV'er p;'actice we think is 
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, ',are dO~'ng' i t fpr 'a'-good end,' ".: .. is ,bè~h ' , 

the best defens~ ~hd the la,st re'fuge 'of 
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a, scoundre 1 , 80 
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~- -: Clearl,)' 'th~ principle' i~'\ u~ef~l 'ma,inly in a. moràl', 
) \ -," , 

co~uni ty' and ~ys;t~m ,in whico, whât 'is gÔôd -anq, wnat' iS evi~ ': 
• !' ...' 1 ~ L - \ \ ) ,- l ' 1 (L --, /" '_ : /, ~) 

by ,way, of, part:i,cu'Iar effects' ~s rela'ti vely pre-determined ' 1 

_ 1 1 l ,~ ( , (- 1 _ - , l , t '''' \ , , 

, a:~d fixe~èr'whethèr -by means of' natural law reasoning or 
, 

1 revelatioh., :rhis may still be' -the case in the Roman. 
r I, _' 

catho~Uc', commu~ity and, moral' syst~m. 
l ,_ - _ 1 ~ ~ 

au~ undoùbtedly i t: ts 
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oe~omi'n9 pro,9ressively less the case 1 and ,par,ticularly in the 
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: T~eo~~giCal :bidéfhiCS': in' 'the' ,p~'ot~'s.tant, tradi tion' ,. 
\ ~ 1 1. - ? l ,\ 

'f 1 '/' ç 
\ . 

1;-

does not ppssess the, lengt,h)', histor-}'I th~ con,sistency 
_, - ~ ',- r \ _ , \ 

\, \ ,-

" ,- -, , the ôè'velopmeryt, t,O ,ISe I:.6und i,n both Jé~ish and Roman' , , 

or 
! 1 

" ' 

; , , 

, / / 

( '. 

Cat~ol ;i.e' ,f:adl tio,~'s'. ' N,evét'thèlè9s', 'especially' in' the -las't 
<.) 1.. - i , / 
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Î l " ' 
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f,':if,tel~n, 'y'e.a17s;. pr::ét~s,tant- ~t~,ièi~ts '--~ave" l?~en : e~t,re~~~ 
/ -", ...... ' \ - -~ \ " . 
Pr:oduct~ve'l possib.lY, mor:e th'an tllose of êjiny other :t-radi'tion', 

" ( \" ," r ." 

, 
,What m,akes"i,t 'Somewhat difficul t to' brgan~ze a 

-'summary' dverv'iew ~uc.h à~ t;.his <;'lrouh,~f major 't:hemes l'ùlked ,to· 
l ' ".. '- u \ \ 

~heo,logie,a)' and' tîi~l~~al sources, is' thab Protèstant wrl.'~'ér's: 
- ~ , 1 

, 'l' ~ , \ " ( \ 

tend, ,r;noré th~n tpose ~n,' ~ne 6thèr, r:-eligious, t.r~di ti'pns' to 
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,1 l' 
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:th~ 'wa'y' fr'om Paul' Ramqey a;t' one'·'end to ,Jo~eph Fletcher 
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. , , ',rtlaJ_or, a:nd common .th'reads ,runn:i.ng ,through ,the"!;lprk.~ and 
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,vi~ws of most of tho~e writing from wit~in that tradltlon. 
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1 - • \ .. / l, '- {," l " , l ' 

,1 _ " \ 

, , 
,,' ~ ) , 

, ,- '/, '. J 

, , 
.. , " 'II 

( 

. ~ l, \ 1; \ 
" J.;..... ..', ~ 

'_Kanl Ba;-th, pauI.,Ratnsey,'. Helmut\Thi~liè:~e, ,'James Gusta~sC?n, 
- l, \! _." 1 ,. _ - - \ 

'JoSeph -'F.letcher, John' Flet'cher, '-Stah1.eY- 'Hàuer'lwas and .'Kenri~th 
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princïple 'is partlcularly evident ln. the works of th'ose ,w!1Q 

- ~r~ most explicit aboui the theolog~cal and biblicar'sou~cee 

underlying tneir bioethical positions, expecüüly Bat'~h, 

'Thielicke and Ramsey. 
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Lifè does not i tS,elf .él"èate thlS ,re;:;pe,ct. 
The command of God cr~ates respect for, it. 
'~Jh~n man: in faJ,.th, in God's word' and
~romise re~l~zes how God from,eternity ,~" 
'has rn;:nntéllined and loved hlm, in' hlS li tt"lè' 
life, and what he has done for him ln time, 
ih thi~_knowiedge of human l1fe he is 

'~ ".'" " , .' , 
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faced by a maJestlc, d1gnlf1ed and,holy 
facto In hUmcU1 llfe itse~f he, meets 
sdmething superlor. He is ~h~s summoned 
tb. res~ect becaus~ ~he livlhg God has 
'distlnçjulshed'olt ~n',thi's Way and taken it 
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'" 'th,is Italien digrù. ty" .'expresses ,the' fact 
'that' it is hdt man 1 S own worth:' his 
v~luè for produc1.ng "good works",' 'Mis 
funètional proficlency, his pragmatic 

. uti,11ty - that g.ives h1m his dignity, 
but rÇither what 'Gad has " spent upon 
him~, the sacrlf1clal love WhlCh God 
has- lnvested ln him (Dt. 7:7f). 
'TDer~fo~e thls allen dlgnity actuallzes 

::; :' ,', i.tself at the veriy p01nt where man 1 s 
,own value has become questionable, the 

, psnnt where i .lùs functional valuè 15 no 
.,-longer llsted,on society's stock 'market 

" ',~' ...and 'he ,is perhaps' decl ared to pe "unfi t 
"" Ito 'live". 8 ,2, ~'. 
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ntras~s, ,the ,~rel~gious', posi ti,on ,'" "" J , ' 
1 \ .. ./ ' ~ \1"" \' 

; , '( 1 • \' ... ~ ~ \ \ \ ' '_ _ -- 1 1 ~ _ 1 _ ,\. -.. 

:f life to the modern view:: ',' ,," "" l' ,'~ 1: :\ 1: , 
\ - _ 1 1 - l, t ~ -, " , ,-

, - , - ,."' .. ..) , r' "-

\ 1 J ,,:~, 1 "] ~..!' .. ~\ (:' • 

,1n rnod~rn wdrld Vlews the ~anctity of':" ~ \, ~ 
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P~Ul Ramsey ,c 
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r:e,garding' 'the ' ~aric;:ti ty 
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'lifé ,can rest only on sornething inhe;rent, \ , \\ !-" ~~ :' " -
Ül man. , , ., 0 e gra5ps the rellgl0us ,l' .' 
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out,look upon the sanctl ty of hllman life, " .- " , :;-\ ... ,;<., 
~nly if he sees théil t this li'fe is 1 \ ,,; 0,' -,' 1- "'>,"~, 
'~s'serted to be surrounded by sancti ty, thi9t ,',',- >, ,II i J," ". ~ l', ' .; 

ne~d not ,be ln a man, that the most digni:'ty, ",. \ - \, "?,'''' '~" \ ~,' l ' 

a man ever possesses is a 'dign~ty allèn to,:',.' ',-=-. ~,\ '\ ',- '_ ,-,~ -:. \_ 
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him., .. The value of a human llte i8 ;' \'/' .',', ,.-', ~ ,\ 
, 1 ~ '\ , ~~,,;. 

ul tlmately grounded in the value Gad i-5' 1 l' " , \ \,' ,; .. ~, > 
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not composed by observable degre'es o't: ,', " J " 
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relati ve worth. A life 1 8, sancti'ty, '. >, ( , 
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. Does this cbmmitment to the sanctity of life 

impose', ~n' Protestant bioethics an ,absol~t,e -dut)! to preserve, 
_ - , ' .' , , li' ., , 

,life at éü'l, cost~",'1 "N'~t ,at all;.-' w~ thln 'th'is, t~a'di ti,pr)' 
-'~ l' " t 1 ~ J ... \ ) f 

~,there lS a~most uhlversal acknowledgement that: {n sorne 

circumstànce,~ :the obligation, to preserve a life ceases , , 
o 

a~d ,'tha't' i t w'ould demonstrate lack of respect for the .. 
sanctity of that slck or dyin~ person to c6ntinue'aggr~~~i~e 

measures of life-support. But wlthin the parameters of this 

~allficatl?~,On the dut Y to ~serve life, there ls,a'wide 

r~nge of views' à~ to the justlf.ylng princlples and çircum-

,8tànces. At one more conservatlve extreme are for ,example 
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Karl Barth and Paul ;'Ramsey, and at "the other> mpre I1beral" 

-" ,e?<t t:~m'e i s Joseph Fletcher. 
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a~so"actl.,ve, ~uthanasia - ,that.~ere is no, moral diffe'rence, 
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'and aHowing' to die or "1 e tting life. ébb awayit 'are: mora'~'fy , 1 " --
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the ,same, 'th~ latter is also as mor~lly wrong. 'Tc l~t'.\life' , 
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".; -moral· distincti'ons to ,be mad~ 
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- \ :diE7' stc:pping or oot, s'tarting 
- , - , '1 '. ' ., \! -,.... \ t \. 1 .... _' 

, 1 treatment, does 00~ mean sWl,tch~ng from ,doing 50mething. ,to' '" 
, - ,;, -' " :. " ': \" . l,: -- ,d?ing,. l(pthing when b~é s~ops' ~ttempt'~ng to s~ve and, cur:e: 
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'"J, "one lS ,then free,to care'for,the qyi~'g.' It i5 tbis 
~ " ...' 

"''' • 1 l' l ,r' 1 ~ , 

, l.nSl:stèri,ce YPOh th;e continuing obli'~atl.on, to, sare whi'ch to 
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.a. l~rrge 'e~tént c:har:acterizes"Ram5éy's contribution', and 
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l, /, , ;, underpins his PQsit.l.ons', including t,ryis' dl,stinctiory , , 
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'between killing and allow~ngL,to, dle: ' From tl;e Cl1risUan 
- , 

per,spective al,lowing to die must ~~~ays ha";~ th~"word~ '-' 
, ' ' 

as ~ follewS: .' ,\ 

, \ 
" 

,', ' 
, _ ... , '1~ 

-, 
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.' the' dying and acts of euthanasia rs not 
a cHOlce between indlrectly and directly , 
~illing and doing something. It is 
rather the important choice between 
doing something ë3;nd do~ng nÇ>thing, or 
(better said) ceaslng to do somethlng 
that was begun ~n order te do something 
that is better because now more fltting. 
In omisslon no human agent causes the 
patient· s death, directly or inqlrectly~

He dles hlS own death -from causes that, 
it\~s no longer merciful or reasonable ,te 
f~ght,by m~ans ,of possible medlcal inter-
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, vent;ions ',' •. , We attend and' company wi th 
him in thi s', hl. s very oWIj dYl.ng, renderinQ 
it as co~fortable and dign1fied aS / 
posslble. 86' 
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\ " 'Froln thits pérspectlve, . as wi th the distinc::tion " l, ',' 1 _,' 1 1 
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l;>etween ,ordtrary and" extraordH~âry car'e 1 the lmportant 
:< J /. ' 1 ( 

\ 

"consideration ls not the part1C)..l.~ar medical means used l.n, 
! .... 1 

,~tsblf; but,wheth~r' it ,is used for purp~ses of remedy o~ 
1 • , 

'care. Both very ordinary or natu~~l means (such as food ~ 1 f 

, , ' , , 
, " .and drink) can be used to make a dYlng person comfortable , . 

" , \ . , . , 
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~ithoGt i~plylng a~y intentio~, to p~oldng that ~ife., sut 
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l, rnc;>re "art1flcial'l means 
f \, " r 

c~)Uld also be used fcr ~arl.n~' ~athe/' ~ , ':,.' , 
" 1 \ 1" ~.. ' "k .. 

- , 
than,remèdial purposes. 
,1 1 1 

If,for example a glucose dr'ip or _ '" 
, .. 

1 

l ,', ~ 5til'1 more sophlsticated treatmemt and technolC?gy were th~ : , 'j 

only way ta "avold dehydratlon or provlde comfort for th'e 

"\ l 1 l, j 

--..0 , ' \ 
\ -

l' 

last days of a dylng patlent, th en It should be provided. 

'If these mea~s also Indlrectly prolong that 11fe, that would 

not be the purpose l.ntended. As for pal~-kllllng drugs WhlCh 

(can) ~lso shorten the dylng process, Ramsey (llke most 

Protestant and Roman Cathollc bIoethlclstS) sees no moral 

obJectIon lf l.ts use ln a partlcular case passes the test 

of an act WhlCh is "lndlrectly voluntary". Applylng 

,essentl.ally the same test as that lnvol ved ln the prlnciple 

of double effect referred to earlier, Ramsey concludes: 
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In thlS case, the Justlflcatlon IS that 
relIef of his paIn 1s the "directly 
voluntary? actIon, whIle the adminlS
trat10n of the drug shortens the dylng 
prpcess in onl y an "lnd1 rectly 

- voluntary" way. What one does dIrectly 
'and Immedlately 15 1,!o help the patIent 
in h1S 1nsufferable paln. That he d1es 
sooner 1S not the prImary resul t. 87 

/ 

In a somewhat tentatIve manner, Ramsey acknowledges 

that theré mlght be exceptIons to hlS moral rule that we 

: should never abandon the care of the dyIng, never hasten 

,- , 
l, 

-' 

, ' , 

\ \ 

1 ~ , \ . ' 

\ ' 

\ ; 

the dYIng process. One such just1flcat1on could Involve 

those who are completely and Irreversibly beyond reach, 

tho~e who are not sufferlng, and beyond care, especially 
1 

those ln a deep and 1rrevers1ble coma who could llve on ' 

for many years. The rule for these exceptIonal cases could 

be: 

Never abandon care of the dYlng except 
when they are IPretrlevably inacceSSIble 
to hum an care. Never hasten the dYIng 
process except when it 1S entIrely 
indIfferent ta the patIent whether his 
dylng lS accomplJshed by an intravenous 
bubble of aIr or by the wIthdrawal of 
useless ordlnary natural remedles such 
as nourlshment. 88 

For these cases Ramsey sees no dIfference between 

comrn~sslon and omlSS1on, for: 

The condl t10n of the patlent renders 
It for hlm a matter of complete 
indifference whether hurnankind's 
flnal act toward hlm d1rectly Or 
Indirectly allows death to come. He 
already is beyond our love and,care. 89 
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A second exception could lnvq}yè thdSe in a 

prolonged dying process ~n WhlCh thelr severe pain is 

Intractable. Ramsey does not clalm there necessarlly are 

such cases, but prov~des a JUst~fIcatlon for abandoning 

care or hasten~ng death if su~h cases should arlse: 

One can hardly hold men to be morally 
blameworthy If ~n these Instances dying 
is dIrectly accompllshed or hastened. 
The reasons are the same as those 
advanced ln favor of the flrst 
stipulatIon: A patIent underg~lng deep 
and prolonged pa~n, who cannat be 
relieved by means presently avallable 
to use to care for hlm and make him 
,comfortable, would also be beyond 
reach of tHe other ways ln which 
company may be kept wIth hIm~nd he 
be attended ln hlS dyIng -~S much so, 
dependlng on the degree of hlS 
undefeatable agon~6 ,-a8~the prolonged 
comatose patIent. 

But though Ramsey considers these two exceptions 
" ' 

to be morally defensIble from a Chrlst~an perspêctive, he 

remalns h~s1tant about actually Includlng them ln medical 

treatment pollcles. His fear and questIon 15 th1S: 

Can a doctor and can medlclne as a rule of 
practIce admIt that~a patIent IS beyond 
earthly care, Inaccess~ble ta care, and 
50 warrant as a practIc~ posItIve actIons 
that accompllsh Or ha~ten h~s death while 
not weakenlng med~c1nets Ilfe-sav~ng 
mIsSIon? Would thy/doctors who are the 
moral agents in these exceptional acts of 
killlng the dying, or acts that allow to 
dIe, be corrupted by them, and medlcine's 
Impulse to save be weakened?91 
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He concludes that if the principles, rules and 
, 0 

limits i1e elaborates are adhered ta, he does not.~~. 
there is reason to fear that that impulse of medicine to 

save l ife w111 in fact be we"akened. 92 

• 
At the other end. of the"scale as regards the 

sanètity of life principle and the dut y to preserve life 

~is Jo,eph Fletcher. In effect he argues for the replacement 
~ , 

of the sanct1ty of 11fe ~rincipl~ with a quallty of lite 

ethic, maintain1ng that the two are mutually exclusive, At 
'" 

first sight h15 posi ti,on appears similar te those ,who see 

the sanctity of life and qual1ty of 11fe as (at least -, 

potentially) compatible, for instance the view of the Roman 
tJ 

Cathol ic Rlchard McCormick referred to above:" " ... in the 

. balance of biolog1cal 11fe and human life, being a man or 

f 1 th . 1 b .~. 1 . ,,93 person 15· 0 more va ue an Slmp y:. e1ng a t. ve But 

for him, as opposed to others like McCormibk, the sanctity 

of life principle has only one possible meaning - it ls 

essentially v1tal~stic, that is, it means preserv1ng hum an 

l~fe no matter what the damage or prognosis because human 

'+ ~ife and the ri!;!ht to' 1 ife are absolute values in 
, 

.'_ -themsel ves.. His interest i5 in "needs", not rights: 

l believe that needs have precedence over 
right5: that is my ethical stance. 
Therefore to be candld and careful about 
this subJect, l am not primarily concerned 
about only supposed right to live or 
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i.: . ~' S~~pp'q$~d, right to di-e, '1 am· pri'marily 
. con,ë:;erned wi th -hUlTlap, need -, both -qf 
life and of death. That i&my 
èQnfession. 94 ' '"", 

He therefore concludes: 

The logic 'of what 1 am saying i5 that 
we should drop the classical sanctity 
of life ethic and embrace a quality 
of, life ethic instead. 95 

I~ Fletcher's view this necessitates a break with 

, , 

, . 

both the traditional religious and traditl0nal medical views: 

... 'bfr-say~that -b±ulogical life is not 
sacrosanct and that there are more 
valuable· things than being alive is to 
make a break with established religion 
a~d medical piety ... in the realm of 
medical care the sanctity of life has 
had prio~ity at all costs. 96 

In Protestant bioethics generally, quality of 

life considerations (or equivalents) are'viewed as playihg 

a legitimate role in treatment de~isionsJ much as they do 

in Roman Catholic bioethics - in both traditions attending 

ta quality of life factors is generally not seen as 

necessarily a violation of the sanctity of life principle, 

and in both traditi~ns th~re ls a fairly wide range of 

views Oé;lS t.o the meaning, latitude and scope of acceptable 

quality of life criteria. On this issue, Joseph Fletcher . 
. \ is' -clearly at the most liberal extreme in that range of 

4l 
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posi tions. and Paul Ratnsey just as clearly at the other 

end.' Among theologlcal bioethicists generally, Fletcher, 

has produced 'the most expli,cf~ and deta:l1ed quality of 

llfe criteria. These criteria are meant to express in 

'pOllÇy form Fletcher's view that what counts lS personal 

function not biological functü:m':" Though' we will be' 

considering his criter18 in g!eater detail in Chapt~r VIII, 

a brlef summary 1S ln o'rder already at this point. 

Fletcher's proposaI was made in two stages, the 
, 97 98 

first ln 1972 and the second in 1974. In his first 

stage he advocated fifteen 911posi t1 va': human eri teria and 

flve "negative" human criteria. Those (adults or newbor'ns) 

fa11ing below or "fai1ing" the se cr1teria wou1d not qualify 

as human persons and therefore wou1d not qualify for 

life-supportlng or 1ife~saving treatment. His fifteen 

"positive indlcators" are: mlnima1 intelligence, salf-

awareness, self-control, a sense of time, a s€nse of 

_futurit~, a sense o~ the past, the capacity to rela~e'to 

others, concern for others, communication, control of 

exi stenc.e, curiosi ty , change and changeabi 1 i ty, bal ance 

of rational i ty and feel ing J idio~yncrasy, neo-cortic,al 

functiop. An;\ong hlS Unegative" criteria are: man is not 

essentially parental, not essentlally se~ual, not essentially 

a worshipper. In his second stage, Fletcher reduced the 

cri teria to four: self-awareness, the capaci t'y to ,relate to 

others, Qapp~ness, neo-cortical function. 
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His assumptlons and criteria were 'welcomed by 

sorne, but also the sUbJect of much critiéism. One frequent' 

,criticism was th'at 'he p.r,ovides little or no clarification 

and defence of the moral assumptions underlying the criteria, 

i .' 
~d no overall' theory, theologl.cal or philosophical, toc.. 

provide a coherent justiflcation for produc1ng criteri~ in 

the flrst place and these partlcular ones. Another 

critlcism was that toere 1s excessive attention ta 

rationality and lntelligence with no 'respect for the 

complexity and levels of lntelligence. He categorically 

states in'thls regard that, "True guilt arlses only from 

an offence agalnst a person, and Down's lS not a person".gg 

About intell1gence he says: ~'Any indlvidual of the species 

homo sapiens who falls below the I.Q. 40 mark in a 

,Stanford-Binet test ... 1S questionably a person; below 

the 20 mark not a person". ~OO 

For hlS part, Ramsey is somewhat suspicious O€' 

the quality of life concept generally: 

If physicians are gOlng to play God under 
the pretense of providing relief for the 
human condition, let us hope they play 
God as God plays Cod. Our God is no 
respecter of persans of good quality ..• 
a: true humanism leads to an "equality of 
life" stand9rd .... 101 
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Ramsey is' aglünst the use of 'qt,1ality of lffe 

-criter:ta guidelines ~in medicine, and' tak'es ~erious iS'SU~ 
\ ~ , 

, 
on'lar'gely b~bl~cal grou,nds wi th proposals such as 

Fletèher' s. He, responds to, Fl~tcher" s "~IJdica,tors of 

personhood M as follo~s: 

, , 
l w.nt first tq say th~t that's no way 

to pl ay' \'God as- God pl ays God. Thàt was not 
the bottom line of his providenti~l case. 
when the prophet Jeremiah tells us; "'Before 
l ,formed tl1ee in th~ belly l knew Ui~e;' 
ànd before thou camest 'forth out of the 
womb l'sanctified thee; and l ordained 
thee" (1: 5 ), he does not mean ta start on 
a search for the "ind~cators of p'ersonhood" 
Gad was,using or should have used befora 
calling uS by name .... No more did Gad, 
at the out set of his Egyptian rescue 
operation, look around for "indicators of 
people hood", choosing oni~ those best 
~ualified for hational existence. 102 

, 

, ' 

Another lssue under the heading of the sanctity, 

of li,fe, pr±nciplé is t11at, of acti ye, ,elithanasia. Most 

Protes'tant Qioethicists, as Roman cathclics, continue to 

reject 1t, generally because killing is e~pressly and 

ôibllcally prohi,bi ted and because to allow i t in the medical 

context even in excepti'onal circümstances would be, the thin 

edgè of'the wedge increasingly putting aIl life and the 

sanctity of life at risk. Joseph Fletcher is an exception 

, in 'th~ 5 regard. He sees no signlf~cant moral distinction 

between kllllng and allowlng to dle (the latter termed 

indirect or negative euthanasia by Fletcher)l03 beca~se 

the purposes are the same, and argued that ,direct or positive ., 
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eüthanasia for cornpassionate reasons, 1s èthica1ly more: 
1 

courageous than is merely a110wing a persan ta die: 

, -
ethically regarded, this indirect~ 

invaluntary form of euthanasia is 
manifestly superfici'~, morally timid 
and' evasive of the rea1 issue ... 
lt is harder morally ta justify'le~ting 
somebody die a slow and ugly death 
dehumanized, th an it is to justify 
helpin2 him to avoid it. 104 

B. The morality of hum an interventions 

As in Roman Cathalic ethics and biaethics~ 50 

too in the Protestant tradition, attention has been given ta 

the morality of human intetventions in creation, including 
1 

biomedicine. At one end of that scale, the moré liberal end, 
1 

·could be placed the views of Gustafson. His starting 

point is that God is not only the creator and preserver 
1 

of life, but it is also God whose power: 

creates the conditions in which new 
possibilities for well-being occur and 
in which different actiors are required 
to preserve the well-being of the whole 
of creation .105 

Gustafson sees in that fact: 

••. a basis for the alteration of princip les 
and values that have traditionally been 

'- 'adhered ta in medical research and care. 
It provides a basis for re-ordering of 
accepted values in the ,light of new 
conditions when there is warrant for such.l~ 

,1 , 
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Applying that point to biomedicine, Gustafson 

acknowledges that while the risks and benefits to individu~ls, 

the hurnan cornrnunity and the whole of creatlon must be 

carefully welghed and consld~red, there may be occasions 

when the indivldual can be harmed for the sake of the co~on 

good. This lS not an open license: 

, " 

But nèlther is human life of absolute value; 
God wills the well-being of the Creation, 
Just as there are historical o~casions on 
which human physical life is not only risked 
but sacrlficed for what i5 judged to be a 
hUmPn common goqd, for example ln the 
defense of a nation against unjust attack, 
50 also there are occasions in WhlCh new 
possibllitie5 for the well-belng of 
individual persons, the human community, 
and the whole of creation require action 
that rlsks harrn

1
' indeed irreversible harrn, 

to lndividuals. 07 

Applying thlS to the "do no harm princlple ll
, 

he .. concl,udes that: 

There is no guarantee that restraints upon 
actlon by a deontological princlple "do no 
harm" to a partlcular lndlvldual or specÎes 
fulfills the well-belng of the creation. 08 

In man's role as "oo~actor" with God, responding 

to the new posslbl1itles created by God: 

lt lS not al~ays pos~ible to be 
responslble for the well-being of the 
creation and.at the same time to preserve 
~ertaln rlghts of indivlduals that in the 
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past were 
sometimes 
the' or.der 
the 'light 
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judged inalienable. It'is 
morally justifiable to alter 
of values,from the past in ' 
of different and novel conditions. lOg 

As on other related issues, 50 too here, Ramsey is 

at the other end of the scale and utterly opposed to the 

kind of conclus~on to which Gustafson cornes. Nèw condItIons 

and challenges must be responded to yes, but that does not 
" 

i~ply an alterat16n of principles and values, or a sacrificlng 

ofl the well-being and Inalienable r~ghts of individuals 

~'the co'mmon good. AS al ready i nd i c a t ed, a Il common good" 

b6ught at that price in his view would not be a good at all. 

From Ramsey' s perspe'ctive ~ t would be inconcelvable that 

man's God-given role in protecting and develop~ng creation 

could Involve no longer preserving inalienable rights of 

individuals. For Ramsey, the well-bei~g of creation willed 

by God is precisely a well-being in which the welfare of 

" the individual is not traded for that of mankind or the 

common good. Gustafson's conclusions on that score would 

seem ta fall weIl wfthin Ramsey's condemnation of those who 

w6uld say, "that medical advancement is h?mpered because 

~ur 'society' makes an absolute of the inviolability ?f 
, ' 

the indIvidual".110 GIven Ramsey's ~nsistence upon the dut Y 

ta cate for the dying, he is at the oppos~te pole of anyone 

'who could tolerate harm ta any individu~l for the sake 9f 

the common good ~ 

" ' 

.' , 
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c. The cpvenant theme 

A theme whifh surfaces frequen~ly in Protestartt 
, 

bioethlcs is one which sees the relations between physician 

and patient in terms of covenànt. Coyenant based upon 

faithfulness or loyalty is essentially an ethlc of keeping 

one's promlsès. Covenant faithfulness is the basis of 

Jewish law, ethics ?nd medical ethlcs and both Jews and 

'Christians identify themselves ln the most fundarnental sense 

as, "people of the covenant".· .. ln sorne branches of Prote!;>tantism 

the covenant theme stands out mc,re sharply than ln others, 

p .. and ~s especlally prominent in Calvlnist theology. 

Covenant is undoubtedly the most important and ,basic~aspect 

111 of Karl Barth's theology. In Protestant m~d~cal ethics 

Paul Ramsey has been the most exp1icit in the use of 

cbvenant theory 1 bashng hîmself especia11y on the 1:heology , 

of Karl Barth. 112 

For Ramsey, covenant or loyalty is the basic 

element of the moral re~uirements between people generally, 
\ 

in their relationships wi th each other ,. and the primary 
• -! 

ethical question for aIl men is. "What is the meaning of the 

faithfulness of one human being to another in every onè of 

, 113 
these relations?" Applying covenant to one of those 

relatlons, the practice of medicine, RamseY,locates covenant 

at its very heart and gives it many names: 

• 

, { 

,I 
l 
1 

1 

l 
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The practlce of medicine ~J one suc~ 
covenant. Justice, fa~rness, righteousness, 
faithfulness, canons_of loyalty, the 
sanctity of l~fe,-hesed, agapé ~r 
charlty are sorne of the name~ giveh~to 
the moral quallty of attitude and of 
action owed, to aIl men by any man who 
steps into a covenant with another man 
by any man who, 50 far ~s he is a ' 
religious man, expllcitly'acknowledges 
that we are a covenant people on a 
common pilgrimage. ll4 

l ' 

. " 

Specific medical coyenants within medicine are ,~any. 

amonQ them: 

... a~e~e 'covenant between physician 
ancY'PB.:rtê"nt, the covenant between
re!;5earcher and "subject" in experiments 
wi th human beings, the covenant between·-, 
men and a child in need of care, the 
covenant between the li VlTlg and the 
dying, the covenant between the weIl and 
the ill or those in need of sorne 
extraordlnary therapy~115 

'If 
For Ramsey, covenant loyalty is the motive and 

ground f~r continulng to care for the dying even after life-

saving procedures have stopped. Such ?aring measures: 

. .. are the embodied and effective gestures " 
o~'soul to soul. As suçh, mere acknowledge
ments of solidarity in mortality are due to 
,the dying man from any of us who also bear 
flesh. Thus do men give answer by thêir 
presence and comfort to the faithfulness -
claims of persons who are passing througD 

. the acceptable death of aIl fl~sh.116 

, -
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It 'is also 'cov~nânt loyalty'to pat~ents,which. 

should impede has.tehing death, ~a~ is, euthanasia; 
l '_ ,., "', _' 

, ' , 

\ 

-

If we serio~'ly me,an to' a11gn our wills,' 
wft~ Go~'s ~~r.e here and'nOw for tnem, 

"there can 'never,'be ,any reason to'ha.sten,' \ , 
'them ,from the here' andnow in .wh~ch, , ' 
they still'!taim'a faithful presence 
from us, ,',' 7, 

It would be a defection from the 
faithfulnéss - claims of a fellow hùman 
being that his very own dying be blessed 
as an event in the human community to 
which we attend if the dying are , 
hastened beyond the reach of our' love 
and care, 118 

As has been pointed out, this esséntially biblical 

notlon of covenant as used by Ramsey goes weIl beyond what 

lS expected,by the Hippocratic et~ic, lncluding modern 

, 119 
professional codes, Whereas covenant fidelity morally 

binds physician and patlent reciprocally by mutual pledges 
t<: 

• 1 

of loyalty, the Hip~ocratjc ethic only caiis on the physicia~ 

to make a unilateral pledge to benefit the patient according 

to his judgment. 

J 

There is as weIl an important implication to be 
\ 

noted in Ramsey' s use of covenant theory. \ Without in the 

least denying the import~nce and pent~ality'of c~venant 
fidelity. one is struck by its apparent restriction ta 

fideJity between indiyiduals (and not as weIl applied to 

social and institutional relationships), As, weIl, in 
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discussing covenant exciusively in the context of physicians, 

the not~on couid be imPlic~tly and regrettably re~nforcèd that 

it is the phys~cian (and not the patient and other ~nterested 

part~es) who is the pr~mary interpreter of what falthfulness 

to a patient calls for in partlcular lnstances, and that 
" .. 

the ethical issues to be reflected upon will be tho§è 

important to'physicians. 120 

.-
<::::::: ---.., 

Wheth'~r, or not such impre~sio~s were intended by 

Ramsey, it ~s often conceded by those writing from the 

perspective of theologicai bioeth1cs (and philosophical ... 
'bio,ethics as weIl) that b10ethics has been too narro,w in 

its concerns. 12l 

D. Agape, freedom and the e1ace of .rules 

Another theological theme running through Protestant 

bioethics 1s that of love or agaeé • In reality 'of course 

it is not a theme completely separate from that of covenant 

fidelity but, on the contrary is an integral part of it. 

Ramsey for example uses covenant, agaeé, hesed and charity 

more-cr less as equlvalents, emphasizing the meaning of 

hesed as $,.s~eadfast love". 
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For Ramsey, moral agents must be free to do .. 
virtuous actions out of love, but at the same time he 

.. 
acknowledges an 1mportant place in h1S perspect1ve for moral 

restraint, rules and pr1nc1ples. He by no means subscrlbes 

122 to the ~oman CathollC concept of natural law, yet he 

does not promote love and human freedom w1thout boundarles, 

/' restraints and rules. What calls for these Ilm1ts an~ 

rules ta the scope of love and human freedom ln Ramsey's 

V1ews is clearly hlS d1strust of unfettered human W1Il~ 
given the slnfulness of man. The acknowledgement of sin 

plays an important raIe in Ramsey's b1oethlcs. It is that 

sinfulness which accounts for tendencies to selfishness 

and to usurp GOf'S dominlon over creation and I1fe, and 

which accounts for the need for ~estraints. It is arguable 

in this regard that covenant in Ramsey's ethlCs serves not 

only ta blnd people together ln a consensual manner, but 

also ta restraln man's slnfulness by justlfying some more 

or less exceptlonless moral rules and pr1nc1ples to restraln 
/ 

123 human wIll. 

An example of Ramsey's 1ns1stence upon man's 

propensity to eV11 and the consequent need ta Ilmit the' 

freedom to respond wIth unfettered love lS preclsely his 

poslt1on on treat1ng the slck and dylng. As has been 

observed by others, whereas hlS earlier Vlews gave more scope 

( 

~ 

, ' 
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to the consensual perspectlve, arguing for adherlng to the 

wl.shes of patients as to whether ta treat or not, ~hlS later 

Vl.ews promoted as weIl the appllc9t1on of rules and 

'1 124 prlnclp es. The patlent's wl.shes are stl.ll to be given 

consideratlon but Wl thin the framework of a "medlcal 

. cl t l" 125 l.n lca l.ons po lCy' . 

" 

In Protestant bioethics no one glves as prominent 
oP 

and ~restral.ned a place to agapé or love as does Joseph 

FletQher. ror Fletcher, unlike Ramsey, there are in effect 

no restraints or rules to expressions of'loving concein -

what matters l.S only the consequences. In hl.s own words, 

his pOSl tian: 

. .. cornes down ta the beUef that our moral 
acts, including sUlcide and mercy kll"ling, 
are ~ight or wrong depending on the 
consequences a~med at ... and that the 
consequences a~e good or eVll according 
ta whether anp how much they serve human 
values. lrtthe language of ethics thlS 
is called a "consequentlal" method of 
moral ]udgment. l bel1eve that th1S 
code of ethlcs 1S both lmpllclt and 
expl1cit l.n the moral1ty of medical care 
and blomedlcal research. Its reasoning 
1s l.nductlve, not deductlve, and it 
proceeds emplrlcally from the data of 
each actual case or problem, choosl.ng 
the course that offers ~ maxlmum of 
desirable consequences. 126 

.... .... 

/ 

" 

) 

" ., ... ~ .... ~ . ..., .. ....,-~_ ....... '.."....,......~ .. _~" t. ~ w 

., . 
- . 

" 

,p. --



- f 
~, 
." 

f 

~ ", 1 

1 

( 

.. 

Î' 
'( 

i' 

• 
, . 

.'.\ 

~) 
1 
\, 

-, 

-109-''11 

~ 

For Fletcher, it i5 not only a question of 

rejecting 127 natural law, but in effect rejecting normatJ.ve 

or "duty-ethiés"\ generally. He characterizes and diSmisses 

the' latter as fO,l i'-Ç>ws: 
, , 

\ 
In duty~ethics what'is right is whatever 
act obeys or adheres to the rules, even 
·though the torseeabl e resul t wi Il be 
inJ:'lumane. That i5; the highest good is 
not human happiness and well-being, but' 
obedience to a rule - or what rnight be 
called a prejudiced or predeterrnined 
'decision based nèt: on the cl~nical 

, variables but on sorne transcending 
generality.128 

Among the var~ous object~ons rnc'!ii.de to ,this' 

p'erspecti ve on rel igious and other grounds, is ·that the 
.. , 

approach·~tself helps us very little in determining what 

ls the loving and cornpass~onate thing tO,do in a given 

concrete situation. S~nce normative principles and rules 

other than the very general one of "always ensure human 

. happiness and well-be~ng" at:'6' ruléd out of o,rdér 1 the 

co~scie~ce of the decision-maker '10 a treatment situation 

is left ~ith little by way of guide as to what ~s human 

happiness and well-being in this situation. That ls 

'especially so in treatment decisions for disableô newborns 

who cannot express wlshes or consent, as to what they . 
j 

consider wQuld be for their well-be-ül'g. 
,0 , , 

, l , 
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'His approach·tends as weIl to c0~fi~rn rnedical 
, 

resistance to develop and apPfY guidelines and codes to 

assist in rnakin,g treatrnent decisions. - Wi th sorne j'ustifica ion . ~ 

Veatch makes thiEl observation abou't Fletcher: -

, ' 

" 

, " 

, ,. 

-, 
, .' 

his appeal to love cornbined wit~ 
protestant notions of individual 
responsibi1ity for interpreting the 
Scripture make Protestantism ripe to , 
conspire with professional physician 
,ethics' in emphasizing case-by-case 
approaches. If physicians were ~bQt 
ta say that every case 1S sa unique 
that no rigid rules apply, sorne 
branches of ~rotestant ethics are 
eager to provide a theoreticalunder
pinn~ng for that situationa11sm. Small 
wonder that Fletcher finds such a warrn 
beQ in the charnb~'r,s of the medical 
school and the med~car profession. 129 
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c Chapter IV: Philosophical or secular bioethics 

') 
In thi~;irief co~sideration of·philosophical or 

\ 

secular bioethics we cannot hope, nor ~s it necessary for 

our 'purposes, to' provide a comprehensive and detailed analysis 
-~ . 

of its principles and purposes. The much more modest aim 

is simply to isolate and summarize a number of its major 

characteristics. That ~ill,enable us t? attempt in the 

next sect~on a ~omparison between the two perspectives in 

arder to identlfy what it is that is unique about the 

theological perspective of bio,ethics ahd to gi ve sorne 

attention to how that perspective can be protectèd'and 

influential in treatment policies designed for a pluralist 

1. Sources, methodo1ogy and,goals, 
" 

This other, ta sorne extent competing, variety of " 

bloÉ:!thics, is one which 1s largely p~i1osophical and s'ecular 

in expression· and inspi',r,ed by a ~ humanistic ,rather, than ' 
, \ 

religious vision of 1if7. We do not inc1ude. here- th6se 

'b~oethical appr~aches' involving analyses and positions 

~ssentially similar to those' found ,in ~xplici tly' theologica.1 
\ -"' ~'. " 

le?s' striPped of e~p~'iCi'1f ~eference 
, , bioeth~cs, but ~ore or 

'\ . 
"te biblical, theological or 'churcn'authority. They continue 

1 

to fall more readily under the headlng ,of theologid:.al, .éir 
, -', '- 1 
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l, ' 

~ i, 
, rel igious bioethics despi te app~rent efforts to market ; , . ) i --_, 

'1 ". 
them aS'secular, and are not the ones of interest here. , . , 

The analyses of interest are those essentially Phi~'O~:qp~iCë;l;1 9,,' '., 

" , 
in framework, methodol0)P' and te'rminology, though sorne \ o,f, ' 

, .' 

, <1~'" \ 

,1._\ \ 

, , c 

the futldamental c'(ncerns 'and principle's of theological "1 ("'"\ l \ 

" , 
, ~ 'J \. 1 

bioethics are often implici tly to be found as well {.e, g. 

"sa nc:tity " of life re-.émerges, with some differences, as 

"dignity": of life), 

In relatively few cases may one conclude that an 

analysi$ proposed as secular or philosophical is totally 

dissimilar to or at odds with the concerns and conclusions 
!.-

to be.-.Î.O.!dDd in one variety or another of theological 

bioethics. Though there is more concern in the former with 

matters of procedure and process than wi th specif'ip and 

correct answers, principles and preoccupations are often 

similar. The real differences .betwe~,n thJ posi:tions proposed 

by the theological and hurnan'istic perspectives lie not just 

..," 1 _ • ~ .: 

in the "what" (the content) but more in t~e "why" (thè 
. , 1 

, 

'. 

" - ' 

- " 

_ L 

, (" 

, 1 , 
1 

(",~ , 

! 

- 1 

. /, 

c ' 

motivations), That is no small difference but a 'highly 

stgnificant orre,' a subjec;:t to be discussed in the next 
. ,'130 

.section of this ch~pter -' ., 

, ( 

, ',' The common roots of the 'various branches and, 

'. var~eties ?f present day medical ethics in the Judeo-· 

} ',Cnristian tradition, ë;lnd (consequent!y,)', the amount the y 'have 
, ,1 ) 

in co~on is a point ~ade by 'Ramsèy~ arnong others; 

" ' 
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In the flrst place, the Judeo-Chrlstian 
tradition decisively influenced the origin 
~nd shape of medical ethlcs down ~o our 
o~n ttmes. Unless an author ab$urdly 
proposes an entirely new ethics, he is 
bound ta use ethical prlnciples,der-lved 
from our past religlous culture ~ .. In 
the second place, whether our moral 
outlooks are inspired"b'y a' humanistic' 
vision of life or by ~ rel iglOUS 
perspective, there may be a convergence 
between these points of departure on 
the plane Ot speclal moral problems. 13l 

, ' 

!t should also be noted that those who do bioethic~ 

from the theological"perspective will often incorporate and 

use princlples and lnsights borrowed from philosopnical 
1 

ethics or bioethics. There is of couise much precedent for 
" , 

,th~s in earl1er times, the most 'ob~ious example being 

the borrowlng by Aqulnas of Aristote'lian phllosophy and 

grafting onto it a Christian perspective to produce his 
1 

"Christian" scholastic theol--ogy. In present day' theologica'l, 

bioethics we flnd Paul Ramsey for e~ample making extensive 

and approving use of ,the phi~osophy of John Rawls on the 

issue of jus-tice, as fairnes5. 1,3,~ 

A distincti~e feature of ~hilosophiqal ~thics i5 
- , , 

'that its m~thôdo~ogy ;involves (exclusively) the use of 

reason.' Tt 'i5 as,'~ rational 5cienc~ that it weighs and 
, , 

txil'ances ~ar;i.,otls' principles, considèrs consequences" 

êvaluates' solutions and 50 forth. WhlCh does not mean that 

theological e'thi,cs is irrational or non-rptiOl:lal ~ i t- is 

neither. It has long been beld'by Christians thpt the 
/ ' 
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"essential", moral demands of Chrl.stianity (those whl.ch apply 
,!-

to ~hristians- as persons rather than just as 'Christians) are 

justifiable on biblical grounds but also percelvable, ~ 

universalizable, and Justifiable on grounds of reason. But 

whereas the methodology of theological ethlcs regarding,that, 

part of Chrlstian morality not distinctively Christian 

involves both fa1th oriented convlction and reason,~ 

ppilosoph1cal ethics is not relatep to convlë~ions ln that 

'sense. 

Ta indicate the role ~hd goa~s of philosophisal 

ethics or b+oethics, one should distlngUl.sh between ethical 

theory, and·ethi~s.133 Ethic~l theory has to do w1th 

qùestions about ethics, and under this heading various goals 

are proposed: analyzing-conceptsr determining the ~eaning 
, 

oD and 10gical propertiès of words, determln1ng rules of 

, consistency and logic, and so forth. The philosopher R.M. 

Hare noteS that once these tasks are accomplished errors 

in reasoning such as fallacies and .COhfusipns can be 
, ' . 

avoi'ded, mora~ questlons can be answered wi th one 1 s .eye's . , 

opened and the problems 'will not be as perplexing. 134 

But there are otner ,goals as wèll under the ethi~al,~heo~y . ,.-. " 
, , 

'headings .. 'They -include the detel"minin9" -ranking ahd ' 
~ .... c / - _ f 

bali:u;lci~g ,Of various princiPle~: <,e:'.:. beneficencbutonomy," , 
l '. etc.) and efforts to -weave thEf, pr,in,ciples togetJ1er.' in unif:ied 
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theQdes' (e.g.- utilit~rianism,. conseqUenti~lism,' etc',') ~ 'D' 
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As for'ethic~, aS,opposed to ethical theory, 

its goal i5 that of ~oing a step further and providing, 

not necessarily answers, but dt least dlreetions for moral 

ln specifie situations. Whereas sorne twenty years 

focus among phllosop~r~ tended t~ be on ethieal 

~
eory, today the pendulum has swung in the direction of 

;~ '135 
(-'-::-': .Jshedding light on eoncrete ethic~l probll:!ms. The bioethics. 

, area is an example of tt;üs shift as evideneed by an exploslon .', 

,'{ 
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, , 

of phildsophical analyses on every, conceivable sUbJect in 

bioethics. 

2. Principles and theories , 

il 
li, 
" 

\ 

'1 
1 

Similarly to, theological bioethics, philbsophical, 1 

bioetl'liGs cannot of course ~e redu~ed to any' 'si;~le princip1e ']' 
, ,1 

or principles or ranking Qf principles, or to any single 
, 

to WhlCh -al ~ ethicists will'subscribe.':, " ethical the ory , 

'various prinoipl~s and,theoriés;,;I' 
, J , _I! 

Var'ious wri ters '.' w~ II pr0p,0.s-e 

and ethical "answers" or direètions for concrete' issues yJi11 ,'1 
1 

depend upon how the principles are weighed and balanced and 

'within,t~~"context Qf ~hich éthicàl theory . 

, 1 l" 
l' > 1 

~ - 1: ' 

" , '1 

rt wo~ld probably not be over-generalizing to 

,say' that ~he key ~ha'racteristic of pl)~losophical ~thicS',: 

generally, i~~~ing bioethié$~-La~_emphasis on moral l , ': 
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1 1 

'rHthts and the princ;ples 'of autonOITlY' and, se1f ':determination. . " 

T~e robts of this e~phasis gO,baèk to ~he' start of modern 
, , 

iiberal phllasophy and the wrl~ings of Locke an4 ~ousseau, 
, 1 ~ 1 

as weIl as to Kant. Patient ~utonomy was not even referred 

to in the Hfppacratiè Corp~s, nor, untll relatively recent~y 

~,' was tJùs principle tq be found hlghlighted in. any tra'dition 

'~ithln theo)ogiGal bioethics. In medi2al law'cases, esp~cially 
. \ ." ~ 

, th6se involving issues'oT patlent consent, the courts have 

__ strongly under l in'ed 'th~ centr~li ty of thl.S princ'Ïple. 135 

t' 

, , ' 

A decision.would pe, consldered autonomous: 

. if ,1 t deriv:.es from the, person' 5 own 
valuéS and bellefs, 'is based on adequate 

,i'nform}3tion and understanding, and is nct 
q,etermined by internaI or 'external '. 
constraints that ccmpel the decision. 136 

, , 

Cons~qûently, a prinClple of respect for autonomy 
/, ,'\-' ...... 

1,'0 the 'me~ical' ?ontext 'm'e~r1s ~hat patients shou~d be allowed ~:-:<_ 

te make, their pwn chol5==es according to th~ir own v:a1ué,s: and '''',\', 

beliefs" free from pressures and interventi,on~ ,by' others~ no 

matter whether those obhers feel that the risks dl'" 

,'pre'dictable, res\.ll ts of non-int,ervention at"e foo1{sh' O'r , 

, wr.ong. 
-

" y 

" , 

. ' : 

-, . 

- , , ' , , " \ ' 

, , . '1\ s~cond and mpre or less competing pr-ir:lc'iplé 

, and decision~making mOQel ce~tral ta phiiosophicai 

bio~t!'1ics :\.'s, that 6fbenef;,cence'. . _Ess~ntially resp~ct for 
, '1 - .1 - " "~\ _" J 1 

, ' . " 

, 1 \ 1 t " . 

~ , , , ' ". , , , , .. , • J .... ., J 
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greater balance'of good over harm in caring for patients. 

A clear antecedent of this prinèiple. a~ least in skeletal 

form is to be found in various passages of the Hippocratic 

Corpus, especially these; 

l wili def1ne what'I conceive medicine ,to 
be, In general terms, it is t9 'do away , 
with the sufIerings Of the sick, to lesseh 
thé'vlolence of thé~r diseases, and to' 
~fuse to treat those who are o~ermastered 
by their diseases, realizlng that in such 
cases mediclne is powerless. 137 

As to,disease, make a hablt of two things 
to belp or at 1east to do no harm.l~8 

In the context of medical treatment, Beauchamp 

suggests a li~t of goods to be sought and harms to'be 

avoided in applying the beneflcence model. The goods and 
, r 

corre5pondlng harms 'are these: health v. l11nes5; prevention, 

elimination or control of d{sease and inJury V. disease and 
, ' 

i't1,Jury'j, relief from unnecessary pain and suffering V. 
' ... 

\ . 

unneëe~ssary pain ,and suffering; amelioraticDn -Df .hanqicapl:dnQ', 

condi ti'<?ns~ v. harid'icapping condi tion~; prol-onged life v.' " ' ~, 

, , 

, prèma ture dea th . ' 

lt .1',s generally aC,~nowledged that' th'e ' autonomy 

and 'bènef1cence models are in conflict. According to the 

autonomy princip).~,- i;lnd ,model it is, ~h'e patientwho~ çiecl,des, 

a'qou~ tr~atment 1 and his _ best ~nterests are' unq~~stOc>d from ' 

1 ~ , 

are considered 

, 1.> ... "1. • _ , 

tne per,spective, Df that patlent, no one else. 
k-< " l, , J ~ ~ 1 • 

beneficence' ,m6d~i the patient 1 s' -best int~r~$ts 
But for the' ',, 

. 
. \ , 

'f,rom ,the' pèrspecti va' of rnedicine, the issue being what 1.s, ',' " " 
, ~ 1 - 1 1 .;. ... " 
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.. 
" 

medically the best decision' for: this patl.ent 1 the phys~cian 

therefore being the prim~ryGdeci5ion-maker. From the 

perspective of the autonomy model, the primary dànger 

and,l~mitatl.on Of the benefi~ence model i5 that of medical' 
, , 

paternaljsm. F~om the perspect1ve of,the beneficence model, 

the'inh~rent danger ~nd lifuitation' of always re~pecting~ 

'\.. patient autonomy is that patl~nt decisions may be det'rimêntal 

to the1r health. " 

It is still another principle, that of 'trutn~teilin9 
, 

or disclosure of information by the phY5ician to the patient, 

which Underllnes the confll.'ct between autonomy and ,benef~cence: 

It follows from the orinciple of autonomy that the patient 

must be in a pOSl. tJ.o,n 'to make an informed com~ent, which ,. , 

impos~s on the phYsicl.an a, dut Y of, pr'oviding 5uff1C?ient , , , 

" J", , ' 
?nformatl.on., J3ut :apPly~ng 'the prinCiple of beneficence, 

the physic,ian may judge that ;te disclose ir;lformati,on< woul.'d 

" 'seri,ously risk medical h,arm ,to the patient, 'for exampie 

inducin'g depression and j éopardi~ing rëCov~ry. 

While ~f is tempting to settle the matter and 
, -' 

apply only th~ autonomy rnodel or the beneficence model,: (â"'! 
, , ' 

1" .. l ,1 ' 

. , 

..: ' 

, " 

.. '", ~ 

\ " ' .... ' \,. , 

view argued by sorne,) 1 the more reasonab;Le view l.S tha:t the" /, 1 \\ r-

, ' 
" -, , , 

, ' 

conflict i~ inev'itable' and here to stay,; ~,hat each ha s' ,~1') 

important rol~ ,~o play, and ,that in, sorne cases 'the autonorny 
, ' 

model is clearly more appropriate whi,le, ih other- cases the 

,henefi,cence 'mod~l is justif,~?ble. 
, , ~ l ' 

rt' i~:, worth ,not~ng -that 1 

, ' 

" ' 

, , . " 
1 • . \ , , 
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though the 1aw places a very hi.Q..h value on respectiilg 

p~tient autonomy and therefore on the importance of informed 

consent, lt also aCknow1edges tnat there are times when the' 

phYS1Clan may withho1d lnformation if full disclosure will 

'jeopardize pat lent hea1th or recovery. Physiclans may in 
, h th d k th t ' . l Il ,'13 9 suc cases ln 0 er wor s lnvo e a" erapeu lC prl Vl ege. , , 

The poslt1on bf the law is therefore that both 

competlng m'odeIs can be ]ustiflable, that someti1nes (by 

exc~ptlon) a stan~ard of disclosure based on the principle 
l , 

"of autonomy shou1d gl\1e w,ay to a disc1osure' standard baseç:i 

6n'the prl~ciple 6f ~eneficence, but at other times (most of 

the time) a disclosuré ~tandard based on the prlnciple of 

beneflcence shou1d give_ way to one based on patlént autonomy. 

'~ut when should one model prevail _over the other? 

Who S09u1d decide,' patlents or physicians? ,Bio~thicists' 
. r~--. 

pr6p'o~e v~rious arl~,~ers and çr-i t~r~a, but if bo_th ,p'r.~nfiP'les 

are to be vaIued an~ both models retained, th en the mo~ 

reasonable general ~iterion,wotild seem to b~ th~s:, pal~e~ts 
'who are sUbstantially capable of making dect'sions 'should 

normally b~ treated according to the autonomy model - they 

should be provided with 'full discl'osure and be allowed' to " 

de,cd.de about their treatment. But f9r,a patient whose, 

abi~ity to make decisions is ~eriously li~ite~ bec~us~ 

imp~aiI"ed' -Or undeveloped, (e,. 9. d\,le to advanced dement-ia, 
~, , ' ' 
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seri.,QUs ~etàrdatiQn, accident or because new1y born) the 

berteficence model should norma11y apply. In these cases 

treatment declslons should be based upon the calculation 

'of heneflts and harms, and the amount of information to be 

d 1 d Id f Il th th 1 1 t
, 140 

lSC pse WOu a Wl ln e, sa~ ca t:u a 10n. 

Applying these general criteria would mean that 

tre~tment decisl0ns fo~ the seriously dlsabled newborn wbuld 
i 

,be made according to the beneficence prlnciple and model.' 

The autonomy prlnclple and model is simply not relevant to .. 
,n,èwborns. What remalns to 1)e answered of course i5 the 

'p1-ac,e of lnterested third p'arties as regards these princlpl,es 

and models. Within that question are espeGially these two 

~s regbrd$'seriously di~abled newborns: who is the physlcian's 

, "pat~en~", the newborn or the parènts, or both? Should, th'~ 

w~J3hes of parents regarding treatment prevall? The 
/ ' 

"resolution of these questions ,. 'and the responses pl"'ovided 

,~he various branches of bioethlcs and the~w will have 

to await subsequent chapters. -

There are stlll other lmportant pri.nciples WhlCh . 
play a role ln phllosophlcal bioethlcs, though we cannot and 

naed not deal wlth them ln any detall at thlS pOlnt. One 

of these prlnclples lS that of respect for persons. ThlS 

is an essentlally Kantlan prlnclple, and IS somet~es used 

; , 
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as the,p~ihclple unde~lying and justifY1ng those of autonomy 

and se1f-determination referred to above. 141 This pr1ncip1e 
" 

in effect means that man is\not to be used as a means to 

serve.other ends. 

Another principle is that of justice.' It is 

sometimes proposed as a necessary balance between on the 

-,One hand the more indlvidualistic or consequentlslist 

principles such ai ~utonomy and beneficence (the latter 

understood here in its narrow sense of focusing on benefits 

and harms to the lndlvldual'P?tient, not the larger society), 

and on the other hand utilitarian uses of beneflcence in 

WhlCh ~ benefi ts çnd harms tO·.society are calculated in 

terms of aggregate net beneflts, subordinating the individua~ 

to the interests of society.14~ Justice in b10ethics 1S 

applied to a wide yarïety of issues 1nvolving the fau' and 

equltab1e structure and operatlon of inst1tut10ns. Among 

~hese lssuès are the Just dlstrlbutlon of and access to 

hea1th care, and Just decls10n-mak1ng procedures and 

processes about expenditures and treatment. There 15 very 

great ln~erest and volumlnbu5 writing ln phllosoph1cal 

bloethics concernlng the meanlng and lmpl1catlons of Justic~ 

in health care and t~eatment declslons, much of the lntere~t 

undoubted1y stlmulated by the lnfluentlal work on Justlce 

143 by John Rawls. 
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There are of course on-golng debates ln phllo

sophical bloethlcs as1ln ethlcs generally about WhlCh of 

these or addItIonal prlnclples should rank the hIghest, WhlCh 

iSothe most fundamental, whether one or more are ln reallty 

sub-dlVISIons or offshoots o~ a SIngle prlnclple, and 

WhlCh prlnclples are .re'al rÇ' ne;essary to ad'eqUately address 

moral Issu,es. Though the prIncIples In~lcated above tend 
// , 

to emerge the most often, the answers and arguments as to 

,~heir priorlty, number"and necessity are many.}" And 

dependIng ~pon which principle p~edomlnates in ~particular . , 

ethlcal theory, the answers or dIrections provided on a 

specific issue will ténd to be dlfferent. 

A last pOInt to be notedoabout prlnciples in 

the philosophlcal context IS the sort of characterlstfcs 

they must have to quallfy as prlnclples. On thIS Issue as 

weIl there is a falrly wlde spectrum of Vlews. Two ln 

partlcu1ar tend to be genera1ly favoured - unIversallty 

145 
and pub11C1ty. By unlversallty lS meant that a 

prinC1p1e can apply to everyone. By pub1icIty IS meant 

that one should be able to publ~c1y and openly express It 

if It lS a true prlnclp1e. 

Not only do the pr1nclples themselves each imply 

a dlfferent emphas1s looked at separately or ln different 

comblnatlons, but the partlcular declslon-maklng theory or 
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method in which:they al"e used and çombi'ned will', also. ~f 

course co1our the outcome. .J'he three most comm,only used',' 

ethicà1 theories, deonto1ogical et~ics, consequentia1i~t 

~~t,hics and utirlitari'an eth~cs aIl have' their 'p'roponen'ts in 

'0 ' 

, 146 bioethics as they do in 'ethic~ gener.a11y. ' .-
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Chàpter V: 

,1 1 

) , " 

~ (J 1 

\ , .' 

The unique nature and contribution of 
theolR9~cal bioethics 
\'...-. ' , , , 

ln v~ew of wh~t has p~ece~~d then; what lf anything 

is unique in-bloeth~cs about its theological branch, and 
1 

what' can it contribute to bioe~h~cs in gen~ral and newborn 

treat~ent policles in,pftrticular? , Does theological bloethic5 
! 

provide and use theories ~r methodolo~ies for doing ethlcs 

which are not to be found in secular bioethics? - Ob we fi'ncj 

ip theolO~lcal bioethics a ,content in terms cif princi~les_ 

and directions substantially drfferent fro~ that- of secular 

bl.oe'thics? Tc thè second question OUr answer ,is, no; to· the 

~hird questl.on, yes and no. 

, 

- \) 'As for theories or methodologles 'of doing ethic5, 

:o~e èould reply that an obviously -unique feature of 
, \ 

th~br'09iC~1' bioe'thics has to do wi,th. the t'ole of convict,i.on, 

faitb and revelation' found in theological bioetbi~s àlone. 
) , 

Perhaps 50, but we choose to deal with thosè aspects below 

under, 'the "content" ~heading. In the area of , -, 

, j 

, . , 

rn~thodologies'or eth~cal theorles ~here seems no rea5~n,to 
,~. ' 

, 

in~ist that essentially the same me~hods, theori~s and 

emph~ses ,used to reason ethically ln phllosophical bioethics' 

are not- to be found in those workl.ng from the theological' '" ' , 

. ' 

1 - " 

, , 

J. ,_ 

, l'" 
, " 

, ' 
, 1,\ 1 

. ' .... \ 

, , ' 

perspectlve. In terms of methodo~ogy, a deontologist of 

a theolog1cal persuaslon would go about the business of 
-~",' 
.,.~ 
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',~trying",tp solve' an ethicai probl~m by ,apP~Yi,~9 a' principle _' 
o , ( 1 1 ,-

r , ~' or rule' to V~r1~\,l~" an:.e~native actions' in' essentially, the', ,':" 
, , "'7 ~ \ - ' • 

l ~ ~'\ 1 

. ' 
.,... ~ - ! ! 

samé manner as a dEwntologi'st wprking from the philQsoph,ical, 
j,. 

perspective. To anticipate our next point regarding' conte'nt l ' 
l' - -

one);0uld .~dd,~hat they are very li'kely to be' uSing essent1a)ly 

the' ~am~ prr0cip,le or 'rule as weIl - fol" ,example ~ustice 1 _o~[,,~ 

',the sanct"). ty (or digm, ty) of life. In terms ,or part,icula-r ,- ';' 
• ' , l ' , - '\ , ) -.... / 

,b10~t1ti~ists l'one c9uld 'undoubtedly' lqb~i Pau+ 'Rams_ey ,as' /" ,-., , 
1 1 /, 

a deontolog~&t.- , . , 

" ' 
,of ut'ilftar1anism. -~ \ 

, , 
"act:""uti li tar:i;an Il in v;iew' o'f, nis positions summarized a'bove. 

Insofar' as' act-'ut,11itarians are those who judg~ eVery. actJ.qD' , :'" 
- -, 1 -' ~ ~ 'j !, , 

" )' l "-

;' çlCcord.1ng to whether i twill promote t,he gen~ral ~appiness;': 'r" 
, . , 

" if w'e but subst'i tute whaf Fletcher calls agapé for 'gen~ral ','. 
-, , 

\ l, 

, ,t 

J ~~ -.. ' 

r' l , 

~ \ 1 

, 1 

, ~ - ,/ 
• ~ 1. . , 

, ' 

,:happLiness 1 -he wQuld seem to 'comfortably fit the description , . 
, 1 ' ",' , ~ 

{ , " 1 1 : ~ , ~j 

-of this ethjcal th'eorY .. "Whether theolog1cal or' PhilOSOPhi~-al-,' '.', ' , 
, , 1 ' / ' '" 1 \ t - J' 

't~~ act~u~~ii~ar1an'wil~,foIlow ~ssent1ally the·same-\ 

,', fnethodology in sol ving an eth1cal problem - 1dent1fy the 
, '. 

alternative solut10ns, predict the consequences of ~8ch, 

deter~ine a value of happiness (or agapé) for each solutiori j 

, 
and ~hoose as the morally right solut10n the al ternati,v~ , ' , 

With~1ghest value of happ1ness (or agap~). ~ 
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_' L~ ,Its natut'e: - "fr,bm the'ory to, story 
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" ' What then 'of content? .,15 there. a niateriat 
'ri 1 , ' 

l , di'stin'ction to be made' bet\1e,en Chrfsii'an' eth'ical r prinCip,les ' 
\ / - - . ~ 

- r , 

'-, , 
, , ' 

, " l " . "oy "-reâson? 
, , 

A'saiready s~ggested"above" Lf'what r is'~epnt' i5, 
1 ~ / ~ / , , 

, , , 

what ,McCormick t'efers to 'as essential ethics (,demands 
,- -\ ' 

, ' 

thought to apply t,O' af~ersons' as persons rather than, as 

.christians) l4 7 then a r!egati vÈt qn5wer \~ Just~f1ed. ,It ' 
_ ,l, ' r \ 

" 
-' 

; ... l' 

Thomas Aqu~nas and, other.'s' s~nce, but is' affirmed 
" ,J,' _ , ... " t 1 . , , 

in )~'rotè$'tqnt th~dlogy 'ana ~~ethiCs'. ' ~ Gusti:if~o~ 
, ~ ~ 1 ... • \ 1 ~ , , , 

\ ' , _ ~ "t (,," 

" exampl~' wt;''Î te~: , , ", 
, ,-

r- '" 

> t 
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For' most persohs 'invol~ed in" med:l:cal care 
and practice, the contributio~rof theology 

, " ,i s ,~ikeJ y tÇl be of minimal' importance, _ for 
" ,the moral principles ând vëllues' needed can 

, be just'ified'without reference ,to'Gad,-' , 
and ~h~ 'attitude~,th~t rel;gio~s beli~fs, 
'grbund can 'be 'grounded ~n othE?T, ways. ;:" " 
Functional equ~valerits ~f theology are, 
present in the p~ttèrns of actlon an~ th~ 
etDical thought of,persons who find ' 
theology to be a méaningless ,intell~ctual 
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It 15 th,em .argt,labl'e that there 'cay;}' be essènta.'al' 

.identity between the moral 'princi~les and general,moral 
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ùûties promoted by,the01ogical ethics (and bioeth~cs) and' 
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secu~qr ethl.cs (~nd, bioethics). ,But the differenc~,~f 
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. The, place of story l'· riarr'ati v~ or ev-eDt in' the. '. : 

JGd~o-Chri~tla~ tra~ition ~nd i~ the lives of Christiana 
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ryelps' to expiai!), wnat 1s distipct,i ve abo\lt .(jfihstian ~thics 
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.• ' ~,everi though ~oral principles can ,be ' 
Jus,ti'fi.ed without: refêrelice ~o God,:'how' 
the~are accounted fOr still'makes a, 
,di'ffererice fOr :tAe ,mean~ng bt the '! ", 
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',principle and 'hoY-l ït wo:rk's 'to, 'fcrm ' ", . \ 
',inst:i..tut10ns and ways of life that' may , 

_ 1 have pract1cal importance.' TO be sure, 
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r -, '. 1 .' ~ '1 ' 1 , conv:).ctlons 'wlth noni-Christi'ans', but, 
',it' se~m$ ~nwi~i to .s~parate a ~oràl' ! 

'convièt~pn fJ'om the s'tory, that ,forl11s i " 
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. and the p"resent, establish1ng a, covenant with '!'lis people 
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and cal1ing for responsês in kinq. '"rt, is ~c~howledged' py 
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~b~iena~t: 'Th~ Book , " , ' context' - 'the 'even't and' sto.ry ':of, the 
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" ~east' p6e~ not account f'or J those insights abo4t humalll. - \ \ \ , 
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and OhrJ.stlan experience: 
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Thus"the 'hallmark o,f contemporary ethical 
tjIeory: 'whether in a -Kantian or ûtill.'tat'îan 
mode. has peen to fre'e 'moral behàvior ~from 
the' ar.bl. t~ary and contl'ngent, nature of the' 
agent l,g' bellefs, disposi,tions ',and 

, , , cbaracter.... Ethical, rationaJ, l. t'Y -'as,sumes ' 
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to have any',claim to being 'objectl.ve ... .- ' , 
Many thinkers have ~ried to free the , 
'obJecti~ity of moral reason from narràtlve 
by argulng' toat there are basic morql 
p~intiples, pt'ocedures or points of Vl.ew 

,to WhlCh ~pers6n 1s loglcally or 
conceptually èomml.tted wnen éngaged ~n 
'mor~l action or' ,Judgment. This 10gica1 

" .' féature ha,s' been a$sOciated' Wl. th .such ' \ , 
"ti tles 'as' the c'atego~ic~l imperati ve,. the; ", 
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,more 'recently. ,the original ,posi ti-on., Each' 
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take the form of judgments' tha,t ,can am:l m!-lst; 
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,\ hlauerwas" re.fe~ ,to as ~'the 'standard account lof ra"bional i ty',I ) . ' 
\ - .. 

" , 

l , , 

, " 

, , 
: ' 

, , 

, , 
" , 

\ - 1 _ 1'" -:, ", \, l' ' 1 1 _ '- / r /'" 

In ,t~e brief, summai"y tha,t follows we' rel~ largely, on that ,-, 
, ' 

analys~s of Eurrell and,Hauerwa~ alre~dy r€ferred 'to. 

, J 
To"dj,vor~ce moral ~duty 'from traoition, ,nah''',atlv'e_ 

t , , 

:ànd ,personal story j,s undo,ubtedly ,related to th~ t~ndenèy, 
1 __ 1 l ' , 

in od}:' ',timep to fccus on "qûând~ry-typè" problèms ',~, t;hose 
i ' 

, in ~h~ch t~ere' ~s a conflict ~f 6h01Ce$, and thus td m8k~ 
, ,- " ' " 158 ' 

'of ethlcs' a form of 'deCls~on - theory.,' -' By focusing on' 
, - \ ( " 

\ ' 

',thl~ kind of problem (ana that of ~reat1ng a~ri~~sly 

~I '1 

, 
, " 

~ J 

- 1 / ( , 

çlis_ablèd' ,heWb'orns is obvipus~y such- an - lssue) , the imp;re~~ion ' 

\ - ~ 1 

.. - \ - 1 

ls created that we can Justify Judgemènts and decisions mOte' 

l , 

, .' 1 1 

~ : \ ' 

'; , 

\ ,', r, . 

/ - \ 1 

, , , or le~s ,l.ndependently :f, the' ag~,rit ~\u~~~~g,. it 1S not",ai: aIl 

a question ~f ,a particular ~ndiv1àual (or ~omffiunlty) 
, ' ' 

" , 

,/ ' 
, 1 

- " 
- 1 J, 

~eoiding'" wi th partlcular' convictloris: '~d 'personal -(or' 
< ,'./ \ 1 " 

, ~ , / , 
-'", , -

, , ' 

\ '1 \ ~-

èarnmunal)' story -, 'thosë reasons arid bel ie~s are unl.rtlpo~t'ant--- ~ '" - l " 

l ,! - ~ - ~ - \. 1 

ard ,e,ven mispl,aced adcording to this 'vi,ew., In ,other words. ( i , 
,,~'\---' \~ 

" 

l' , 

\ , 

-., , 

" ' 

, " 
, 1 

, " 

simply ignores the fact th,at most of th~ 
convictl.ons that char'ge. ,us morally ar,e' ,like 

-':thè air we breathe - we'never no·t1ce them, ' 
'and' do not do so pJ;'e'cisely because they 
,form us not'to desctibe the warld in certaln 
ways and not to make certal.n matters subject 
to, deCl S10n .... ' These are not matters that 
we need to artlculate or decl.de upon; their 
force lles rather in their not belng\subject 

',n to decisl.on. And morally we must hav~ the ',_ 
kind of-character that keeps u~ from l ;., ~ 

'sUbjectlng .:them to decision.15~, " 'l" 
l ' ~ \ ( 
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, ln 'foc'ùsing almost e:)Çcius'i~e~y on problems, and 

decisl.ons·~ the "standard account" deals inadequately or 
~- , ~ ( 

,--,. 

not at aIl with character and its for~ation. It is not' 

'on1y in the context Of decisîOns'~ oùr character or 
- \ \ 1 -

~disPO,si tions are important, rather i t .is charé\ct,er, 
... r', 

, ~ , 
" 1 

. ( '-

J- ' 

inasmuch a~ It is diSPlaYé~ by a narrati~~,' ~ 
that proviâes the context necessary to po~ 
the terms adecislon, or to determirle 
whet' a de 'Slon should be made at aIl. 
We canno ae ount for 'our moral life sole~y 
by the declsions we make; we ,also need the " , 
narratives that form us to hÇlve one kind of: /'./'/ 

, character' rather than anoth,er ... , As our ~~/ 
stories, they will determine what kinfl---o-f 
m?r~l 'cons~deratlons - that lêJ..~-t 
reasons - will cO,unt at ~-uu 

-------------
Ma~ing rational'i ty i tself the ohly judge 'of mora'l' 

~,.'è'Ol"l~'-l~t 'fos~ers an- erroneol;1s explanatior)' for mor.al conflict-s,; / 
J, _ \ 

- , and thùs' obstr'ucts efforts t@ reso'1 ve 'them' at the relevant 
1 "' r _ \, \ " l , 

,,-

, ' 

--,,, 

- 1 

, , 

-,~ 
~,' 

/ ,', 
\ <, '" \ 

, -, 

, ' 

~ - ' 1 ~ 

• .r ~ • 

, \ , 

,level. Contemporary ethical theory tends - to a'ssurne that moral :. ' , 
'\ -, ' ... : i 1 

- " 
, - '\ 

disagreemeht,necessarily involves differénces about a moral 

pd',nciplé (e.g. aIl life i5 sÇlcred)-'or 'about 'a qulstion of 
, , 

1 1 , , 

fact (whether the fetus or the newborn i5 human Ilfe). ,But" -

i!1' Te~~ity those f()r and agal'!lst abortion or euthanasia for' , 

'example, very possibly disa~re~ more because they have quitè 
" 

different perceptlons not about princlples or facts but , 

about the notlon "abortlon" or "euthana'sla", a dl,ffer:ence 
, ' -

1 ., 
'l __ 

_ r J { -

, ! 
1 , 

, , 
~ependént upon different narrat~ves or stories. Regarding 

'J, apo~tion for instance those stories might be about the place 
t - '1 \ \ 

\ 1""' • l , 

i, 
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t 

,.' of ch~l~~en in m1'1~fe, rather than about a' prlnciple 
, ," 161 
'such, as the'sacredhess of life. Attempts t6 find 

common ground.woqld ,then be misplaced and hon'--product1vfi! 

,~r, they fqcus, .. s~mply on whether abortlon for 'example is, " 

, 
" 

It' 1.8 worth not.ing that phiIo$ophers themselve~ 

are ln ,sorne cases weIl aware of the lim1.ts of rationality 
J 

~~'irr re~pects 8imila~ 'to·those discussed abov~. James 

: '. : ',-' ·Racbels 'for' exa~ple 15 prepared to adln1t that the "caring'! 
, ' , 

,- , 

" factor ls too seldom co~sldered in ethical disagreement, , , 

'and that such dis'agreements tend to be attributed to a 
, , 

failure of rationality on the part of one or another'person 

"while it,might simply be that they care about different 

thi'ngs and are different. , He acknowledges that, " ... for 

anything to count as an ultlmate' reason for or against a 

iourse of conduct, one must care about that thlng in sorne 

, , , -, 'way. In the absence of any emot1.onal 1.nvolvement, there 

, " ..... . '. , are no reasons for act1.on". 162 
, . 

.' " 

2; Its contributlon 

Becomlng more specIfic, what then can be the 

un,lque contributIon of theologlcal bloethics to bloethics 

\ . 

,\ 

and bIoethlcal pollcles? As already suggested, that contributl0n 

will not be new in content, but 15 more a question of outlook, 

in~erpretatlon and convlctlon about what counts, what matters, 

about human belngs. Theologlcal bioethlcs does not have 

\' 1 ~ 

'" "' .... " 
1 
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: ' 
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j' 

, .. 

f J, 
, ......... ~ 

l ',_ . ' .. , , 
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\ 
inherently wlthin it aIL' by ltself detalled moral pollcles 

for every speclflc blOmeQ1Cal posslblllty, particularly 

not ln our pluralist soclety. But lt can contrlbute ltS 

collective lnslghts and remlnders based upon ltS responses 

to new blomedlcal challenges in the l~ght of the Judeo-

Chr~stlan events and narratives. 

A. Respect for Ilfe - the me~ally handicapped 

\ 

Flrst on thlS list of attitudes and convictions 

would undoubtedly be a respect for the sanctity of life.' 

Having already lndicated above th~ centrality and theological 
> 

reasons for that Judeo-Christlan attitude, partlcularly the 

narratives of creatlon and salvation, we need 'not do sa 

again. But ~ethe~sue i5 newborns or the aged, the 

convlctlon tha~l human life is\ to be respected and loved, 

and that we may not unJustly endanger or take Ilfe because 

lt ~s God's, stands as a remlnder and accusatlon against 

aIL attempts to treat persbns functlonally or as means to 

some professedly good end. In thlS regard, Judeo-Chr~stlan 

bioet~lcS lS not as bound as lS phllosophlcal bioethlcs to 

confine ltS moral reflectlon to the eXlstlng soclal 

framework and structures. Whereas an excluslvely problem-

orlented ethlcs'assumes the eXlstlng socletal framework 

in WhlCh the problem arose, and sa tends ta be a conservatlve 

force,l63 that need not be 50 for an ethlcs Whlch need not 
-~~ 

take the eXlstlng world and scheme of thlngs as a glven. 

/ 

'r 
", 

~I • p .... , . " 
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Theologlcal bloethics lS thus free (and even ~a11ed to) 

sometImes p~~~ the role of prophet by uncompromlslngly and 

in\slstently remlnding bellevers and others that if the Ç) 
threat to llfe or lIves requlres structural changes and 

re-orderlng of socletal prlorltles, It should be done. 

An Instance of that may weIl be the mentally 

handIcapped, whether newborn5 or not. Arguments are 

/ 

sometimes made (and, aS,we shall see sometImes lncorporated 

or implled ln pol1cles) that our SOcIety cannot afford to 

, 

treat and care ,{0r the mentally handlcapped because that 1mposes 

limIt5 on the quallty of llfe of others not so handlcapped. 

But the serlOUS ChrIstIan or Jew would r;espond that If 
• ! 

there does Indeed have to be a cholce,/ let us change the 

priorltles of SOcIety to accommodate the care and treatment 

of our mentally hand1capped brothers and slsters. Arguably 

the real problem 15 not whether we should care for them 
\ 

(which should not even be at Issue or requlre a decISlon) 

but how we can change our unJustif1ed sOCletal expectation5 

of an Increa51ngly better way of llfe for the maJorlty 

when that way of llfe 15 bought at the expense of a few of 

1ts weaker members: 

For the Jew or ChrIstIan ln thI5 debate the 

pOSItIon seems clear enough. The V1S1on of life, they have 

to offer is based on God's calI to care for and love the 

'j 

" 

, ) 
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, 0 , 

sick and the .weak as God ).ovèd ~s. , That incl udes gOlng , 

beyond the bounas of (though not against) reason alone, ' 

since that calI, demonstrated most vividly in the event 

and narratl ve of Jesus, l'nvol ves being perfect as the Father' 

is'perfect. ThlS will nece~~arliy ~ometirnes inv~!v~ gOlng 
, . 

beyond the humanly possible and even the humanly desl~able,' 

since it w~uld'no'doubt cost us aIl more in terms ~~ money, 
, ' 

effort and care'. ~ut there ~s an inescapable noté ',of 

• 1 

• j, 

" , 

ra~icalis~ ln this pèrception and'attitude, one w~ich 1 

cannot av(nd 'puttIng those ,who' act on i t and. urge society' .. 
" ' 

, , , 

to act on i t ln a state'.-Of tens10tl Wl th the re'st of society.- :"," ,'. ':, \ 
, , 

ln the final analysi~ 'the one inspi:t;'ed by the JUdeo-c'hr:~~~i'an'" 
.. ':;r . 

..... , _. ç, r ~ J i 'f J 

tradition can 'only.say: 

"' 
( 
,0 

" 
<\ 

l cannot deny this care for my retarded 
br,other even in the name of creating a 
bètter world for aIl "humanl ty", or for 
"my already exist~ng family". A world' 
'50 created or a fam~~y 56 sustained cannot 
be "bekter"; i t deafens me to the call of 
humanity thlS one child offers me ... ~. 
The Christlan's dut y 1S to care for the 
weak, and no Ilmlts can ,be placed on that 
demand ~ .. the Chrlstian's care (or the 
weak emb.odies no grand humanistic vlsion, 
but dnly the idea that ,regardless of its 
accomplishments, 'nQ,SOcIety that fails to 
care for retarded will be worthy or 

·'Qumane. It ,15 Just thi Si klnd of VISIon 
that,exposes the sinful and power-hungry 
pretèRsIons we hide behind our clalms to 
serve others in the name of humanity. No 
such humanity eXlsts except as it is 
found in a child who must struggle to 
speak his name.16~ , 
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l , 
:At the same time; Christian ~xper~ence and 

l 

~onviction can contribute by challenging the assurnption 

so~etimes found ~n mediclne and elsewhere that there 15 no 

good beyond what we can accomphsh 1!.:t'e ànd now in thi5 life, '.' ' .. " 
, ' 

and, that Ilfe ~s an end ln itself. There ~re in this a55umpti6n 

the seeds of an idolatrous attitude to life., Divorced 

from a theologl.cal ''èontext ,in which God, not man, is 

,acknowledged, to be the J:,ord of life and' death, that 

assumptlon ànd attitud,e,tend te foll.9~ readi;lY, and' , 

fever~sh: eff6rt~ to su~tain physical life af ail costs 

displace the tradition~l Juaeo-Christ~an outlook that we 

are hot obligated to protect life as if ,it.weie an end in: 
1 

. i tself. Iâolatrous r~verence for life ls no part of re5pec,~ 

for the sancti ty of, life,' for, in the- words of Barth, "Life . ( 

ls no ,second God; and ther'efore the res'pect d,ue,to it 

, i 

, 1 
; . 

-, ~ " - 1 

, ( 
'<\~ 

1 
.' -

c~nnO't rival the rev~rence owed to God" .165 

B. Attitudes ~ openness, and awareness of,f~nitude 
and sinfolness 

stll1 other inslghts which Chrlstlan experience 

and tradltion lS able to contrlbute to bioethlcal debates 

and pol~cles are more in the nature of attitudes than 

content. Here we will suggest only two, both of which flow 

from the earlier descrlptions of the highlights of 

theolog~cal bloethlcs. One of the se ft~tudes i5 what 

.. ~ Gustafson calls an "attitude of openne5s". As with 
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'other outlooks." themes_ and'-'àttitudes referred to heré'.! this' 

one lS not necessarily exclusively to be found in the 

Christ1an trad1tion and consciousness. but 1t 15 to be , 

found'th~re 10udly and clearly. We agree with Gusfafspn- : 1 

" -
as to its ~entral1ty-and meaning: 

, , ' , 

,f ~ 1 1 

) , 1 

\ 

, , 

The att1tude of openness coex1sts with thè~ 
attitud~ of resp~ct: where~s respect curbs 
openness'from becoming a license for, 
,heedless 1ntervent1ons a~d 'explorat,ions, 
operyness keeps respect from'becoming 
,dogmpt~c-and 1dolatrous. 67 

l ' 

, -, 

l " 

~he attitude of openness could be said ~O ~n~+u~e 
l ,,' , ! \ ~ " 

, , ',' under" its ,l:lmbre~la ,at least two' re1ated -e,leme~ts' cent'ra~ ,to ' 

, ,,- ,'. ,-,',~ "qhr'i.?ti~n ~orali ty.' One, lnvol ves the notion ,of 1 man a~", ' . 
l, ' " 

p '1 (_, ( 1. J i ~ 

.,',' - ~(, - , -:: ' \ ~ :. 'l,c~.c~-eator" or "co ... ac-tpr" wi th God, acç:.ep.ting' his God-g~'v.en 

, '. " re-spon~ïQil'i ty to shape th1S. world, resp~nding' ,ta the ~ew', 
~, ) ~ ~ \ -

, " 
1 \ ,'" 

" 

~l • ~ --

) 
, 1 < \ 

-, , 

~ \ 1'..._ 

- > 

( { -" -

, , 
1 

/ , 

'(' ' ',)~ r 

1 \ - ~ 1 :, ... \ ~ 

,-

.. , 
and evolv1ng conditions and chal~enges, ln our case, in the 

\ " ... _, 1 ~ 1 

,"arella' Of'b1omedicine.- From Christ1an tr;adltion and 

) 

, , 

experience we can deduce that the unfold1ng of creation 

with its new conditions and challenges is not haphazard 

Or; accldental, but the God who creates and preserves life 

aiso creates the new possibilltles call1ng for new and 

creat1ve responses from men. We do not necessarily agree 

with Gustafson that these respanses involve, lia reordering 
, , 168 

of accepted values" or that new posslblli tles for the 1 

~arger communlty should be pursued even at the expense of 

irreverSible, harm to 1ndi viduals .-169 It ought to be 
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'p05Si,8ù.e,\anç:i 15 d'esi~able ln o~r yiew to respond tQ those 

" ' 'new' condi ti~ns and possib~-li ties in 1 fai thfulneSs to basic 
) \ - , 

.. ':.-,:' ~,' ,': ,\' Jj..rdeo-Ch;lstian and humamst;:ic' values " and wi thout buying 

t",", ',' ,,':' ',-- f:,':,'_ ~;'7hnOl0g1Cal and other advanc;:es at t,he exp~nse ,of 
! ' ! .. , ... -', " 
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Clearly traditlonal valu~s must he, further 
~....,. ,-"" l ' 

re'f.ineq and balanced -to rneet n~w challeriges ,and cornplexi ties. 
- , , ' :y 

but it, i5 'doubtflll wheth'er new.conditj,.ons seeming'to cà;ll 

for a, "reordering" of essential 'val'ue$ or :t:..hreâts to 

,individuals for the sake of -the larger ',comm~n{ty really , 

are 'God-created condltions and ,calls. 

An';' atti tude of openne'ss -in ac'ceptïng, the 'raIe of 
l' 

"co'-actors" in God' s creatlon, ls ~i,rectlY relevànt' 1::0 our 

issue of treatlng disab-led,-neWbor~~~ TC? establish' that 

this attitude and convièt:ion i s indeed anchored' in the' , 

JudeO-Christian tradition, i~ to re~ute tnose who feel that 

',rt;laking life and death treatment decisior'ls is riecessaroi'ly, '-, 

".plaYlng God". On the contrary, such declslons _and 

interventlons, lf respectful of 11fe and that lndividu9l 

life, are not instances of "playlng Gad", but of carrying 

out one's GOd-glven' mandate. 

'1 ' 

Another and related'element which ,could be 

included ln this attltude of openness has to do with the 

"natural law". Openness ta on-going creation and new 

possibilitles forces us ta escape the confines of an 

, ' 
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un,cha~~i~g ,and, [ixed naturql law ,view' ~:f mar;" 'the, ~,orld. ~~(t, 
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mor;al ccmduct ~ ',Macquarrie. 'à'cknowledge's 'the .. enduring 
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legitimacy of tpe con~ePt'ot'n~~~r,al. law, but ,a~1s: 
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_ M~or,e and more, man takes over the cÜrection' 
'. ~, of ,"nature" - both external nature and his· 

0Wrt nature, that is to say, those elements' 
of hfs being that are simply "given". As 
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\: "thi~ ~rocess goes on, it ie clear that 
','nàtural law" ... ' must have flexibill, ty. 
,What might' have been against natural law 
at one time may not stlll be against 1t 
,as man, fulfllling his destiny, reshapes 
'his own "nature" or develops it or reduçes 
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'mentation , genetic engineering or treatment decisions for 1 

s'é~iously disabled newborns. We are, after aIl, finite 

human beings, our judgement and pawers of predicti?n and 
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nevert,heless mediated through the. ,experiences,. 1 interpre~aticm,'s 

and language of flnitè, Imperfect and culture-conditioned 

human belngs. That belng 50, there will always be a 

degree of uncertalnty about how partlcular prînciples and 

,~oral precedents should apply ta new biomedicaI compleXlties 
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and problems, and a constant need ta re-examine, re-experience 
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, C. , .. : Contr:ibutiflg t'o policies in a pluralistj,c con'text 
.three rnodels' 
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If th~olQgïcal 'bioethic~ ,has, (h~~inc,tiv~ features ' 
\ ' 

and ,~6mething to contr'ibuté to: t'he ~~â,~~~ta~din'g 'of biqmedi"991:' -, ,- , 

\s-s~es such as ours" ,the nex't' 'question 1s exact-iyhow: have 
\ " " , • • y 1 __ l \ _ 

t,hose exp~riences and insights contributed to and bèen , .-

p~colruno9a.ted wi thi~ 'poli.cies. ,and how could they best., 

c;Ohtc ib\1te?( .' Tn~( :typè of poliéy of . intérest -·to ,us' on the: : . l" , ' 

r " t' , ) 1 , - 1 ~ ~ f , ~ , 
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~ , '-'subject of ~er:lJouÙy disabled ,newborhs' will' include ih the 
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,~-, ' ','first place upol icie~1I i'O <:".:'~om~wha{ vade,' sense - the 
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\ ~: pal i~'~'e~ Whl,c;h we can co~s,tr.uct f:rom' ti;\~ actual ,practices, ' ...... [, .. , 
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ahd Yiews of physicia,ns (the l!iubj_e~t of 'Chapter VII). 
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se,condl,y, they wl.ll b~ policie.s, or guidelines 'in:.the 
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-regulate~' d~,~-i~{on ... mak~rs:"" includ~~g. ti-lOSe proJDosed py ',- -
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In·the course of the next çhapters we will be, 1 / 
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,: ad(dt:'es~ing' ~ssent~àlly the same questions toa,li those 
• ) .... ) ,~ : l 

the", :,' , "',rI", <',', 
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" . th'eological perspectl ve . made to those attitudes, practices , ,- ~_ ': ;-J_ 
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" J, ," " • ", ,fo~ :of pOllcy, namely, what contrlbutLon, l f ôny, has 
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_.'and policies, and how, lf at a11" have they acc,ommodated ( 
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that perspective (or better, tho/se p-erspecti ves). gi ven , ,; , 
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t~e plurall.st context Qf our society. 
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ln this section of this cb~pter,', pur aim :ts 

,simp'l y to 
> ,,'l.' ~ ! - r ~ 

identi fy in very' genera;I. ',t'e'rms the oPttiOt,lS' .. 
l , ' > ! 

avai 1ab1e, regarding the role of th~ theOl~Qic'~i 'perspe~ti v~ 

in any neonatal treatment po~icy',' wi thot;It at thi,s s-tag,è 
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, -, dist1nguish1Qg between the types of, policy. A'lso' to oe, 
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suggested,he~e will be 'a preferr,~'opt;on, bne which i~,' 

'ar'gu~~:by the"~ost cQns~>nqnt w11;h the dynam1-cs and ~nsights'-- " 
~ ~ ,(,/ \, ) \ l, ( _ 

. l ,of ,theo1,og1caL bloethiès,.' At this stage those' options 
\ 1 .... _ ... _ l' 1 -. l, - , 

\ '- _ 1 

\'li l ~ 'on1y' be skets:be~ - ,1 t r,elT{qi~S' ,ta, the ~ext "chapt'ers 
, '~,' , \ \ l , 

, J to' determi'r-e' whetQ~r that proposed approach 'is"worka~le 
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and to what extent if any'it ,can'alreadY'be'di~c~rned in 
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We' subrnit thatgiven our pluralist context, those 

,il)te~~stt=d' ln', 'having tJJ';'~1 ~h~O'logi~al ,per5pecti ve" ',or, ~ 
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.p~rti.cu]:ar" ,theoJ,.ogical .tr:adi t:ton, il1~orpqr~tèd' in't<D fi 
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'~re~tment pol1cy,' have esientially' only 'th~e~ routes'io, 
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" , , f"ollow. '. In efaêh c.ase ,Pic:'t.urre ,~ group, ofp,eople s~tt'ing 
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tn this mode1 those a~ound the tabl~ are aIl 

'rnembèrs or a part1cul~r religious tradit1oh. . ' , 
mandate 15 ta design a \ pol ic'y or gU1d~lille ~ 

is expl ici tly and more or less excl\.ls,iv~I'y", 

theolog~cal 1n expression, argument and 

treatment options, one lntended to operate 
, , 

in a ~e11gious hosp~t~l or 1nst1tution or 

association. 
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o~:f~\t-'e,pea'b;, SOJ!'le' .tradi t~oncU Chr'i s,tian 
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frrunor,al tre~tment. oP~icn~; 'but- ao~~ not 

,:attempt to come' '1:0 9rips wi th sÇ>m'e or the 

',tnuly complex ,and perplexin,g' ethical 
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p~ti,ents and 's,ome .of' the sta:(f of thp.t 
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, guiding prinçJ.ples, 
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.'~Oll}pieXl ties and posslbill .. tles ' hy must, , 1 

" 1 
/ l " '\ / , ,-

, respond "to , but also much to Iearn, frphi ' 
, / 

the1r ethlcal insights and convlction~, 
" 

" 

'f ~, ..... 

and those of the philosopher as weIl. He' , , 
,} ~ .. 

, ' 
listens as much as he speaks, and when he 

" ' 

s~eak,'he does not preach, accuse others o~ 
, -

'moral ignorance or inSl'st that h;LS con.viçtions~ - , 
_! l \ -' -and a~tl~udes are the whole truth. 
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" . ., 
He and othe.r's strive for'às much moral 

. consensus' as .pos~iblè, ,attenrptH;l9,;to . 
( . . - , , 

, ' 
"i~nclude in the pblicy, as much' e:thl,çal, 

.' , 

'!) .. 1 

;groundwork and moral sub~ta~ce ès 
, ~, ',,, ,-

. possibie, 'and tb provide as much di rection . ' 
" ' 

, , 
" r 

, L 
.. -" , ,~~s.'they can' agree',ol1 '{or the'compl~x 

, .' - \ (, " 

_.,: 1 .... , 
1 1 1 ~ 

~, 

- " dilèmmas ~nd,co~~licts which physicians 
" 1 1 - , 

and,parent~- a~d institutions fac~. Eut 
, , ' 

1 

, " ~ 1; 
~I.\, ' __ , ~ 1 ~ - _ ")' • ~' ( \ J ~ \ , • 

'~hey,~lsa le~ve as much room as th~y ,cab 

. , ',";"""",-,,' ,'-,,'f '~.,.hthïn the,mor'al and legal parameters ~'" ",' 
t L, 1 " ~ \f-~ ..: 1."' :.,\'" 1- /" ~, ~" , 

, " 

, 
, \,\1 

,t" 
, " 

, \ 

-

" \ -', 'agreed upon to accornmoâate the difter~nt--

views an,d c'ony1ctions of 'the p~t;ié~nts, 

Ph~sic,ië3.n's-' and 'f~;nilies of 'var'ious " , , 
, " 

, -", 1 , 
~ , 

, ' , 
, ' 

; il \ 
're~i.gions and, other tr'e'qi ti'ons maka:,pg up' 

" , .' - ',the pl'uraJ. ist mosalC. 
\ \ ~ , 1 

'_, r 

" 
, \ 

, ' 
Those descrlptions of, three possible stances :~,~ 

, " "th-eologiaJ1 could adopt towards the maklng of pohcy a1"'e 

" 

, , 

, 
.' , 
r "'," 

, l ,_ 

'.', ... -',' 'of:; course somewhat ~:>lmplistlc' and overdrawn. Obviously' the,,' 
, - t - " ' l'} ,1 1 

, , , 
, ' 

\, ; 

\- )' '. :;. 

- f •• 

-i' ~' , . 

'- -' 'Ii \ 

"reali ty' 1'& more compl1cated and one could no doubt add n'lore 

moclels tQ those three. But hopefully the three models 

ne.v,erthele5s illustrate sorne of the major role eholces ,ta 
\ or l 1 

" , , , , 

" ' 

, , 
~~ fuade by theologlcal btoeth1clsts regardlng the place and 

i
f
- t: f' , , une 10n 0 theology. 

, ' 
Our own preference ls for the third 

option, as may have been apparent to the reader. In view of 

that choice, further explanatlon and evaluatlon i5 in ,order,. 
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The descri,ptd.o~ of' the fl rst mod€!l i s not meant to 

pejoratlve about the r01e and lmportance of pollCY-

aking ln rellglous instltutlons or aSsoclatlons. The 

ommltment a~d values of those who practIce ln that context', 

cfin or course be admi rabl€!, and equêllly the pollcies and ':. 

"prac:tlces can be ,,:fai thful and sensi tl 'Ile reflectlons of the,'

theologlcal, perspeo~i ve of that rellgious tradl tlo,n.. But 

'the pluralist society,is not ln thlS 9ptlon a primary 

, , 

1 --

" -

,,' If 

, 
, ' , 

, ' 
" , 
f' 

consideration - ln theory at t~ast policies in that relig'~o\.H3, " \' , ," 
, ' 

- '.' 1 l' / 

'-\ - . 
\ JI, 

/ 

. context can êlsSiuroe su ch a large degree of idelltl ty in 'the ", 

Aorief3 which nourish their fai t~ and in thei r shared mo'ral 

val ues and conduet, that they can skip over, the most 

difflcul t (and yet creatl 'Ile) aspect of moral por1Cy ma~Üng, 

----- ' that of partlciP~g-~th others of various 

'secular "p~lons" J.n th,e task of flndJ.ng 

relJ.glolls and 

corrunon grouhd 

yet respectlng and incorporat~ng in~o pollcles dIfferent 

e~perlences and VléwS. In fact sa mueh can be shared ln a 

rellglous lnstltutlon tha~ expllclt pollcles or gUldelines 

are often felt to be not necessary - they are for ObVIOUS 

reasons most d~slred or deSIrable ln contexts where there 
.-

is 'most dlsagreement about assumptlons, values and moral 

conduct. That there lS that dégree of agreement ln those 

,rellglouS' contexts lS surely not a faul t or dt:-awback - qUI te 

~he contrary. But glven our Interest ln policy-maklng ln a 

plurallst eontext, this wlll·not be the model of most interést 

to us. 
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.... 
The second optlon as weIl 15 somethlng of a 

construct rather th an a llkely real~life reallty. One can 

hardly 1magine a theologian actually belng qUlte that heavy-

handed and crlt1cal ln that plurallst context. Yet it does 
l ' 
\ '-allow us to plnpolnt a p~rtlcular attltude WhlCh 15 at 

\ 

least occas1onally temptlng for a the'olOglan ln a' Ibl urallst 

~ , context. But not only 15 that'attltude covnter-pfoduc~iveJ 

: ,',' '"",,," bùt a Iso a m1sreadèng of the roI e and place of ti~~ . 
I! ,,- \ 1 theologJ.cal persp,.ectl. ve. - ,'\ ',~-

1 i ' r .-' -- ) \ ' 

w~ may, p~ej:~ably apply ,'at this point ttle labels 
, ~" , 

used by G~tais~n in discusslng the social roIes'of the 
J _---- J ' 

, . , , ' '" ' -------- , l 7 2 
;' ~-=thêo,l~,9,Hm J- ,those' of preserver, prophet and part1clpant. 
:~,,' 

, { 

1 \ 

" \ ' 

,B~rrowlng ln'~ome respects from the typology of H. Rlchard 

Niebuhr. Gustafson suggests that as prophet the theologian 

woald feel called upon to preach loudly agalnst the eVlls 
" 

; T \ 

l' ' of 
1 

his tlme. to lnsist upon the absolute wlll of God. to 

withdraw from contact wlth those Judged to have forsaken the 

true path, and to be more or less lncapable of coplng wlth 

the reallty of a plurallst soclety or partlcipatlng wlth 

ethers not of hlS convlctlon as an equal in moral dlscourse. 
, 1 • 

This model of the theologiari as prophet would seem to fl~ 
, , 

our theologian ln the second model. For essentlally the 

same,reasons lmplled by Gustafson, we reJect that approach 
l'· 

~s,inadequate lr our context. There are of course important 

, " 

, , ' 
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and needed f1ements ~n the prophetie role of the th~olog~a~ 

there w~ll be times ~n any context when ev~l should be 

clearly and loudly ra~led against. But ~f that ~s aIl 

~eré lS, or lf It stems from self-r~ghteousness and a 

sense of Infalllblllty, lt 15 l1keller ta close doors to 

~nderstandlng than open them. 

The thlrd model ~s ou~ preferr.ed bne because ~t 

seems to most reflect what theology and theological 

b~oethics and the theolog~an ln our plural~st soclety are or , 

,should be. The theologlan is one who reflects wIth others on 

'0 'the meanlng of human eXIstence, on God' s act-'l VI ty ln the world 

and the values and moral conduct WhlCh accord wlth God's 

w~ll and' actIvlty, he lS wllllng to work wIth others to 

shape the human processes and Insti tutions WhlCh cab 

promote or ~mpede the dignity of man and moral conduct. 

Among those processes are most certaInly those Involved in 

blo~edlc~ne, and among those instltutlons are most certainly 

hospIta1s and neonatal unlts. 

That third option is close to what Gustafson calls " 

the "participant"~role of the theologiat:l, the one he endorses 
,.f 

as the most fitting for our times: 

Î , 

• 

j~_.~. 
\ 

, , 

l 
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," , 
The participant stands between the types 
of prophet and preserver; in another sense 

, it draws elements of each and moves beyond 
'-..., them. Th.§ particlpant lS wedded nei ther 

to the condemnatlon of the eXlstlng state 

; ~,,~'... ".. \ 

-. 

;l' 

of affalrs, nor to whole-hêarted support 
to them .... He is actlvely lnvolved ln 
the shapIng of events and ln the development 
and reorderlng of instltutlons .... He 
represents a pOlnt of Vlew about what the 
primary purp~ses of human eXIstence ln 
community and history are, about what the 
quallties of life ought to be .... The 
partlclpant 15 one partner among many ln ' 
the human conversatIon that wlll glve sorne' 
determlnatlon to the ways ln WhICh men use 
their technical and polltlcal powers '" 

. , - he is oriented toward policy and toward 
actions - those of persons and of centevs ~ . 
of power, established and nascent - that 

.... ' • 1 

glve dlrectlon through purpose as men mov~ '. 
toward God's future. 173 . 

In thIS model the theologlan or' theological 

bioethicist recognlzes that ln our plurallst society ~o~al 

consensus on every aspect IS beyond us. We may weIl agree 

on sorne baSIC general prlnclples such as the sanctlty or 
0, 

dlgnity of 11fe, and that would of course be a crucially 
• c 

Important starting pOlnt and gaIn. 
<, 

It is at l~ast 11kely 
, 

for example that the phIlosopher slttlng at that table with 

the theologlan mlght agree wlth that princlple though for 

humanlstlc rather than theologlcal reasons. After aIl, 

sorne phllosophers do attach a very hlgh and normative value 
'. 

to the inherent dignity of/man. Shils for example writes: 1 

'o. 
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"'The c'hief,affl'rmatl.O'n';)r th'e prot~
~éliglOUS 'natural metaphysic' is the 

:~~firmatlon that life ls,sacred. It 
, . \', 

, ' 

1., 

" 

1 _1 , 

is believed to be sacred not because it, 
is a manIfestatIon of a transcendent 
creator from whom llfe comes: It is 

l' ·belleved to be sacred because it 1S life. 
~he 1dea of sacredness lS generated by the 
primordial experlence of being allve; 
of experlencing the elemental sensation 
of vitallty and the élemental fear of its 
extInction, man stands ln awe before his 
o~n vitallty, the vitallty of his lineage 
and of his specles. The sense of awe 15 
the attrIbutIon and therefore the 
acknowledgement of sanctity.l74 

Whether phIlosophlcal or humanlst adherence te' 
the sanctIty of human life as "inherent" dignlty will ground 

for those who profess l t the same concrete oblIgations and 

prohibitIons as for those who profess a theological meanIng 

to that prlnciple, that of " a llen dignl ty", is another matter. 

Those around that "p~ur~able may weIl, after much 

discussIon and learnlng from one another, ~gree upon some 

concrete demands at least of a general nature. There are 

after aIl many general principles and dutles ln the nature 

of what McCormlck calls "essentIal" ethIcs (those which 

apply to aIl persons as persans, not as Christians) which 

are dIscoverable by reasonlng. FaIr and sympathetic 

06n~lderatlon of opposlng positions could go a long way 

towards consensus. As another philosopher (correctly) 

reminds us: 
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There i5, stiir i'n any case in our .own sotiety 
a very high d~greè of moral consensus in 
spite of the talk about a "plural" society. 
This is easlly over-looked because attention 
is concentrated very naturally on points of' 
contentlon. That we should,relleve pain; 
~espect llfe, telll the truth, preserve 
confldences, give welght impartlally ~o 
competlng Interests, these and many other 
princlples are not ln dlspute. Moral _ 
philosophers may disagree as t6 what lS their' 
rational basls, and they may be subJect to 

1 '_ -- J 

, ' 1 .. , l , ~ r..:. j 
'.... _ l ';f , ' 

. di fferent InterpretatIons, but philosop.hers 
have to accept them as glVen If they are to 
take morallty serlously at all. 175 

, l ' 
- '!.. , 

'" ':. 1: ;,\ l"': ' 
" 1 

, .. ,1 

AlI that lS undoubtedly 50, but the truly d2ff1cuit 
,J 

~d sometlmes overwhelmlng task is to move beyond a certain 
{ 
le~el of abstractlon to specIflc and concrete moral pararneters 

and demands. To argue the dut Y to respect life 15 an Important 

beglnning, but how far should that go and what does It me~n 

exactly ln concrete moral dllemmas? How hard should we fight 
~ 

" , - .\..!} f 1 .\ 

.' t 
l, '. , 

.. ' 
" 

to save a dlsabled newborn~J llfe? Does respect for llfe prohibit 

euthanasia? Even sorne theologlans would an$,wer ln the 

negatIve - ~.g. Joseph Fletcher and Danlel Maguire. We 

might aIl agree that the prlnclple of truth-te~I~ng ~s

beyond dIspute 1 J:?ut dOe-s---lt-- oblige us to al ways tell parents 
l 

ôI serlously dIsabled chl1dren the whole truth about their 

child? Medical practlce at least Indlcates a wide range of 

vIe~s about that. The oblIgatIon to relleve paIn may also 

be beyond dlspute, but does that extend to mercy-kllling 

as weIl? 

, , 
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There will, then' be dif'ferences ar6und ,tHe' P01:iC:=Y-,': 

ma,k'iog" tab'le about the exact moral parameters for a,po-li~y', " 

,and the speclflo moral obllgatl0ns and rights which' f'ol,l,ow,', .# t \ 1 

frDm the prlnc'l.ples.- Not, only bec,aus~ theologian§' aryd 
, , 

J _ ~ 1 

phil<?sophers are>1 ikely to disagreé, but beêause theolog,ians 

) , , ~ 

" , 

... ... 1 ~ 1"~ 
'" -'l' " - ~ ')'" 

\ -, ,~ 
, - , 

J -:: 

, 'f 

',1 ..... ' -, ' 

: : ,," ",\, J' ........ 

, ,-

-(, ;;~--

, 1 

'of varioys tradltions (and even in 'the 's~me trac;iitionJ ~i~i., l" y 
~ , ~ ...' r' _ _ 

~ , -
~ '- ~ 

i, ~ 
" ' 

, disagree. 
~ , - 1 ( ,,~- '- { 

not necë5sarlly'regrettabH~ -'it,may èv_en'~: -, ", >,,:;< ThiS, i's 

be healthy ln sorne respects but lt is at least'a fact of 
present-day llfe. After aIl the reasoning, listenlnb and'; 

1 1 1 ~ 1 J 

- learning lS over, there remalns the fact disc\lssed ab,ove>, 

that people care or belleve about dlfferent things, and 

in dlfferent degrees. We are shaped to sorne degree by 

different experiences, narratIves, st9ries. 

Nor can those attemptJ.ng ,to haJ?ffier out a policy r· 

overlook the fact that it lS meant to apply n9t only to

them but to th~lre-stafI-of~at institutlon or unit, 

----------~ 

1 J ~' -, .... ' '\ ~.. ~ ; ~ -

J , , - j,;- ... ~ 

, ,-
1 

:.\ 
- >, 

-. ' 
(, ...... J.~ ... 

\ 

- r , 

----and must take lnto conslderatlon parents and famllles' of 

the newborns as weIl as other lnterested partles. Po11Cles 

must obviously be wrltten wlth that larger group, and the~~ 
, , 

predlctable differences ln vislon of life and perceptIons ) ~ 1 _ , -, 

of concrete moral dutles, ln mlnd. 

• l "r 1_ 

In concluSlon then, there are two dangers, two 
" 

extremes to be avoided ln POllCY formulatIon about this . 
1 

1 i 
1 

and slmllar bloethlcal lssues. One is that of remaining at 

too general a level of abstractIon, slmply stating flrst 
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pr i!1è;i'Pl e~ 'i ~ . g". t~e' -sanct i ty 
... ..,- " 

of life) wib~ fe~'specifl~~ 
\ '. " ',,1 1\ l ,'-

'as 't'o' ~herè' trrat 
1 (",.." 1 

pr~nciple shqul,d leë!d' 1'n -ça'r;ing ,for: 
, , , 

, 1 

newborns. Such a pol,1cy would he' rel~ti,vetY \eas'y to , j 

" , 

" ' 
, '. 

,'formu)i:}te. bùt, 'pf ,li ttl!e or ~o', heip anp guidance tQ anyon~', , ' 
) - ! 1 • r , , 
.fac:ed J",i-th th~ typici'llly ;c~mpl~x conflièt of, des.~ràbl,e· 

- ", \ - 1 

goais i~ cqhc~ete cases. But the o,thet' danger would be te-
l ,_ • 

be 's~, specific and detailed that na, space 1$ left for 
, -

mo~ally (ànd lcigally~ ~egitimate difference~ based ~t leas~ 

in~part on d~fferent.theological or reli~iou~ traditions, 

ànd conv1ctions. In a plurallst and l argely sécular soèiety, ,.' 

- ' . 
it would be a vlolat~on of one of the bas~c convIctions of 

democratlc prlnciples not to respett, lnsofar as posslble, 

the d~fferent religlons and other perspectlves and tradltions 

Wh1Ch have somet~mes d~ffer~ng views and stances on these 

matters. 

Ideally and necessar~ly then ~uch pollcles will, 

i'nçlude as much of a substantive and SpëClfic nature as' 

possible, but at the P?int of excluding ~rreconctlab~e 

positlons WIll Shlft to include procedural consl~eratlons 

'-as weIl. At that pOlnt the concern wlll be, not, whac 

speclfically should be dec1ded if faced w~th thlS concrete 

case and confl~ct, but who should contrlbute to the declsion 

or make the declslon (parents? phys~c~ans? courts?) and 

acéord~ng to what procedure and criteria. Or put somewhat 

differently, the special contr~but~on of secular b~oethics 

or philosophy wlll be that of ensuring what It can best 
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contribute, that lS a !argely neutral framework enSur1ng 

freedom, fairness, tolerat1on, ano respect 
1 

rellglous and other traditions wÏ'thin ,that 

, , 

for varlous 
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EVALUATING DISABLED' NEWBOR~' TRE'ATMENT. FOt:IC!E'S_' 

... -, ~, 

.. \ ~' l' ~- ~ '~ 1 
,1 _ '... ~ 

, \ 

IN MEDICINE, ,BIOETHICS AND LAW 
\ ' 

l , ' 

1 j 

- 1 . 
1 ) , ~ 

,,- ) 1 
, " [, 

• '1\ l 
1 

. , .- ,[ , , " 

<::flap-ter _ VI: "", Tn,e, ethic.=ll ;tes;ts and, ,the medieal., data <:.: \ __ : f ,'r 

i 
\ - 1 l \ ~Th~ ethical tests Dt ~olicies , 1 1 

l" 

, , 
" , , 1 

\ 

In this ,~eco~d pa~t pf the the$i~,bu~'go~l i~ to' ( J 

" ~ J/" " .. ",Ir _ r-: \ ' 
) ~ \, l', ç '\ .... _-

, àpply" SOlJle of th~ find,1hg'~ of P,art On~ to' particula~, tr.eatqlent", , ' ';, "-,, , " 
)" \~ -~,', - '~ 1 \.... i , \~, " - ~~ "' ... ~.tl--;; ., ..... " 

-, p~~icie~, aJ,ready, in e'ff,ect or 'p'ro~osed by J;ne?~~iI}e, bioethi~s, ' ' .:. j , " ,\ , 

'~ànd law. 'The émphasis will be On thè(üogi,dil,bio~thic's,' in :'r, -,': ' Î,I" / 
l, \, __ \ _. J \ \ _ \_ (, \ 1 r_ ..... 

, , ,~" • \ l ' " '1 
that the elements special to that perspecti v',e, will be-'· :,~' l '; \ ,,1 ' 

l " , ___ l ' ,-1 

,'highl i9hted in t~e tests appl ied and contribution ~xamined.. \' , !, ,,' 
'.. ' ~ J 1 \ 

, \ 

, ' 

- 'But;', Slnce,' as al,readY establ i shed, the Hippocrati-c and 

, , 

secular (phllosophical) perspectives share much in qommon 

wlth that of theoldgy irr this matter, lt lS neither po~slbl~ 
, , 

'nar necessary to draw unbroken Ilnes between the contrlbutions 

and roles of each. It w~ll ln fact be one of our concerns,to 

,test the pol1cles selected as ta wKether the special 

contrlbut,ion suggested abàve'" lO'r-......'secular bloethlcs is 

reallzed, namely that of providlng a largely neutral framework 

promoting falr procedures and respect for the stances of 

varlous rellg~ous and other traditions. In our plurallst 
r 

context such a framèwork has become lmperative, and as 

lndlcated, i5 a value promoted by th~ theologlcal perspective 

ltself. 
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The' actual poliGies chosen' -for 's'tudy wi thin each of the,' ' 
~ '- ' ' , 

three'dl,Sciplines - medlClne, ethics and law - are of ,course 

on~i so~e,df the many possible pahdidates. 
'" \ 

eXà~p~e, the treatment po+icies of,Doctors Lor~er, Freeman . ' 
Çlnq Zachary are by no means the only,ones we could,hàve 

i , ' 
\ i • 

But aS'lt happens, they and their ~upportlng, 

a~guments (espèclally the firs:t "two) ~~e, the ,'most el&borate', 
" ' 

~nd Gietailed medical' :policleS". and they do, represent weIl' 

the major ~~tions 'and alternatlve~. , . 

" 

The s,ame, is true for 

, , 

~ __ \ '- 1 

\ ' 
, , ' ~the ,bioe,th1cal: ~èwborn policies 'se'lect~'d - those of Fl,etther', 

< 1 l ' 

~- \ \ 

" (, 

• ~ \ __ 1 l "-

l " _~ , 

'" ,- , 
1 1 ~\ 1 t 

l " \ 

, ' 
" 

. \ 

'.'Mc:cormi'ck, ' Ramse~' and t-he Isonoma ~onference. As, (or the 
, ' 

, , 

legal policies selected (ln the form of a number of ~ourt 

decisions') , they are of course only the tlp of the iceberg, 

bùt each of them allows us to focus on one or more aspects 

pentral to the legal stance on treat1ng newborns, and 
. 

together these cases provlde a falrly comprehenslve plcture' 

\ 

, " \ of legal prl0l"1 tles and pollcles regardlng dlsabled newborns. i 

" 

1 .r ~, 

, " 

, , 

The flrst task 15 ta summarlze what we proposed 1'1'1 

Part One as the speclal characteristlcs of theologlcar 

bio~thics, WhlCh wl11 now serve as the tests to be applled 

to the varlOUS crlterla and approaches WhlCh physicians, 

bloethiclsts and courts propose for resolvlng these treatment 

dilemmas. Slnce, as already indlc,ated ln Part One, there is 

a falrly wid~ range of Vlews on sorne pOlnts even wlthin 

theologlcal bloethlcs, chooslng the prlorities which shall 
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~ 1 - .J ,__ ' 

'; ~è,rve as ',~~r- t~sts' "i',s nec~ss~r-ilY sonle'1hàt subjective and, a' 
\ '~ l' , 

certain level of generality is,inesç~pable. ',Yet, as also 

'noted abcjve" there 15 as we.ll a degree df consen~us 'o'r ,at 
" 

least a l'major~ ty vlew" on, somé i'mportant -pri?ri t~e~in--=the 

theoioglcal perspective' {fqr examplé" the repudiatl.on of 
, ~ - 1 _ 

a'ctlve euthanÇlsia;' and the fobus on' the protection of those . ,/ ' , 
, . 

Who ,are ,the weake'st and ,most 'l(1.:l1neraQle), and especially 
\ l '( 1 1 l \ / (, :~....... ~ 

\ ,'those pOl.nts are Ju~tlf;i·ably inclu~,d.;:in these tests. In 

sorne other cases the prlorl ties or tests have been lef.t 

'sufflciently general to accommodate a range of positions 
[)I 

or formulatIons wlthln them. it lS one of the goals of 

,these chapters to determlne th~ partlcular theological 

flavour or bias (lf any) , l.mplici tly or expllcl tly endorsed 

by various policles. 

The tests and prlorltl~s wlll focus malnly on 

substantlve ethlcs as opposed ta pfocedural ethics. There 

are of course many extremely important lssues lnvolved in 

these pOIl.CleS WhlCh are essentlally procedural ln n~ure, 

especlally the "who decldes" questlons. lnvolved ln this 

1 ~ 

category of lssues are for example the role of comml ttees, "\ 

the extent of medlcal consultatlon, the declslon-maklng 

authorlty of parents, and who should contrlbute to the 

fashlonlng of pollcles. But attentlon ln thlS thesls Wlll 

be dlrected prlmarlly ta what could be termed the 

substantlve matters, both of content and orlentation. 

ThlS self-llmltatlon was lmposed for two reasons. One is 

1 ~ \ ;' 
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'\ th~t· ti')e .more' \Inique contri·butions 'Q~ theolqgical 'bioetbics 
: ..J (, ' 1 , ... ,,'" _,' \ __ \" v 

.. a~e 'ar,guably, 'not. ,about pro'cedural matters: Whi'le 'thos~ ';, " 

1, !ssue~ are' gi ven attention by theolog'ica.l 1:?~oethicl.sts ~ - ~or 
" 1 1 -'" 'r , -... ' , • < 

> , , 

1 .'-. 

1 
... ~ ~ 1. 

the most· pârt thel.r l.nsigh~,--are' not noticéab'~y, d~fferent ' ":,' 
, ' 

" from those o,f secu1ar bioethicists. Whl.ch means that ,tests 

r, ',deri ved, frcim theological 

~ecifde~n ~~estl.ons wou1d 

bioethics regarding the "who 
, \ - ,p 

- r _ 1 _ 

n~t in mo~t' respects bè noticeably. . , 
, , 

distinctive. Se-condl,y', there ,is the sl.mple' mÇl.tter of -. 
'" J ... 

limited space and the danger of l.ncluding too ,many'l.ssue~ 
. " 

'. 
" and blurrlng the focus. procedural matters Co~prlse a 

speçial subJect worthy of a separate:thesls. 

,At the same tlme sorne attentl.on will be directed . 

to'one lssue WhlCh lS largely procèdural ln nature - tha't ',/ 

of parental consent and ~lshes. The Jystificatlon for that, 

i'ntluslon 15 slmply that the role of parental wishes Ûl. 
, ) 

. our lssue 15 not ln reallty to~ally separable from thè more 

obviously substantl ve matter of the sanctlty of lndivldual 

life. The scope allowed to parental wlshes by a glven 

treatment p011Cy lS arguably a strong lndlcatlon of the 

degree of commltment to the sanctlty of l.ndivl.dual newborn 

life. For example, to propose that parental wishes should 

be declslve ln Ilfe-prolonglng treatment declslons whatever 

the medlcal Indlcations, lS arguably to asslgn correspondlngly a .' 
less lmportance ta the lnvlolablllt~ and sanctity of that 

dlsabled newborn's Ilfe. 
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We turn now, 'te the 
1 

Whibh, will 'serv~-as ou~ m~asur~ng rdds of the contributions 

,and rolè',.of bl.oethios. " ' 

/, 

'A •. '-1:. The, Sànct;i~Y of ll;ldividual, life 

, , 

" , 
'!-' 

, " 

As al ready establlshed ln par't One t' the ,\J.-~W thet 
- . 

lif~ is ~a~r~d:(9r ~t lea~t possesses sorne such,qua~ity) is 

npt in 'aIl, respects ,unlque to theological bù)ethics. The 
• 1 

l , 

- 1 

, r 

1 _ ... ~ ... 

\ , . 

, ' 

, ' 
~'. 1-

" , 
1 

\ 'l" J 1_-' ;' 

/ - '- \ -j " r __ 
" , '1' ," \ ~ 

, , 

", I-!.ippocratic tradl tlon for lnstance cl~arly highllghts , ~! " , , , ... ,.., 
\ 

rè,spect f,or patients, a respect WhlCh incl,udes dOlng every-
l , ' 

, J , 

tping possible to help the patient and avold doing harm. Bût 
" : i 

that tradltion, includlng the Hippocratlc Corpus and modern 
l' , ~ 

medical codes of ethlcS, provldes us wlth no theory of values 

, ' 
, \ 

behlnd the exhortatlons ta respect the patlent. As a re5ult 

we flnd ln that tradltlon no assertlon that human Ilfe 15 

sacred. More lmportantly from the perspectlve of policies 

and codes, becau5e there i5 no theory of values, there 1S l 'l-'" \ 
, 1 

no guidance provlded as to the scope and appllcatlon of the , .' 

obllgatlon to respect the patient. There 1s no concrete 1 ""',_" , 

1ndlcatlon of how far respect for Ilfe obliges one to go in 
, , 

savlng and prolong1ng llfe, and when respect for the patlent '.' 
~,., .. , '\ 

permlts cessation or non-lnltiatlon of treatment. Put 

another way, the lack of a theory of values in the H1ppocratlc 

tradl tian means',.that the ethical obligations such as respe~Jihg 

r 

" 
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and'he1ping the patient are stated as absolutes, w~th' no 

real gUldance provided as to resolvlng and balanclng 

cdnf11cts ln ~alues, interests and prlnclples. 

As for phllosophlcal or secular bloethics, we have 

already noted that a humanistic ethic can sometimes ascrlbe 

'to human life an lnherent sanctity or dlgnlty. In this 

1 perspectlve Ilfe lS sometlmes sald to be sacred, not because 

'it 15 created by God or 15 a manlfestatlon of a transcendent 

creator, but slmply beçause the experlence of 11fe and the 

fear of lts loss leads man to "stand ln awe before hlS own 

177 Vl tall ty" . A partldular expresslon of thls respect for 

the 1nherent dlgnity of life ln philosophical ethlcs lS one . 

shar~~to sorne degree wlth the Hlppocratlc tr~dltlon (though 

conslderably more evolved in the former), namely the princlple 

of beneflcence. Accordlng to that prlnclple one should seek 
" , 

the .greater balance of good'over harm ln caring for patlents. 

Though an often competlng prlnclple ln thlS traditlon is 

that of autonomy, we noted earller that ln the case of 

newborns the autonomy prlnclple and model is hardly 

relevant. In secular bloethlcs it is the prlnclple of 

beneflcence wlth its calculatlons of beneflts ~nd harms 

,WhlCh applles. 

Eut we have argued that theo1og1cal bioethics 

generally under.stands the sanctlty of life lmperative as 

somethlng other and more than Just the ratlonal'calculation 

. , 
, , ,.. 

i, 
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of beneflt5 and harms, attainab1e equally (in the yiew of 

secular eth1ca1 theory) by aIl reasonable and objective 

persons. lt 15 th1 s 50mething other and more WhlCh 5hou;ur'/ 

be captured ln thlS first test of po1lcles and crlteria. 

The uniqueness of the predomInant theological stance on the 

sanctity of life is largely that of Its speclal motlvatlon 

and conv1ctlon, but for that very reason it 1S ln part at 

least a matter of content or scope as weIl. Nurtured by 

the Judeo-ChrlSt1an events and narratlves (and not Just 

unlversal1zable prlnc1ples) the serlOUS bellever does not 

slmply approach the sanctlty of life pr1nciple (or others) 

in an obJectlve. log1cal manner, detached from hlS be11efs 

and character. Rather he has and shares a convlction that 

ndt only 18 aIl human 11fe to be respected and loved, but 

that th1S respec't and love w111 go beyond wh~ lS reasonable 

and deslred by human standards alone. 

The speèIal Ins1ght and outlook WhlCh Informs the 

reasoning of the bellever can be varlously expressed' It 

reslsts aIl attempts to treat people functionally or as a 

means ta sorne ether end; It holds that though the sanctity 

of 11fe prlnclple is .abstract, It 1S not rnean1ngless, and 

means that 11fe 1S preC10US, to be respected, protected 

and treated wlth consideratlon; 1t asslgns the h1ghest 

priority to the protection of the weakest members of SOclety, 

su ch as the seriously mentally dlsabled newborn; it goes 

/ 
/' " 

" ' 

.. 
" 
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beyond the bounds of reaSQn alone ln carlng for the weak, -. . 

by preferrlng ta chan~e eXlstlng soclal structures and 

priorlt1es by 1ncurr1ng more costs and burdens on the 

healthy, than ta sacrlflce a weak and helpless persan ,ta 

a b-etter quallty of llfe for those who Çlre health1er. ,All 

these elements make up ,what lS or should be the speclal 

contrJbut10n of theologlcal bl0ethlcs.to newborn treatment 

pollCles ln the matter of the sanctlty of llfe, and are 

therefore the elements to be sought for ln tpe policies to 

be examlned. 

B. The exclusion of euthanaSla as an optl0n 

As lndlcated ln Part One, not ~very theologlan 

would exclude mercy-kllllng under aIl c1rcumstances. Bath 

the Roman Cathollc ethlclst DanIel Maguire, and the 

Protestant ethlclst Joseph Fletcher argue that If allowlng 

ta dIe can be ethIcal, so too cap eutha~asla or mercy-kllling 

slnce there lS no ethlcal dlfference between commISSIon and 

" omIssion. The purpose, (they argue) lS the same - death. 

But as 1ndlcated, they are ln the mlnor1ty ln sa holdlng, 

most theologl ans and churches standIng aga;t.nst eutQanasia. 

The theologlcal stance of -~~ maJorlty lS based updn the 

convIctl0n that llfe 1S sacred because it IS created and .' 

g~ven by Gdd, not man. Man's role lS to protect and 

enhance llfe, but he may not take 1t, whether the patient 

'requests to be kllled or not ,or wheth~r those speaking . . 
for the patient request it or not. 
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Th~s test to be applie~ now to newborn treatment 

pollcies is s~Qtted ln Jewlsh, ~oman Catholic a~d Protestant 
,./ " 

ethlcs. As noted in Part One, the Hippocratlc Corpus as 

well expllcl tly prohl bi ted euthanasi a l' a raqical stance ln"' 

,I-some respects, ogi ve'1 contemporary' Greek mores. But this 

test and cri terlon would not- necessa,rily flow lnherently from 

philosophical bloethics given i ts methodology and conten~ 

A mer~ calculation of beneflts and harms accordlng to ....., 

"obj ecti ve" reason and logic, wi thout reference to the 

moral limitations lmposed by a fai~h insplred belief in, 

,the "al ien dlgnl ty" of human l ife, is ,at least open to the 

conclusion that ln a glven case killlng a partlcular patient 

- would be beneficial rather than harmful. 

, 178 
b~oethiclsts do ln fact sa conclude .• 

A number of 'secul ar 

C. Careful and restrictlve deflnltion of quallty of, 
life conslderatlons 

In Fart One of this theslS we demonstrated that aIl 

three branches of theological bioethics - Jewish, Roman. 

Cathollc and Protestant 1 in effect acknowledge'that the 
,( -

sanctlty of life principle does not prohlblt the cessation 

or non-initIation of medical treatment under certain 
, , 

, circumstances. But because there are' sorne 'marked 

differences between what various ~heologians consider to 

• 

.. r 
l ' 

, " , - f.- l ,"\ 

/ -

" , 

, ~ ~ J r , 
/, , ) 

, 1 ;- 1 >< I.t- l." ! 1 

/ 

• 



-, 
, 
! - 1 _ 

, , 

-166-

be those circumstances, this test does not and cannot assume 

that there is only one infallib1y legitimate Judeo-Christlan 

view as to these qua1ity of life criteria and circumstances. 

Nevertheles~, if only to preclude applylng to the selected 

policies an excessiveiy general and all-inclusi~e test and 

crlterlon, a cryolce should_be made and assumed as to the one 

or more quality of llfe stances which at least in ihis 

wrlt~r's view arguably best represent the Judeo-Christian 

perspecti ve. In varl0US forms and places in Par-t One such 

Ch01C€S as to the legltimate scope and content of quali~y 

of llfe consideratlons were proposed, and should now be 

surnmarized here., " 
!',I 

c- To a certain .e~t the dlfferences between 

theologians in th~s matter are a matter of dlfferences of 

emphasls 'or terminology than of substance. For example, 

as a~ready suggested and to be confirmed below, in many 

respects expressions and crlteria such as ordinary and 

'extraordinary treatment, qua1ity of 11fe, medical lndications, 
t ' 

and sa fo~th do hot necessarily represent such distlnctly 

different appr0aches as thelr various proponents sometimes . , 

, 
claim. ' In many respects the terms are used more or less 

equivalent1y. For example, Paul Ramsey rejects the use of 

"quality-of-expeclted-1lfe" cl"lteria in favour of a "medical 

lndications" policy. But on examinlng carefully what he 
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means'by the latter, it is arguable (as we shall do below) 

'/that, the supposedly substantial difference may be more a 

matter of termlnology or emphasis. In thlS thlrd test 

of ours we have used the expressl0n "quallty of life" on 

the assumption that 1 t can have rough equlvalents in those 

varl0US other expressions. j 

In Part One we demonstrated that the differences 

between the various theological positions on quallty of 

, life do not for the most part relate to the partlcular 

rellgious tradltion or denomlnatlon of the qioethlclsts ln 

que~.tlon . Both Roman Cathollc and Protestant bioethiclsts 

span a slmllar variety of vlewpolnts, and there is ln sorne 

c~ses more affinity between theologians of different traditions 

than between co-religfonists. As for Judaism, it would be 

,incorrect to say, that cessation of medlcal treatment is 

always prohibited, but it does stand at the most conservative 

end of the .scale in allowing treatment to be withdrawn only 

when death is imminent and dying is i~ its flnal phase. 

Beyond certaln parameters the differences between 

Christian theologlans on thlS matter of clrcumstances WhlCh 

'justify noh-treatment are not reduci~le to only differences 

in terminology or emphasls. As already indicated, the gap 

between, for example, Joseph Fletcher and Paul Ramseyon 
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this matt~ctrsf not orily semantic but' real and substantlal. 

That belng sQ we cannot slmply affirm both as being 
/ "'-/ 

equally l~gltlmate representatlves of the "theologlcal" 

lstlan ~erspective. ChOlces must be made, some 

approaches eliminated, and in the process of dOlng 50 the 

special contrIbutIon of theological bioethlcs 'ln the mat~er 

of quallty of Ilfe conSIderations arguably emerges. 

As for the HIppocratlc tradItion, it does provlde 

at least a general affIrmation that the treatment of a 

patIent may ethically be stopped. But the affIrmation is 

very general, very conservatlve and is out of step wlth 

actual medIcal pract1ce and attItudes. In the Hlppocratic 

.Corpus we read that mediclne ShOllld, "refuse to treat those 

who are overmastered by theIr diseases".179 And ln the Code 

of EthlCS of the Canadlan MedIcal AssociatIon, an ethlcal 

physician "wlll allow death to occur wi th dignl ty and comfort 

h d th f h b d t b ' . bl" 180 w en ea 0 t e 0 y appears 0 e lnevl~a e . It lS 

conservative in that strl~tly speak1ng that pOllCy would 

call for treatment ta be cantInlled as long as physiologlcal 

life- can be preserved. a pOSItion arguably SlmIlar ta that 

of Judalsm referred ta above and descrIbed ln Part One. It 

is general in that the pOllCy pravldes no additlonal crIteria 
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for determ~nlng at what point or wlth what sort of dlsabilltles 

one wl11 be conSldered "overmastered by dlseases" or faced 

181 wlth "lnevltable death". And as we wl11 lndlcate below, 

there lS a slgnlflcant disparl ty between that "offlcial" 

pollCy and actual practice and attltudes. In both practice 
( 

and 0plnion the crlterla for non-treatment go well beyond 
• 

immlnent or terminal i11ness. 

As for secular or phllosophlcal bioethlcs, a 
) 

distinctlve feature as regards qua1lty of Ilfe (compared to 

theo1oglcal bloethics) is that the qua11ty of life concept 

is very often proposed as a replacement for, ~ather than an 
." 

expreSSlon of, the sanctity of Ilfe prlnc~ple. As suggested ~ 

in Part One, many phl!osophers (and a few theologlans) assume 
1;:" 

that the sanctity of Ilfe prlnclple lS necessarlly "vitallst" 

in meanlng, lmposlng a dut Y ta contlnue therapeutlc or 

life-suppo;tlng treatment as long as a patlent lS biologically 

alive, no matter what the costs or prognosis. Havlng deflned 

the sanct~ty of Ilfe ethic and prlnclple ln that restrictlve 

manner, the quallty of life approach is assumed to be a 

mutually exclusive alternative focused not on life itself , , 

as an absolute value, but on the condltlon or qu~llty of a 

life. It is assumed ln thlS view that the sanctity,of life 

prlnciple would not permit the cessatlon or non-initiation _ 

of a potentlal1y 11fe-savlng treatment on qua11ty-of-expected-
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llfe grbunds. But as we suggested in Part One, that is a 

-" . fundamental mlsunderstandlng of the sanctlty of life 

prlnclple looked at in the light of ltS Judeo-Chrlstian 

roots and more recent Chrlstian ethlcs. There is ~o 
\ 

necessary lncompatlbillty between sanctity of life ~~d 

quallty of life. There would be only lf quality of life 

crlterla are glven,too wlde a scope. The legitlmate scope 

and meanlng of these crlteria from the Judeo-Chrlstlan 

perspectlve are in-our Vlew Ulose which follow. 

Quallty -of Ilfe consideratlons from the perspectlve 

of theological bioethlcs should arguably lnclude at least 

the followlng three elements, aIl of WhlCh should be 

lQoked for ln the pollcles to be tested. 

Flrst of aIl treatment policles should not reject 

expllcltly or ,implicltly the sanctlty of Ilfe principle, or 

assume that quality of life considerations and the sanctlty 

of Ilfe princ~ple are necessa~lly mutually exclusive. 

Instead, policles should embody (or at least not exclude) 

the view ~hat they can be perfectly compatible, and that 

understood ln a certaln way, weighing and acting upon the 

expected quallty of Ilfe results of a contemplated treatment , 
can show respect for the sanctity of, a life ~ather th an 

dlsrespect: On the other hand, the sanctlty of Ilfe princlple 

must itself be retalned in order to clarify and test the 

ethlcal valldity of quality of Ilfe Judgments. 
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In that partnership the sanctlty of life princlple, 
II 

, \ 

llke other general principl es, servt?s as a principl e of 

. ',' 182 
lnterpretation and test of moral rules'and criteria. 

It lS essentially the COffimltment, convlction and storles 

invested ln that pr.lnclple which allow us to judge whether 1 
par~icular quallty of life consideration reflects and 

encourages respect or d1srespect for the mea~lng and value 

of human 11fe. On the other hand, prec1se1y because the 
\ 

sanctity of 11fe prlnciple is abstract, lt is too general 

ta a10ne respond ta the comp1ex1tles and var1eties of 

ind1vldua1 cases. It requlres complementlng by the sort 

of moral reasaning, rules and crlteria lnvolved ln speclflC 

qua1ity of life conslderations. 

Second1y, the "speclflc c way" in WhlCh quali ty of 

life factors should Qe understaod and used lS by 11miting 

their scope and lnfluence on treatment declsions ta matters 

beneflcia1 to the 1ndlvidual patient ln questlon. Benefi t 

to the patient, not others, should be the overall Ilmitlng 

concern lmposed in the light of the sanctity of life 

principle. The expresslon "quallty of life" is, wlthout 

further deflnltlon, too vague and e1qstlc to be ethically. 

useful. 

For sorne it should include as declsive factors 

for or against treatment the consequent burdens, benefits 

and costs to others and to society. As lndicated in Part 
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One, we do not agree that such qual1ty of Ilfe criteria are 

\ 

compatible wlth the Judeo-Chr1stlan Vlew of the meanlng and 

holl'ness of lndl vldual human Ilfe. Burdens and costs to 

others (such as the fam1ly) are lndeed relevant to how a 

pat1ent lS to be cared for after treatment, but they should 

not be the dec1slve considerâtions ln decldlng whether or 

not to allow a pat1ent to dle. While the lssue of burdens 

on others is not totally separable from treatment decisions, 

and qoes merlt consideratlon, those lnterests and rights of 

others should not be assumed to be of equal moral welght as 

the rlght (of the disabled newborn) to have his life sustalned. 

The beneflt to patlent rule interpreted and llmited 

by the sanctlty of llfe princlple also excludes cons1deratlons 

such as "relatl ve worth", "soclal ut1ll ty", "soclal status". 

The sanctlty of each ind1vldual llfe lDS1stS upon the 

intrlnsic worth and equal value of ev~ry Ilfe, and excludes 

any tendency to "relativize" llves accordlng to the subJectlve 

views and blases of declslon-makers. QUality of llfe con-

slderations can ln our vlew be purged of such cr,lterla and 

focus upon benefl t to the patlent o'n the basls of Ob]ectlve 

crlterla and needs. To ensure that sUb]ectlve and relatlvlz1ng 

factors do not creep into treatment decis10ns wlll requlre '.\ 

much vigilance and self-examlnation by decision-makers and 

p0}7cy makers. There wlll always remaln the temptation ta 

clbthe declslons for non-treatment WhlCh serve purposes other 

than the pat1ent' s, ln garments of a~ trulsm-.-
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) 
A thlrd element arguably central to the persp~ctlve 

of theologlcal bloe hlCS regardlng the quallty of life 

concept, lS that no -treatment could be ethlcal ln more 

Clrcumstances than that of the pat lent who is already 

was noted ln Part One about Jewlsh 

bloethlcs, this lon wlll involve a disagreement with 
4 

(traditlonal) Jew1sh loethics on that pOlnt. Whether lt 

wlll lnvolve as weIl partlng of the ways w1th'some neonatal 

treatment pollcles by Christlan bloeth1clsts rema1ns to be 

seen below. 

A patlent who lS lrreversibly dying and for whp~ 

further med1cal treatment has become useless need not b~ 

treated. To do 50 would be only to prolong the dylng process. 

To st,op or not ln1 t1ate treatment ln SLlch a case is slmpl y 

to acknowledge the lnevltable. But a number of circumstances 

could ]ustlfy the non-treatment of the non-dying as weIl, 

w1thout necessarily compromls1ng the respect and protectlon 

owed to our fellow humans. One lS the circu~stance o~ 

serlOUS bra1n damage. This would apply to a case ln w lch 

a rellable prognoslS 1ndlcates that brain damage 15 so 

extenslve and irreversible that the newborn lS not expected , 

to experlence even a minlmal self-consciousness and free wlll. 

A second c1rcumstance could be that of a patlént for whom 

treatment would cause or perpetuate unreasonable burdens 

such as paln and sufferlng. In bath circumstances patients 

can continue to Ilve for long per1ods. But in such except10nal 

cases lt 1S in our V1ew ,impossible to see how they could have 
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further interests or benefIts ln contlnulng to lIve. Respect 

for the sanctlty of life itself would seem to argue that If 

for example a Ilfe-threatenlng but correctable complicatIon 

should arise, the more ethIca1 course wou1d be not to' treat 

It and allow nature to take its course. To 50 conclude is 

not to quest:lon the' fundamental worth of the patIent, "fr t,he 

fundamental and prIma faCle ,obl1g'at1on ta sustain life' and 

avold k1lling or abandonment. To restrlct or termlnate 

treatment ln such clrcumstances Impl1es no change in the"way 

we value that person's llfe - only an acknowledgement of the 

limits and sometimes excessIvely burdensome nature of medlcine. 

/ 

D. The cont!l.Duing dut y ta prov1de care ;anel------
cofllfort 

.. 
Tbough there are somet1mes,grounds for stopp1ng 

1 

or not InitIatlng treat nt for the dyIng and the non-dYlng 

should insist upan't'he 

continuing obligat~on to make at patIent as comfortable 

as possible for the remalning To stop attempting to 

save or cure does not mean one carlng. Tc 

a110w to dIe lS not ta wash one s hands of' the patient, ta 

go from dOIng something ta, doing nothlng. The same fidellty 

and respect 1s owed to that patie t's Ilfe after a declslon 

for nan-treatment as before. ifference is mainly ln 

the medlcal purposes (now care alone not cure), and usually 
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in the medical means as weIl. It should be not~d however 

that sometimes only carlng for those belng legltimately 

allowed to_dle wlll involve fairly extensive treatment, 

lncludlng surgery. But It wifl be to maintaln an important 

function or provlde comfort for the tlme remalnlng, not to 

save or prolong life. The obligatIon of continulng care 

flowing from the sanctity of life prInclple and the 

faIthfulness and love owed to patlents does 'not therefore 

exclude on occasion extensive and radlcal treatment. From 

the Judeo-Chrl stlan :perspective the words " wi th care" should 

alfYs be added to the expresslon and reali ty of "allowing: 

to dle". 

E. Treating·~nd protectlng the mentally and physically 
disabled equally 

A practlcal test of the seriousness with WhlCh a 

treatment policy takes the sanctlty of life princlple, Will 

be Its stance toward the mentally handlcapped. That prlnciple 

urges us to assist and protect those ln greatest need, those . 
who are the most helpless, and in many respects that is the 

case with the mentally handicapped, whether newborns or not. 

But as already notee in Part One, it 1S precisely because 

the mentally d1sabled often require more care, services and 

finanClal outlay than do other handicapped patients, that 

sorne are inclined to see needed treatment of them as a waste 

and a threat to the quality of life of those not so burdened. 

r 
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.v 

Bu~ from the Judeo-Christian perspect1ve, the 

mentally hand1capped should Dot be treated dIfferently 
~ 1--" 1 

from those who are phi'51,cally; d;~'abled. In exceptIonal 
t ) ~tr, 

cases life-sa~lng or life-prolonglng treatment for both 

wIll not be Indicated elther becaus~ they are Irreversibly 

dyIng or because further treatment would be more 

than helpful to them. But apart from such cases both 

physlcally and the mentally handIcapped deserve to be 

treated equally ~nd wIth aIl the care and serVIces posslble. 

From the Judeo-Chrlstian' perspectl ve what is "possIble" 

should not be defined by what 1S convenlent wIthout 

excesslvely burdening others or society or acco~dlng to 
• 

the bounds of reason alone.' If societal Insti tutiQns and 

structures would be overburdened by providing the care 

neede~ for mentally handicapped newborns to surVlve and 

flourish to the IlmIts of their capacitIes, the serious 

Christian or Jew,would respond 'that we should urge the 

shlftlng of societal prioritl~s,and,finances. For that 

reason there lS a degree of radicallsm in this attitude 

and test, a radlcallsm willlng to challenge the structural 

status quo to a degree not generally·found in secular 

bioethlCs. 

While It may not be possible ta apply thlS test 

to aIl the treatment pollcies to be consldered since not aIl 

of them refer explicitly to the menta1ly disabled nèwborns, 

, .' 
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It may be posSIble ta draw some conclusIons about how It 

wauld llkely be app11ed ta such patients by the general 

thrust of the policy and explicit crIteria on related issues. 

F. Liml ts ta parental declsion-making 
autharIty 

In Vlew ~f the ,theologlcal perspective we have 

chosen and described to thl.S pOInt, aIl decH;ïion-makers ar~ 

baufld by the same- moral imperatives and limits. Respect for 

the sanctlty of life, a r~strictive definltion and applicatIon 

of quallty of life ~riteria. the exclusion of euthanasla, 

the continufng dut Y to provide care and comfort. and the 
!-

equal treatment and protection of thè mentally dl.sabled 
\ 

newborn, aIl these duties apply ta par.ents as weIl as 

physlclans. Parents after aIl hpve a moral dut y (and a 

legal dut y as weIl as we 'shall dlSCUSS in Chapter IX) to 

provlde needed care and protection of their children. They 

are not therefore morally (or legally) free to refuse 

treatment for their child in all cfrcumstances and for any 

reason they regard as sufflcient. Respect for the sanctlty 

of the li'fe of their newborn child -ubove aIl' else obI iges' 

them ta provide, 'or seek or consent to llfe-saving or 

. . ' 

life-sustaining treatment when it--is therapeutic.~ly useful. 
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Be~ause parents and treatlng,physl~lans have 
1 l ' -

, \ 

essentlally the same moral duties in ~hi~ regard, duties 

attached essentially to their own rolès and responsibilitles. 

parents cannot morally relleve physicians of their ethlcal 

obligation to treat by withholdin9 theïr own, cons~nt,. 

Parents do" indeed have decislon-making' àuthori ty over the 

care -and treatment of thelr children; but l t, lS not an 

~~solute authority. It does n;t exten~ to ~aking declsioris , , 

wi th potential,ly harmful cons~quelJces to' their chJ,ld, 

especially those of abuse 9r death. This ethical pqs~tion 
, - , 

on the limi ts and duties of parental 'authori ty dm be found 

in the social and medlcal ethics of Judaism', Roman Ca'thGlic{sm , \ , 

and Protestantism. It is 1)0 of o~r,se ~,~firmed by, ma~y i 
secular ethiclsts as weIl. \ -, l ' 

#'. l, 

,1 ",' l ' , , 
Should parents refuse what a' physlclan' bt~<1.i~ye~ , ; 

, ' 
l , ' 

1s useful and needed life-savlng o~ ~{fe-s~staining'tre~tment" 
" ' 

there are ln our view no good ethical reasons wt{,y' he must' , 

ac:quie,sce. Should they continue to refuse consent, his d,:ty~ ,-

would be to seek court authorization to proceed., 

p~ren~al consent to be declsive,in such çaées runs the' risk 

Qf,glving priorlty to parental wlshes at the,expense of th~lr-

'chlldrens' lives. Parental refusaI ~ver the objections' of 

the pbysiclan need not of ~ou,rse al\'{ays ~ean that they are 

wrong, as t"o what would be,t~ the'béneflt of'thei~ Ch~~~. 
" ' -.-. 

,It' could a,lso be the Physlc;Lans !Jho are' in 'error by, 
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erroneÇ>uslr :6r - t'OO haS,tllyl, dp,ting ~,t:or a trea,tro~nt ~h'~ch' " 

, , 
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, ',' rilay -~n"fa:ct p~ ,t:herap'~u,tiCqlly useless:, ~n,d, unJll~tl.f,i,ed i~',' , 

// " 1 \ l "" 0 ) l' \ ri' ' 

view of, t'he' nêwb()rn 1 s condi t~on. 'If. the, dlsagreement 
.. l ,'; l' "i 1 \ _', " (\ ( l' - 1 .. _' 

l "". 1 1 l , 1 • 

'p:êr5~s\ts ,it ,may "well, be',that the court;. 'appealeçi to will 
, \ \ 1 1 ) -1 1 J 

\ 1 --'.. -.. \ l ' ~ 1 1 \ 

dec,l'de' o~ gpod ,mor'al :and,',légal" groU?dS -"that the -paren'tal 
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and" cautlon 
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1 1 J,,' ',-

G:" ' , (Attl,tude~' of, 0I1enness 
\,....- ), 
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,l," The::;~ two attitudes 1 openness and c~uti~m,_, ITlày' 

se~n; fontrà~lc'~'~ry' 'but, 'they, _need -not' be> Eacfi' u~dE;ri ~n~s ~I'" 
j .... , 1 -' 1, l ' 1 r ~ 

, hi~~lx\d~s~rable' bttltude ln p611cy~m~~er~.·and ~J~lit~ in' 
, ' ' 

\ \ \ 1. 
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Éach alohe' 'w'o,ul,d: b,e' ina"Ciequate':, ' 
, , \ 

Each follows from' : 
,-\ 

them. r , 
, ' , , , 

'an lmpo.rta~t' COhvictlr6n in' 8udeo-Chrlst'ian bi'oethl"cS. ,One 
, \, ( l '\ ~ ~, \ 

1 \_ 
l " , " 1 \ 

.:.. 'is ; 'thl3t ·of ~an -a's Il,c'o-èreator "'-ôr "cb-iactor" ,wi th God J, bne- ~.l.' r ,/ " ... 

\ ' ~ \ 

expreSSion ,of -_'thât ,responsibi l i t:x 'b~ing the way t,r.eatment 
, , , , '\ ,\ \ J _ " \ _ 1 ; \ 

pol~cies ~are_ shapèd and deci'slon,s mad~.' The-'new c~nth,hons),-
- \ : 1 1;' _ ~ ~, ~ ,! ,,' ~ 

and challeng~~,offe~ed by contlnually evolvi~g ~bdern, 
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j \ 1 ~ 
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1 
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\ - 1 1 

mediClne and:med~cal -technology are.viéwed by th~ ser~ous 1 \ =- l ' 

_ ,1 \ \ J ., 
, ~~' 1 

\ , 
Jew and c~rfst~àn,as' new Go'd-giv:en pos'sïb,iÜt~es CÇil)in~, \ ' 

\ l ' , l' 

f9r new ,and Cr~ê!tlYe', responses. Âs wlth,' ever;-ythlng in _ 

cr~at~on, moder:n medlc~ne can b;e used, shaped and c~rt'r911ed ',,' 

, ot ]. t can domlnate and <?verpower. , " - '" 1 
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, ' ~ ',ope;'m,éss ,in t~ê ,cont7xt' 9'f neop?tal medicine:r-rouldf a'rguably. 

in~Q~,~e.",amorg 'oth~r: th~~'9S' a 're]ection of the f'\rie~,',that i< ' , ',', , :' ~' 1 ~,' , 
, " , , J " \ ,~ , , {, 1 - J ...... / 1 /' ( ~_ " , \-

f j - 1 

" 1.5, el')6ugh fn the' (ace Dt: !1ew ~edical and moral c'omplexi tiés, ',)' - " ""1 
- ~ \ , ',.. 

, 1 

\ ~ l' \ ~ 
__ / t \ 

, " 

\ "\ -,' 1 1 1 _ ' 

, , to, 's'imp'ly 'repeat 'old ,formulàs l'from simpler tl.mes', or; ta 'mel1'~ly, :':" 
;, ) , '\, " , ' " "1 : : ' ,"~ ~ " , , '\ ' 

';wàv~ th~, $anctl,ty of, 'life, or patural law ~anners' wi tl:iOl..!t 

- , 
\ ' 

, " 
\, , 

f , 
fur~he~·quallfl~~tl0h., An,ope~ attitude would b~ ~eady'~o . \, \\ L r 

- \ ' l , _ • _-

, adnn t that old, \ recipes Wl thout some new ingredient;:; 'and more, 
i, 

,\ ",<,', '/S~ptll;stl.Ca~,l.Cm,wl1::r notITie~t the new challenges and,pos;s1.bïll'b~s,.' 
) l ' ... 1 .; ; \ ~ , ( 

, l ' "l""" ,: "f'611è~e~" Whl~h are Si,p'~ i stlè and general (fbr -fèar of ~"playing 

~ \ ' \ 

\' r' , , 
Go4~); ~r'fuhlc~ ~o not reflect sufficlent awareness 

, "c!:,f l't~è m~dical data and a careful weJ.ghJ.ng of relevant 
) J 

/ )'" ~ 

, , 

,- 1 

, '1 , ' 

'pr~nciples 'and .val ues. 1nvi t,e, ,tl1€ bureaucrats ànd technocrats' 
, •• 1 

, \ \ ',- ) , \ 

,te:>' maK~, the policles: and dec~$ion~ on strict1,Y b'ureaucratiC 

l , 

\ -' -
) -

, , 

_ (.f \ 

"and 'technQèratJ.c grounds. 

, l , 

,~ut theoi,ogiéal bï?étl':uç~ based upon, 'JUd~o-
, , 

,C;hrist:l~r/{qi th :lnvi tes -equal' attention to the slnfulness 
\ -', J , , \ 

1 !' \ ~ , _ \ l 1 1 

" 

ènd , f,ini t'uqe of maQ. and the consequent ", need for cautlon and 
_t ~ 1 \ 

" J ' ) 

~'. ' , ",' '- , " self ,c'r~tlcl ~m ta qa1ance 'o~r 'cre~tJ. v'i ty and will ingness 
- t' ',....) 1 J ~'" 1 _ \ ) \ ' " ( 1 / _ • l ' J_ 

1;0 

-, ' , be -ca-act'ors" ln God' s creatlon. Gi'ven our sinfulness and 

, " ! 

" 
( 

. , , 

1 

;, ternpted by'del,usions of "1nfal;J.J.bil'i ty, a character1stic' 
, - 1 l • 

WhlCh may well be traceable in the result1ng criteria or gUlde-
, " , ' , ,-

> ' 
,l'ines p,ropa'sed. "Our falll.l:~illty, ignorance and "tunnel-vision" 

, l 

~ ,'will always tempt USt_..§grnellmeS-ul'1wJ.t,t-1-ng-±y-,'--tCJ'Su~s'1:itute 
~.------ ---------- -' 
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"o,ü;r,' ?~m, : :;J..nt~r~sts or t'no~e of ,sdd.et)r for" that 'df the newbo'rn l ,\ 

,1 ( ri' 

, 
/ 

chj,,1d, 
1 ~ 1 ~ J 

, ' 

sornetimes masquerad~ng 
, ' , 

1 1 ~ , 1/ 1 ; "( ~ 

tihqt' goal- in al tr~\Î--stic ~:errns. 

That ,tendèncy, as w~,ll 15 s,ometune.S' ,~traceabl e .l~ the( pol'l'cies 
, ~! \ '\, j 

. ;esultl.ng. Àl1 or whi'ch argues' for the need' for p'ol1cl.es with . , 

bUl.J t-in meç'han,,l.srns' and ,incéntl.ves for selr-crïtl.c~sm a,nd 
, , ' 

r:estra1nt, "lest those wi th respon,sipD l ties i l'ri ,'l,l.'fe, and d'eath' 
,"" \ \ - l" ~ " '\, ~ ~ /, 1 

, 1 

matters' usurp ,God "s' dorni,m .. On over "c;r,ea'l;l.o,n' and ll.fe " 
l', 

l, , 

! 1 

-' , ' 

Fau';nes's ,: t,oleration, and l,nterdlsèlph11àrl ty', 
) 1 

1 t !.... \ ! H'" 
- .' 1 

-..} - , 

\ ' -

, 1 ! 
/ ,J 

--1 '1 , ' ( 

/ '\ t '-10 'tIns poih"t, we have surnmarlzed- what ,ar,e )'propo5~d 
\ ", -- '} \ "1 - \ ' , 

\ .... \ \ ) 

, , ~ \ 
\ 

;-' ·.as the major elements of) a theolog,ical ,st~mce' on thi=. s,ubJ ec;>: 
_ .r '- ' '! 1 J t - /'( 1 

/' j 1 
\ " 

of trea,tment,' transformed Ùl,to the farrn of tests" tb deterrpine 
, " '/ 
'~ \ '" , 

the, ccmtributlon at; theologicâl bi~'ethics ta 
1 " 

newborn: ' 
1 . , , \ 

treatment pollcles. 
l' ,---

/ \ 1 ; ~l'" '-

"'res'pects simllar elements dnd tests could be ~traèted 
, 1 

. \from many ex'po51 tians in tl;le 'sphere of sec\ .. Ùar 
1 

1 1)_ 

\ \, 

,l' 

) , 
( 

',bioethlcS, ,at least as regards content,' But ù; sorne,' ot};ier 

resp~cts there important dlfferences as weil, espec{al1y , 
! ,~ \ I, ) i , 

are 
) 

regardlDune scope, ,intensi ty, moti vation and expression, ' 
i ~ 1 \ 

of moral l.mperat1 ves' based ).1pon adher,en,ce to the Ju.deo~ 

"chhstian t;ad'i t~on' and' ta varlOUS rel1gious an,çi mor,al , 

communl tles' wi thln that tradl tl0n, 
{ , 

1 _ 
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. 1 ., 1 

_l, !:,-,"'., Bùt in'~ :pJ'ur';ü~st soci~~y such"as ours in wh~ch 
, , 

, ',medlc'ine. ~eal th oare ,lnst~ tutlQns and neonatal uni ts must 

\ ' 

\ ' 1 \ ~ 

, 1: ser.ve, pqtients ,ànd Ja,;üÙes' s:>f varlOu5 rel iglOUS and cul t1.:lral 
J , 

tradl t'liOnS and 'ln' sorne cases none' at 'a;ll, i t woul d be 

" l,lnre,abstic tb expeGt ,to' Lllld ~h~t' w.e ,have 1 pr'oposed as 

;,' /,t,~e dis!-lnct:l ve feature~ of tpeologicaJ bio'eth'lcS explîcJ, t~y 
, L" _ - _, J \ l ' _ l ' 1 1 

,reflected, and ellforced' ln treatment' pCJI1CleS ~ But' what we 
~ _ _ i - ) ..., ' ) l"" 1-

,/ . 

l,' l' 

,co~ld e~~ect ~o, flnd ln our ~l~rallst sdclety are tre~t~e~t 

, ' , 

! ' , 

, \ , 

\ l', 

, " 

( " . 
\ 

( r'l 

1 __ __ 

" 

" ,crl, te;ri,a arid gU,ldel înes WhlCh w:(ll àt least be able to 
\ 1 

1 \ , 
" ,,- aCGommodat\= and, respect' 't1Tb$e 'vi'ewpOlnts and convictlons, 

\ ~ '-.' - \ '; _ " ' 

and not te exclude\the~ explicitlyor impllcitly: 
! ( " ! } 

Th~ sarne, , 
, < 

,would of course àppl y 'to the Vlews ,anq convictions o'f other' 1 

religious and cultural cbmmunltl,es, ,assuming of 6oU';se l' 

l , J \ ' \ ) , 

that,~hese'~ositlo~S d6nbt res~rict the ~egltl~ate fr~edom 
, , ',.' - \ \ (\ \ 1 -' 1 l , 

,of others -- ë\nd are Wl thln the b6unds of law. That treFttrnent; 

pol icïes should manl fest this accommodatlon, ,respect and , 
, 

tol~ran~e in ~ plurallst ~ociety lS qUlte consistent w~th 

, what we lndlçated in patt 'One as' the \-lnlque andirnportant 
, , 

cont,r;ibution of secular bloethlcs - a comrin trnent to fairhess; 
l ' 

',toleratlon and. the fash:i:onlng of p'rocedures to ènsure consent, 

, 
1 l 

,autonorny and, self -deter'mlnatlon. 

'Fal rness l-S \ a cruclall y ,imp,?rtant test of treatrnen.t 

policies', especlal1y ln a plurall st c'ontext. Given the 
I~ 

" '';ari:ety of preierences, cul tures, backgrounds and ethlc~ l 

v~ews ln the famllies'and staff uSihg and servic~ng bur 
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hOSpl taIs and neonatal uni t~ Il i t Decomes aIl the more' , , , 
, \ 

" - 1 

,important to'ensur~ 'th~t aIl the partIes involyea'are 
, . , 

- 'treatèd J ust,ly <~nd equitabl Y.:' This is: especl aÙY so .for 

the' sake of the one party unabl e to express a \;11sh, , namel y , 

the dls'abled newborn baby. A pOI1Cy ,1S tair tQ 't'hdse~ b'a~Le~, ,',' ï' 

'if ' ~ t seèks t6 prqvlde ~ equa,l proteciilbn for t.he rights" and ~ , 
, , ' 

1 • 

int'erests of' aIl :the dlsàbled newbor'r,ls to: WhlCh 1 t, applles. : ' 

~ hOsPlt~l o~ unit is being ,faIr if the iame treat~~~t( 
\ ': l ,j --

, 
, r 

stand,ards and crJ~ ter~a are appl H~p to a11 the newborns in: 

" ! / 

\: ~- ,/ 

" , , r 

'the caie of that hOspItal'or u~it. To guard against \ , 

'arbi t~?rHies5 and inequlties, f'~ir" policies should also 

p~o~lde fo~'th~ ~evlew ard ~ppeai of treatme~t decls~onS 
.' 1 1 ( , \ , '1 

,(e.g. to other physlclan,s, ethlcs' committee,s or courts) j 

" 

~h~n an In~~rested ~arty (e.g. p~~ents, Rhysiclan, nurse 

or '~nstl tùtiol1) fee~ s th,é decIs,lon may be pre J u.dlcial, to 

the health or life of the bab~: 

One'way of he'lplng to ensure toler,ance and falrness 
. , 

in treatment ,poll~les is to allow, aIl. the relevant dIscIplInes 

and' 'perspectl ves to contribut'e to tnelr forrnulaüon. The 

( 1 three most ObVIOUS' and Important ones are medlClne, bloethlcs 
l ,\ r) 

and law, but others have much to c;ontrl bute as weIl, 'for 
~ , , 

1, 

'e>:,ampl-e tho::;e ofsoclolog:>;, economl.CS and psychol,ogy,. 
, 
Medlclne, bloethlcs and law each have lndlspensable rolès, 

to play ln maklng" these pollcles, à pOllCy madeby any 
'\' . 

one of them alone r,isks belng incomp~ete. Medlcine provides, 
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- " ,-
\ 

n~eded medIcaljsclentiflc dataI .dIagnostlc and prognostlc 
" 

experienc~. ?ndmedl~al wlsdQm. Bl?ethlcs provl~es specIal 

Skllls and attentIon to the sorting out, ranklng and' 
1 \; , 1 ! 

oal'ancing of :the, rel'evant value,s" rJ,g~ts a~crl prind:Pl~'S'. 

'The rlght, :i<nput from the legal di~ensIon\ does not '~~cessÇlrll'y 
Il / 1 , , , 

~lmply ,leglslabon, llegal mechar'nsms or law refo,rms,. But 
, , , 

, ~ \ l \ 1 1-

it'sho~ld ensure that the treatment policy provldes ,for 

" 

the a,llocat lng of ri<;Jhts and, duhes ,anq the resol vIn'g' of, . " 
\ i \, \, ' 1 

. ' ) . 

~ohfllcts, that the 601ICY stays wlthln socially accept~blé, ' 
, l \ \' ) ~ ~ \ . 

boundarles, ànq that It wIll be publlC and subJect to 
/ 

: pub'llC scrutlny and 'revlèw.' 

(, \ 

Merely bec~use a newborn treatment policy, JS,to 
1 

, ,apply. Ul a hOSpl tal or ne,onàtal 'unl t, does not mean, i t 'shquld, 
, , 

, • \ - j 

') be formulated by physIcIans alone, Wl thout eontrlbutl.ons , 

and revH~w by the publIc and other, '~hSCIpl':més. Chooslng 

th,e mix and- ranklng, ot' values 'necessarlly in~ol ved' in these 

llfe-and death matters transcends both the mandate glven by 

ioclety ta phys{cia~s, and the tralnln~ of the physlcl~n qua 

physician.' There 15 a l'a~ge quotient' of public policy 

I~volved ln these policles, ~nd the rights and values which 

are to apply and prevail should not therefore oe determlned' 

by any slngle diSCipline alone, not even the one closest , 

to the seene. But if l'nterdlscipl inari ty lS to be 

effectlve, every effort'must be made to get beyond the 

mutual SUspIc10ns and antagonlsms WhlCh tend to llmlt 

collabor~tive effo~ts in the medl~al arena. 
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1.' The partlclpatory contributlon of theologl'cal, 
bloethlcs ' 

,TblS ]~st test will of course be'appl~c~ble ~alnly 
/, 

,- '" /, tb )::noethlcal 'po11c1'es, the subJect of Chapter VI II .,.' As 
J \ - , ( 

'. ' 183 ' 
suggested abov~, there are arguably three predominant 

, ' - 1 

\ " 
l , 

, ~ , 
stances ,wh1ch the th'eo)oglan could adopt ln pollcy-mf3king" 

and the ch(nce of, stance could be, expected to' leave traces 

ln the pOllCy itself Dt ln its support1ng argumentation. ' 
, . , 

Th~ tnrèe roles,suggested are those'of prese~ver, prophet 

br partlcipent. The theologlcal b1~ethicü;t as "preserver" 

would essentlally seek to for~ulate pollc1es whlch,reflect 
\ ( 1 \ ) 

~nd,protect the. moral v1ewpo1nts of a part~cu1ar reiig16us 

COmm~nl ty" expressed ln trad1 t;tona'l and expllc1 tly theologk:al 

\ terms, ofte,n Wl thout the specl flCl ty or, sophlst1cation, needed, 

~n less homogeneous contexts. Pol1Cles formulated'from 

that perspectlve may be sUlt~ble fo~ r~llgious 1nstitutlons 

but not for those designed to operate ln a plurallst context. 

The theolog1an as "prophet li contributing to apollcy for a 

plural1st setting would tend to denounce the moral V1ews 

of'others and s~ek to-have h1S own theological perspective 

incorporated 1nto a pOllCy more or; less to the 'exclus1on 

6f other v1ewpolnts. The traces of both these poslt1ons 

ln pol1cies and supportlng arguments would be overtlY 

relig10us language and concepts and/or positlons and 

crlter1a expl1cltly or lmpl1cltly founded 9n a part1cul~r 

rellg10us perspect1ve Dot shared by others. 
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,The preferred role suggested above for theology' 

,'~m,d the:plogians lnfo;'inulatlng treatment crl-terl,a f<?r our 

pl urallst 'SOCl et y 1 s that referreti to as "part~cl,paÜOt1 Il • 

; In_ ~hl s model" the theologian has deflnl te pOlnts of Vlew, 

and C0nvlctlons and he defends, them Wl t'h vlgour', but 
, : l " 

, 
-1 " - -,- , - , 
'" ,- \ 
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, , ' ~ 
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I~ 1 !_ 
, " - , 
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" 1 
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\ ,r 1 

'- , \ ,1 

1 ' 

, 1 

, '. 

1 \ 

nevertheless sees nls role as a partner cOQtributing to , 

a common undertaking along wlth others (~.g. philosophers, 

"phYSiciaDs', admin1strato'rs and perhaps th,eolog~ans of ,other 
" 

re'ligious corrunùnit1es). , ' , He 15 prepared to respect,and 

learn 'trom thel r mora'l' insights" ,He' lS ailso prepared _to 

help design trEi'atment cri teri.:;o which refleçt and leav,e 
, \ --. 1 

1 

,moral space for the fegltlmate views and cho:lces, of 'pàtients' " 

" -

and staff bèlonging to a varlet y of re11~lons and cultural 

corrynunl tIes,' 
( 

If "he 1S successful, the resultlng crlterla: 

will respect the varlOUS elements of a 

theological'perspectlve referred to in 

the prevIous,tests; 

, 1 

\ , but will not normally be formulated +n 

expllcltly theologlcal language and 

argumentation, 
-~ " J 

, 1 

, ' 

~lll promote conseDsus by belng crIteria 

~cceptable from both humanIstIc and -

the~logical perspectives to the extent 

'possible,; 
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w1~1 el~ow Suffici~R~ latiEud~ to 
1 

accommodate ,leg~ tllj1ë.\te ~:hffer,en'qes oC),', /, 

emphasis in view o'f the' varlet y of 
, ' , , 

~ell~io~s and cultu~~l trad~tiQns a~~ 

~ersonal ChOl~~~ lpevltable in ,~lew 6f 

,our pluialist SOcIety; 

wlll not be 50 genetal that they proyide, 

llttle r~a~ guidance, but addres~-~~~h 

, \, 
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ri ,-1 

as much ~peclficity and ,sophistIcatIon 

as possible both the moral dilemmas and' > 

" ' 
1 / 

-, \ .... \ 

\ -, 
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J , r 
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\) , /' J 1 l 
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,,1 -" , 

\ " 

, , 

'. '-
medical complèxities involved ln t~e , ' 

" . ,l 

1 

- <.. ' 1 treatment of nèwborns. , , 

In Vlew of the above, thlS test'of newborn treatment 

poliçles proposed by theologlcal bioethlclsts will assume 
\ 

that the theologian as participant should, like the 

'phllosopher and secular bloethlcs generally, place a high ,,' 

prJ.ority o,n 'tolerance and freedom. Given hlS particular 

convictJ.ons about for Instance the sacredness of 11fe, the 

scope allowed to the variety of tolerp,ble Vlews wlll often 

be narrower than that acceptable to the secular bloethlClst. 

For example, a theologlcal bioethics WhlCh reJects euthanasia 

and subscribes to the restrlcted deflnltion of quality of life 

proposed above, cannot co-exist ln the same pOllCy w~th 

a Vlew WhlCh permi ts euthanasia and opts for a "social worth" 
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deflnltlon ~f quallty of lif~. Unless of course the pOllCi 

ln quest~on was at such a level of generality and abstract~on 

as,tq be relatively uselesè for moral gUldance. 

BU~ as~umIng' that the dlfferences are not as, 

incompàtible as that, tolerance ~nd freedom,ln allowlng sorne' 
1 \ 1 

dlfferences and varietles should be h1gh prioritles ln 

theological bloethlcs and not Just in, secular,bl0ethics. 

Justlflcatlon for these attItudes withi~ the~theologl~~l 

perspectlve can be based hot just on the pragmatic realization 

~hat our plurallst socletY,exists and IS here to stay, but, 1 

also on prlnclples to be, found withln theol~gy lts~lf such 

as freedorn of conSClence' anÇi religious tolerance. That' the 

,dlfference between theological ,and s7cular stances evokes 

tensIon IS undenlable. éut that tens~on (~ithin certain 

proportions) can also pr,omote a healthy dlalectic ln WhlCh 

each learns'from the other, a learnlng and 'influence which'

goes ln both dlrections. To find a degree of that tension, 

dlalectlc and mutual lnfluence' ln polici-mak~n~ and ln the, 
, 

treatmerit pollCles to b~ tested'n~ed not thérefore be taken 

as a s1gn of'~allure byone perspective or the other, b~~ 

that'eachlS m~klng the contributlon it ought to be maklng-

ln our pluralist soclety. 

, , 
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2. Newborn disabillties -,the medica1 data, the capabi1itles 
and 1imlts of neonata1 medlclhe 

'Havin'g ,outHnedthe ethlcal tests which will app1y 

ln thE; chapters to fo~low, a prelimlnary task which rem'alhs 
1 

is that of lndiçatlng, at Jeast in summary form, the 

medlca~ facts and condltl0ns which co~prlse serious newborn 

handlcaps. It i~ these categorie~ of disability, combined 

1 wlth the ever-expanding capabil1tles of,neonatal medicine, 

wh~c~ together make n~cessary ~ncreasingly sensltlve a~d 

S?pnlstlcated ethical responses. 

The dlsab1ed newbo~n lnfants of interest te us 

generally fall ~nto two main categories - 'those bOrn with 

t \ 1 b' l . t-' '184 d th b . th 1 'b 'th congenl a a norma l les, an ose orn Wl OW lr 

~elght. A brief summary of the medical data and imp1icatlons 

of each ca:tegor,Y 15' in ,orde'r, begin~: w~ th tha t of 
1 

corgeni tal abnormal i ties . 

'A. Congenital abn'ormallties 

Unaided nature it~elf provides that most serlously 

defected fetuse~ are ~lscarded before birth. Tt has been 

known for sorne tlme' that the seèond largest reproductlve 
\ 

mo~tality occurs durlng ear1y pregnancy, , after imp1antatlon 

(the largest 1055 occurring durlng the seven day Journey ?f 

'the ferti1ized egg - the zygote -,from the uterine tub~, to 

uI 1 
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the uterus) ,185 - It has been 'es'timpte~ that about twel ve 

percent of the lmplanted embryos and early fetuses , 
',186 '187 

.spontaneously ~bort, About ~hree percent are stillborn. 
~ ,f 

Examlnatlon of th~, fetuse~ spontaneous~~ aborted indicates 
, , 

tha\ thelr, lriéldenc~ 'of. chromosomal defect~' ~s ,twenty' times 

hlgher ,than in' li ve-born infants., _ ë;ind neura~ tube defects 
1 

(e. g:, splna- b l,fJ. da ) occur SlX tq elght times more, frequently 

. - 188 
ln spontan~ously aborted fetuses than ln t,he llye-born. 

whether born premature,ly or not'. 'i t has been 

" , 
the children born each_y~ar have a detectable co~genitai 

,abnormali~y. Th~y ~r~ the ~esult of defective 'genes, 
, • ' 1 

\ 

'envlr6nmènt~1 ,fa6tors oi chromosom~l a~normali~jes.' The 

causes of mal'1y birth defects are ei the'r' unkno~Q,:or the 
1 J, ( \. ... ~ .. ~. } 

result of a complex of facbqrs, both'envlronmental and 

gene:tlC. 

Wlthln ~he cate~ory of congenltal abnormalltles, 

two type~ of defect or handicap have been the object of 

·most ethical and 1egal attention. One is that of neural, 

tube defects. In the United states and Canada it is 

estimated that'approximately two of every one thousand 

newborns 'are affected by these defects, mak~ng it the most 

f th ' b t l b l' t· 189 common ,0 e serlOUS new orn congenl a a norma 1 les. 

f 
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Two types of neural tube defect are pa'rtièularl;y p.elevant 

to our concerns. One is that of anencephaly, in which most 

or aIl of the brain is absent. This condition generally 

makes impossible the development of consciousness. Those 
. 

newborns 50 affected generally die with~n a few days,of 

birth at the most. A second type of neural tube defect 

is that of spina bifida (meningomyelocele). It results 

from defective formation of the neural tube, one of the 

first organs t6 develop, and which eventually forms the 

spinal cord and brain. Sp~na b~fida ranges ~idely in 

severitYJ and can,aff~ct other organ systems aS,~ell. 

Those oaf!fected >r~nge from very' severely physically and 
Il 

mental1y disabled to those with normal intelligence and 

manageable disab11~ties. Many newborns with spina bifida 

respond well to' surgieal and rehabili tative the:rapy,~ 'Among 

the problem~'which these newborns, their families and 

physicians must fa~e are especially,one or more of the 

following: paralysis. or w~akness below the level of the 
, ' 

defect, 1055 of skin sensat~on below the lesion, 

incontinence of bowel and bladder"hydrocephalus (in s'ïxty-
, \ ,\ , 

, 190 
five to seventy-five percent of -the pa'tients.) 

But there is Ci second type of derect within the 
f 

congenital abnormality catego~y which has probably received 

the most attention in ethical and legal analyses in Canada 

and the United,States. It i5 that of newborns who have a 
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permanent and defect, but qne whl.ch 'i tself is . 

~ot life-threatening, combl.ned,with an· addltional, life

threatenl.ng but correctable problem. ' The clearest iristance 

of this combinatl.on l.S that of Do;tJn Syndrome (mongolism)," 

-which is 1rrèmedl.able but not lire-threatenlng, c6mbl.ned 
\\ 

with gastrointestl.nal blockage and/or congenl.tal heart 

defects, both of Wh1Ch a~e life-threatenl.ng but correctable. 

Infan~s born w1th Down Syndrome are mentally retarded, but . ' 
the, retardatl.on ranges from mild to ser10US and the sever1ty 

can seldom be diagnosed accurately early in the inf~ncy. 

It lS estl.mated that the frequency of Down Syndrome l.S 

approximately one in every seven hundred Ilve b1rths. 19l 

Thel.r lives are not threatened by the Down Syndrome 

itself, but (in a minorl.ty of cases) can be ,threaten~d by 

the associated congenital defect. Correcting that complication 

would 1nomost infant patients not afflicted Wl.th Down Syndrome 

be considered more ,or less "routiné" and clearly indicated. 

There lS of course a degree of risk involved in these 

surgical correctl.ons, but operat1ons to correct gastro-

intestinal blockage for example are generally successful. 

If not surgicaily corrected, sometimes in the first weeks 

of ll.fe, 1t could prove fatal. Those born with a gastro-

intest1nal blockage.for example would develop a fatal 
\ 

pne',w,honia or starve to death if not treated, since they 

cannot be fed. 

" ' 
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B. Low 'birth welght lnfants 

.. ' 

, , 

The s€con'd major category of bu"th defects, is 

that or infants born.w1th 10w b'1rth weight. While the 

tendency ln lega1 and ethlcal' analysis lS to focus on Down 

Syndrome and splna biflda babies, in actual practice they 

represent only the "p-eaks" of the blrth defect problem . 

. Prematurity and resulting low blrth weight affect many more 

newborns and raise more difflcult ethical and legal treatment 
• 

dllemmas than do elther of those two congenital abnormalities. 

Approxirnately seven percent of those lnfants borri each year 

cao be classlfled as low birth weight 'infants (that lS, 

those weighing not more tha~ 2500 grams), in the United 

States comprislng a total of about 230,000. 192 The mortality 

rate of low blrth we~ght lnfants is extremely high compared - -, (-

to aIl the other populations treated ln hospitals, As a 

general rule, the lower, thebirth welght the more llkely 

such infants are to die. One source based on a study of a 

number of medical centres,between 1974 an~1976 reported 

that these infants wer'e fort y t+mes more likely than normal 

birth weight infants to die during the neonatal period and 

five times more likely to dIe betw€en a month and a year 

after birth. 193 

l, 
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The low birth weight infant typlcally has 

Almmature lung' development and as a _ cbnsequence suffers from' 

hyalIne membrane disease. Those with any hope of survIval 

must therefore be placed on meehanical ~entilators to provlde 

them wlth suffIcient oxygen. But this treatment itself can 

ln sorne cases cause death and inereased dIstress - pulmonary 

hemorrhage, braln damage and bllndness are the most serious 

possibilitles. Since thelr gastroln~estinal tracts are too 

undeveloped to absbrb fQod, they must',be fed lntravenously, 

in i tself a diff)cul t and risky unqe-rtaklng glven the 

infant's small Slze and lmmature heart and kidneys. 

Hospitals have made great strides in reeent years 

in both Canada and the United states in responding to the. 

challenge and tragedy o~ congenItal abnormalities, low birth 

weight lnfants and other forms and combinations of birth 
0, 

defects. Today ln both countrles neonatal intensIve care 

unIts exist from coast to coast and are provlded with highly 

SOphlsticated technology and hlghly trained staffs of 

- ,1,94 
physlclans and nurses. Treatment in the$e unIts ls very 

expenslve, glven the technology Involved as weIl a9 the 

number of highly speciallzed staff.
195 

These neonatal 

unlts have contributed to greatly redueing the mortality 

196" rates of infants born witn defects and with low birth rates. 
1 

There ls'no doubt that especially sinee the 1960's very many 

.' 
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newborns have beet;l- savec;! who prev~ously would have dJ,ed t 

and very many of them not only survlve ~ut dose with full 

,recover~es or only mild handicaps and go on to live full 

, and productive lives. 

But there is another s,ide to the coin. The very 

success of modern neonatal and postnatal care has presented 

law, ethics and society wlth new problems, challenges and 

possibly (according to sorne) failures. Sorne of these newborns /-";'/ 
who can now be sustained by the use of new technolo'gy and '.' 

sk~lls for at least a brlef perlod nevertheless contlnue to 

have thelr ultimately life-threatenlng disabilities, but 

new med~cal tecnnology can at least extend the dy1ng process 

by a few weeks or months. But should it always be done? 

Others have handicaps or complIcations which are not necessarily 

life-threatenlng but they are very seriously disabled and/or 

in varying degrees of irrernedlable pain. Continulng to 

provide only normal basic care including 7eeding and' 

infection fighting makes it possible for sorne of thes~ 
1 

newborns to'llve on for many years. But should it always 

be provided? -,Still another class Of newborn are those born 

retarded and who are dlscovered to have a life-threatening 

complication WhlCh can be readlly corrected thanks to new 

~echniques ~~d technology. But should it al~ays, be corrected 

in View of the quality of éxpected Ilfe of sorne of these 

children? 

" 
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Chapter VLj:: Medi'ca~ polic'i'es as, pràct:rced and formallzeq 

1. Physlclatis' Vlews, preferentes and'p~actlces ~ ~rom, 
surveys and studles 

In thls flrs~ df ~wo parts ln'~hls chapter, attentlon 
1 

will focus on t,he': Vlews of physicians, malnly pedlatrlc~ans. 

Conslderatlon of more d~talled and specific treatment 

,crlterla in the for:-mof "full-blown" pollcles wlll be the 

subJect of the second part of this chapter. Here in thls 

flrst sectlon, the vlèws wlll be gathered from surveys, 

lntervlews, articles and hospital records. Our first 

justlfl~ation for lncluding these sovrces and the attitudes 

thus provided under the headlng of " policies" ,\ lS that these 

prefer~nces and value chai ces of practlclng physicians 

constl tute ln effect "personal:' pol iCles. Whi le these 
. 

trends and. preferences cannot in aIl _respects be assumed to 

represent actual practices, they can at least be assumed 

to influence practlte, whatever lS dlctated bY "officlal" 

pollCies ln the form of ethlcal gUldelines and codes. 

A second JustiflCation lS that the more formaI and detailed 

treatment pollcles'and crlterla appIlcable to an ,entire 

branch of medlClne (such as neonatology) must (among other 

things) confront elther approvingly or dlsapprovlngly 

precisely those actual trends and preferences of the 

practltloners. If not, those more formalized policies will 

be dismlssed by ooth physicians and bloethiClsts for having 

missed the (medical and moral) pOlnts. 

, 1 



- , ,~ 

, 
, \ ' 

- \ 

\ ,-

, ' 

,('" 

, 
, , r 

, \ 

-195-. 

Whlle many of the trends and viewpoints WhlCh 

fQlloW do not directly reveal ~heir underlYlng moral stances 

,'and assumptions, it will be our task to deduce these when, 

\ 'posslble and to evaluate them in the llght of the tests 

propo,sed above. 

A.. Sanctlty of llfe and quality of llfe - the 
influence of burden ta others and mental 
dlsablilty 

In this section, a number of related questions are 

of particular interest, aIl of them arlslng from the tests 

proposed above regarding the sanctity of life, quallty of 

life and the equal treatment of the physlcally and mentally 

dlsabled newborn. Rather than treat each of those tests 

separately as was done ln descrlblng their elements abave, 

ln what follows they are to sorne degree "telescaped". We 

do 50 because of the essentlal lnterrelationship of sanctity 

of life, quallty of llfe and mental dlsabillty, and because 

the relevant sources such as surveys assume that relatlonship 

,in thelr questlons. 

Of major interest to us in the attltudes and 

preferences of physlclans are these questions: is the 

sanctlty of life (6r equlvalent) of a newborn genera1ly 

understood ln a "vltallstlc" manner, and are sanctity of 
, 

life and quallty of life ?een as mutually excluslve? How 

. 
"' \ 

l, ' 
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wlde a latltude 15 generally granted to quality of life 

'conslderations '. what quall ties ln particular are valued, 

how are they balanced, how are these ~ualltles justlfled 

as normatlve crlterla, and what Influence on treatment 

declSlons does the "soclal context" have? In partlcular, 

what normative welght is glven by pediatrlclans to mental 

retardat10n as compared to physlcal dlsabllitles? Does 

religlous afflllatlon'a~d rellgioslty rnake any apparent 

dlfference to the Vl€WS held on the above ~oints? 

Since our maIn goal ,wlll be to determlne the 

prevaillng normatlve values ~nd,ethlcal systems influenclng 

the preferred quallty of llfe criterla, It might be helpful 

to provlde a summary of the normatIve aptIon~, If 

we gather together ~arlaus elements already d15cussed at 

earller pOInts ,in this paper, we could arguably conclude 

that there are essentlally three cholces in normatlve 

systems relevant ta these sanctlty of llfe and quality bf 

life Issues. 

The flrst is a deoQtologlcal or rule-based system. 

Its moral foy~dation lS that indivlduals have an inherent 

sanctlty or dlgnlty and inallenable moral rlghts. What one may 

and may not do to Indlvlduals IS determlned and 11~lted by 

that inherent sanctlty and those Inallenable rlghts, and 

not by the beneficlal or non-beneficlal consequences of 

. \ 
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Ilvlng for a longer or shorter per10d. Those subscr1b1ng 
, ' 

to th1S moral stance and system would concluae that given 

the inherent worth of a newborn one may not d1rectl~ or 

1ndirectly klll an infant, and one must support aIl human 

l1fe 1ncludlng the weakest and most vulnerable of 1tS 

membet's. In lts absolute form. the deon~ologlcal stance 

would be equlyplent to "Vl tallsm" . 

The 'second such moral system 1S that of 

conseguent1al i sm or utill tarl,an1 sm, accord1ng to which the 

value of.life 15 mea5ured agaIn5t the consequences tor that 

"1'r1d1vldual' s quali ty of llfe (persona11stic c:onsequentiallsm) 

or the quallty of life of others (soclal cOhsequentlall~m). 

But a thlrd moral system 15 essentially the 

deontolog1cal one but without being absolutist. It allows ~~ 

for sorne quallflcat10ns and exceptlons. It permlts taking 

lnto conslderatlon the patlent's medlcal and soclal 

'Clrcumstances and, by exceptlon, concludlng that the dut Y 

to preserve llfe in a particula~_çgse lS superseded by one 
/' 

,4 

or more of these other consld~ratlons and values - Ilfe 

support ln such a case has become "extraordlnary" or 

"unreasonable". But this approach allows only a very 

Ilmlted scope to the newborn's external or soclal context 

and is therefore generally dublQUS abou~ the moral weight 

of soclal quallty of life crlterla such as the Impact (of 

treatment) on the disabled child's famlly, or the flnanclal 



( 

burden (of. treatment) on the fam~ly or SocIety. As lndlcated 

a~ove, ln thlS wrlter's Vlew thlS thlrd ethical system IS 

the one most consIstent with the central convIctions and 

çontr+butlons of the Judeo-Christlan traditIon applied to 

thlS issue. 

We WIll conclude ln effect that the trends in 

the quallty of llfe Vlews of physiclans Indicate that the 

Impllclt normatIve approach wlth the most influence on 

them falls somewhere between the second and third of the 

three llsted. If the trends indicated by existing surveys 

and personal testlmonles are ta be believed, the COffimltment 

of pedlatr~clani ta supporting the lIves of the weakest 

and most vulnerable members of sOcIety ~s greatly qualified 

by considerations more in the nature of socIal consIderatIons 

external ta the disabled newborn and h~s medlcal condition. 

In sorne cases these external cond~t~ons are welghed in 

terms of benefit ta the Chl1d, e.g. the availablllty of 

needed support and rehabilitative serVIces. But in other 

cases a predomInant socIal consIderatIon sufficlent ta 

dlsquallfy a newborn from treatment WIll be the burden on 

others, e.g. the Impact on the famlly If that child should 

surVIve. The predomInant trends ln these Vlews lmply that 

consequentlallsm 1S more Influentlal than the deontologlcal 
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stance, a consequentia11sm WhlCh in many Instances gives 

the benefits and bUrden to others as much or more moral 

welght as the rlghts and benefits of the IndlVldual dlsab1ed 

newborn. If that lS an accu rate assessment, then the role 

and Influence of that branch of theologlcal bloethics WhlCh 

wè advocate, is not presently of much Influence in the, 

consclences and 'practlces of many pediatriclan~. 

1.) The physiclan as "moral, entrepreneur" 

,A first flndlng of relevance'from existing surveys 

and other sources lS that the great ~ajority of pedlatricians 

do not have an abso1utlst or v1tallstic VleW of tQelr dut y to 

save the 11 ves of newborns .. For example, a 1977 natlonal 

survey in the UnIted States reported that 83 percent of 

responding surglcal pediatriclans and 81 percent of pedlatrl-

cians other than surgeons responded "no" ta the f0110wlng -

question: "Do you bell.eve that the llfe of each and every 

newborn 1nfant should be saved lf lt 15 wlthin your abi11ty 

197 
to do so?" It 15 Interesting to not~ that as regards 

religlous afflliation, wlthln the surglcal group of 

pedIatrlc I ans CathollcS emerged as the most "conservatl ve" 

(61 % answered "no" and 39% answered "yes"), and Jews as the 

most "llberal" (97% answered "no" and 3% answered "yes"). 

Withln the pedlatric group It was Jews who emerged as the most 

198 
"conservatl ve" (64% answered "no", but 36% answered "yes"). 

'. 
, , , 
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In pr1nciple this maJorlty V1ew malnta1nlng that 

not every newborn lnfant need be saved even if it 15 poss1ble, 

1s of course compat1ble wlth the non-vltallstlc bioethical 

vJ,ew we formulated as our test. A more lmportant and 

dlfficult test 15 of course that of the medlcal condltlons 

and other crlterla which could justlfy non-tregtment. 

A second flnding of releyance, one brlnging us 

closer ta Vlews about those conditl0ns and crlteria is 

that when asked which of several factors and conditions 
\ 

most coincldes with thelr own concept of "heroic" or 

"extraordinary" care, most pedl.atrlCl.anS appear ta grant 

that that concept should not be deflned by the nature of 

the treatment but by the situatlon ln which a treatment 

199 l.S used. ThlS Vl.ew as weIl would in principle be quite 

compatl.b1e wlth our tests, and with the gen~ral posltlon 

of both theological and phllosophical bioethics. 

, t 

1 

A fundamental element of the sanctity of ll.fe/quality 

of llfe standard we are applylng lS that the bl.BS should 

a1ways be that af saving life, and that not to do so for 

those not already dylng should be seen as exceptlonal, 

requirlng muc~ Cc;~l-tlon and the appl ::;.catlon of SP.;c1fic medlcal 

crlterla. That stance was proposed as the one most compatible 

with the Judeo-Christlan traditlon and the most respectful 

of the personhood, dlgnlty and rights of the newborn. But 
. 

ln some medical opinions one detects a blas ln the other 

, , 
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dlrect1on, one lmplylng that those not ready to let a 

disabled newborn child d1e are llkely to be vlctlms of 

merely lnstlnctual forces, and/or motlvated by selfl~hness 

and legallsm, wh1le those prepared ta allow the Chlld to 

die are more llkely to be act1ng from religlous convict10ns 

and wlth more sens1tlvlty. The very 1nfluent1a~ pos1tions 

and wr1tings of Doctors Duff and Campbell typlfy this approach. 

Duff for example has wr1tten: 

The in1tial react10n of most parents at 
birth lS, "Don't let our baby dle. Make 
h1m live". F1rm root1ng of a parental 
death w1sh for a defective Chlld takes 
days, at least .... In human and ,ether 
speC1es, there lS a powerful altrulsm 
WhlCh defends and nurtures the young .... 
Sorne parents who are aware of very poor 
prognosis report deep rellg10us convictions 
that they should allow their Chlld to die. 
But, sensing staff b1as and feel1ng 
vulnerable to attack by cynics, they'keep 
that to the~selves.200 

Duff and Campbell tend to portray as villains with 

misplaced prlorlties and princ1ples most of the actors 

involved, except parents and a minor1ty of physlcians. 

courts and committees Duff wrltes: 

There is a great potential for confl1ct of 
1nterest in hospital comm1ttees, regulating 
agencles and courts because these parties 
have sorne agendas far removed trom the child's 
and family's lnterests .... Courts must be 

About 

more concerned about legal doctrine than about 
particula~ child or family problems and needs. 201 
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As for physiclans and admIn~strators who oppose 

chooslng death for d~sabled newborns, they (but not also 

those who do choose death) are referred to pe]oratIvely as 

"cynIcal", "moral entrepreneurs", "crusaders against death 

\ and dIse,ase", or "paternallstlc". For example, Duff wrItes 

that: 

... nursery pOllCy IS shaped by two maIn 
forces, nelther rooted conslstently in the 
values of famllies. The fIrst IS medical 
opInion WhlCh ln a minorlty of Instances 
represents a rlgld "moral entrepreneurship". 

~ Whether or not such rigId moral pOllCy exists 
ln the nursery, Institutional leaders (admIn
istratIve, medlcal and nurslng) as a second 
and much stronger force commonly compel It 
upon the nursery. These leaders emphaslze 
the appeallng ethlcs of the crusade against 
death and disease and point out their 
oblIgation to observe homICIde laws. 202 

Impllclt ~n these attempts to reverse the present 

blas ln favour of savlng Ilfa, and 1~ the hostillty ~o allowlng 

the sanctlty of Ilfe prlnclple a large role in declsion-making, 

is the assumptIon (already rejected by us above) that sanctlty 

of 11fe and quallty of 11fe are mutually exclusIve and opposed. 

As weIl, Duff and Campbell for example, tend to equate 

sanctl ty of Il fe concerns Wl th a "disease-orlented philosophy", 

and excluslvely "technlcal" considerations, whereas quality 

of 11fe coocerns are equated wi th a "person-oriented 

phIlosophy", stresslng the needs and values of the child ~nd 

famlly. They write for example that: 
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... we belleve that much controversy results 
from confllcts between two dlstinct but 
closely related philosophles of care, one 
malnly orlented to the dlsease and the 
other focused prlmarily on the needs of 
the lndlvldual patient (the person). 
The flrst phllosophy Implles that llfe 
Itself 1S aIl that matters; that death 
represents the ul timate, in human and 
medlcal failure, somethlng ta be avolded 
at aIl costs. The second phl.losophy . 
consl.ders that the quallty of llfe should 
be the prl.mary concern.203 r 

if 
Assumlng as they seem to that the two phllosophles 

wlIl be ln confllct, and preferrlng the second approach for 

both extreme and "borderl ine" cases, they are prepared to 

]ettlson both the normative role of tradItlonal prlncIples 

such as the sancti ty of llfe, reJ ect what the y .see to be the 

intruslve and merely technlcally-oriented restrictlons of 

courts and commlttees, and grant moral autonomy to the family 
,-

and its physician. Referrlng to families and physlclans, 

they malntaln that: _' ':1 

... they must be entrusted with more freedom 
to change or to 19nore commonly accepted 
prInclples lf the values of patlents and 
families in the many unique sl.tuations of 
livlng, illness and dying are to be 
protected.204 

Extendlng that position still further, to law and 

rellglon generafly, Duff writes: 

The prlmary aim of medicine is personal and 
soclal, not biologie; nor lS it relig10us or 
legal. And the professlon of medlcine in 
addition to recognizlng its own limits often 
must keep some socially useful or necessary 
legal and rellglous doctrlnes a Ilttle 
distance away.205 
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Whereas Duff is quick to brand the treatment of 

seriously dlsabled newborns as paterna1ls~ (and no doubt 

that label ~s sometlmes 'accurate), one detects an inescapable 
f~ 

element ~f paternalism in the preferred blas of al10wlng 

them to die. By arguing that medicine should make ItS 

decisions in these matters independen~ly of law, moral 

prlncl.p,les or social restralnts, physicians a10ne' would 

become the' ëi'rbl ters· of the rlghtness of parental wishes. 

Belng subJect for instance to courts or commlttees: 

would give away or destroy a central 
ethos of the profession a10ng with that'of 
the farnlly. l refer to the professlon's 
responsib~llty, ln working wlth individual 
patients and their familles, to establish 
a standard of conduct for itself and to 
assert the freedom to' do what it conslders 
best.206 [Emphasls added) 

ii) Mental r~tardatlRn as a count~r-indlcation 
of treatrnent 

Nor do viewpolnts of somejphyslcians demonstrate a 

strong commitment to sorne of the other elements of the sancuity 

of l ife' ,prIncip le proposed above. Among these elements would 
, , 

be an unwlllingness to sacrlfice the rights and needs of 

indi~idual patIents for society as a whole, and a com~i4ùent 
, , , , 

to the equ~l rlghts of the wepker members of soclety, in this 

case th~ serlously dl.Sab~.e~, newborn esp,ecially the retarded. 
, IL, 

The posl.tiqns of Duff and Campbell for example do not demonstrate 

much l.nflu'énce of those particular planks 'in the bioethical 

platforffi we proposed as normatIve. Appeali~g ln large part '. 
/ , 

l J \ 1 

to'eugenlc consideratibns, they maintain that;' 

, 
_T"_ ..... :'!:_'~\: ~ ... 
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since many congenl tal maltformat~ons have " 
a genetic component, if great efforts are 
made ~or surv~val ~n aIl ~nst~nces, ~t is 
pOSSIble that future generatlons might be 

,harmed. In thlS case, as ln others, the 
rlghts of society às a whole, ~nclud~ng 

future sOcIety, appear ta confllct wIth the 
rlghts of IndIviduals; Thus, Qver and over 
again we have to fâéé the difficult questIon, 
ta what extent if any, must the strong and 
healthy respect the rights of the weak and 
uphealthy to survive and reproduce?207 

The vlewpolnts and apparent prac~ice of many 

pediatriclaI;ls ~nd n~~logists demonstrates a definl te b'l.as 

against treating dlsabled newborns who are retarded wlth the 

same criteria and zeai as those not so afflicted. Duff and 

Campbell for example make it clear that corréctlng a life

threatenlng but correctable problem such as atresia in à 

Down 1 S syndrome child i3 very li~r.ely "rned:, cJ..ne at l ts worst"', , 

\' " 2118 
because the defects such as mental,retardatlon remaln. y~ 

Not o~ course that thçit posi tlon is shared by aIl phys~iclans. 
~ '). 

A pediatrIc~an who disagrees wi th Duff and' Campbell on' 

that (~nd other) pOlnts is Norman Fast. He by no means 

opt? for a "vitallst" approach, but argues for the rlghts 
\ 

of the r~tarded newborn, as follows: 

/ , 

1 

l assume Duff wouid willlngly resort to 1egal 
authority to Intel"fere wi th flagrant physlcal' , 
abuse, or refusaI ta repaIr a duodenal ' 
,obs,truction ln any otherwise normal child .. J. ; 

'It appears that It is only when the' Chlld 1S' 
r,etarded, and physlcally handicapped that 

,Duff thlnks 1 t marally preferable ta asslgn " 
hIm'~ category, less equal th an ,othe~ person~, 

,Inaccessible to state ,intr:uSH)n.,' This policy/ 
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apparently rests on the assumption that 
r~tardation constitutes a sufficient reason 
for glylng validity tO,parencal actions which 
would be clearly objectionable lf applied to, 
a normal child. Whl1e such a policy m~ght 
be defended for those chl1dren so Impaired 
that lt is dlfficult ta agree that they have 
any iriterests (such as an anencephallc), its 
ratl0nale 15 less clear when applied to 
children who have an excellent chance for 
a happy, fulfilling life (such aS Down'S 
syndrome) .... As l understand Dr. Duff, 
the princip1e of "equal Justice under the 
law" should be mOdlfled, " ... except for 
the retarded". 209 

Though Duff and Campbell by no means r~present the only 

or even necessarlly the ma]Orlty v~ew on this issue of retardation, 

several ped1atrician surveys suggest that a not inconsiderable 

number agree. The surveys lr;dlcate th,at the newborn patient 

from whom treatment is least likély to be wlthdrawn hS the 

saI vageable chi Id who has only, phys'J.cal damage. A bral.n- , " 

damaged chi Id, even one who is moderately braui-damaged as 

are many with Down's syndrome (i.e. t:longoli,sm), lS less l1kely 

to have a correctable life-threatening complication corrected , . 
than is a newborn wlth the same complicat1.on who i5 not 

bra,in-damaged. 

Crane 1 s 1975 ngt,icnal survey in the United States 
} 

prov1.des much useful .inform~tl6n (in' '~his rega'rd. She 
l ' 

c::oncludes tor e~arnple .abo,ut ~al~ageable newborns ,that: 

'l' 
1 : 
, \ , -

, , 
l, , 

,/ l J 

The pediatrIc heart surgeons , .. were mucn 
less l ikely to say that they would perfor'm 
çarJhac 5,u'rgery upon' chi l dren Wl th an 
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accompanying brain ano~a11, mongolism, than 
upon chlldren wlth an accompanylng, severe, 
but treatable physlcal anomaly. The braln 
damaged éhlldren clearly have a lower 
potentlal for performlng soclal roles than 
the physically damaged chlldren. The 
lntervlew suggested that the medlcal 
standards which are appIled to mentally 
retarded chlldren are dlfferent from those 
WhlCh arè applled to n,ormal chi ldren., A 
pediatrie eardlologlst sald: "Heart 
problems are usually flxed ln normal 
chlldren, but they are not usually fIxed 
ln the mentally retarded. For the mentally 
retarded the y are only flxed lf the patient 
lB ~n gross dlscomfort. Such dlscomfort is 
'rare."2l0 

- , 
Crane reports that ln answer to a question about 

withdrawal o~ treatment, '66 percent of pedlatrlcians responded 

that, they wouiQ not do "herolc" treatrnent or surgery '( è.'g: . , 
,. ' 

, a,~hlmt for hydrocephalu~, or a blood transfusion) 'fo~' '," 
, , 

salvageéble mongdlold-newborn~, whereas only ta perden~ said' -
) , 

, . ,,' '2i1 
they would not; do s~ fo,r ne.wborns wi th severe, phYSIC~l, damage. ," 

Even when. the questlonn,a{re _ resul ts indIcated that a p~diatrlc 

s~rvicéin ~ partleula~ ripsplta1 was ln favour of treating 

,rnentaily ret~rdea'~hlldre~, ai~udy of the hospital r~~o~ds' 

,-' i~ :the same hospi ~al lndicate,,?- ,~h~t the proportIon act~a~~)!..-, 
l '- , 1 

treated,ahdre?usci~ated w~s consioerably'l~wer th an the' 
, c,' ,212 ' 1 • 

questlon~alr~ res~qn~es sùggeste~. Crane in~erprets thlS 

dl:s.crepancy a9 fopows. ": .. , there 'may be a .'conflict, pe't'ween, 
J 1 ~ l , 

-the1ofiicial mè~lcal etHlc'~n~his area and the pressures 

l , 

, "--.- \ / ,,\ ,_ 1 "-, - ~Y "f'''; '_ 1 

wl1iCh -phy~iclan's _ ~ace ;in 'a~tual p~aft~c,e: '" In 'd~S~rlbl.~g -thelr' ': 
1 ( , , 

attitudes sorne physi~ians-pay Jlp serVIce to the traditional 
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~thic 'w,~~~h, ~n prac,tr/'ce they find to be ,-i-napp,ropriate. ,;213, 
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l, 

1 . 
1 'somewhat, ~llmilar views on the subJ ect of' treatingl 

~ewborns: wi~h merital handicaps a~e provlded by other surveys 

of pedIatricians. For example, the natIonwlde,survey of 

pediatrIc sûrg~ons andyed1atricIans by Shaw, et al. included 

the questIon, 

Wouid you acqUIesce in parents' decIsions to 
refuse ~onsent for surgery in a newborn with 
intestInal atresIa, if the infant a1so had 
(a) Down's Syndrome aIone" (b) Down's 

'syndrome plus congf'nl tal he art d,isease, 
(c) anencephaly, (d) c10acal exstrophy, 
('e) menlngomyeloce1e [spIna bifiç1à], ' 
< f) mu1t:Lp1e l'imb Or craniofacia1_ malformatlon l' 
(Ç,J') 13-15 trisomy, or (h) no otherarlomalie's, 
I.e. 1 normal as~de from atreai~?~14 

Whe~eas the p~dlatrlc surgeons by tnelr~esponses 
, \ -, 

understandab1Y' ranked as 1 th,e most severe ,and hopeless 
, -, \ ~ , ~ 

cor'i.di tlons those of anenéephà1yanq l3-15 1 trisomy, babies 
\ 

wxth Down's syndrome plus a heart condit~on weré ranked as 

havlhg,the thIrd most severe condItIon; even though the atres~a 
. , ' 

and heàrt condi 'pon 'are c6r.rectab1e and usually, wou1d be 

éorrected in bables not 'retarded. The percent~ge'9~ those 
- , < 

whQ would acquiesce-in,par~ntal ~efusal~'to treat inf~~~s' 
\ \ 

, , 

, 
, , 
, " 

, -w~th ?nenceph,a1y was 95.9%, '86.'5% for Inf,ante wlth 13-15 . 
~ \ , ,.. < \ 

\ \ j ,. 

- \ 
, , { 

\ -
.. l ' ,~ 

trlsomy,', 'B5. 0% for Intants WI th DO\,!rl' ~ syndrome plus c00genI ta} 
l' l ,c " ,-, ". h~qrt d.isease, 7fi. 8% for infants wi th Down 1 s syndrome alon~. 

, 1 

r / 

- ( 

1 ' The sUryey of IMa'ssachusetts p~dlatrJ:~lans by 'Tod'res.: " 
.J (" ~ ) 

, , 
f .• ' 

_ ',et' 'al '. 
, , 

ln' 1~77.provides slig~tly different res~lts 'to a 
, (., " \ 

, 
, -

," 
" " 

, 
) 1 ~ 

: '{ 
-} " 

1 -, '1 r ~ ) .. 
\ .-

;', l 

:, ( '-, ) , ' 
, , 

- <', " . , , 

" 
\ " ./ ~. 'l , .. • >-_> n 

" 

, " 
, ' 

" 1 

,- , , 

, \ 

" , . , ,,-

, ~ ", ..... 

.. 



., 

'~ 1 

1 

, J 

, J , 

i " 

, " 

- ... ..- ,.. 

, ' 
l' , 1 -. 

l , 

, " 
1 ~ ~ 1 

-109-

question similar to that asked by Shaw (baby with duodena1 

atresIa, 'Down's syndrome and parental refusal~of surgery), 

but the majorlty still felt the atresIa should not be 

treated and the baby should be allowed to dIe. In this cpse 

215 
'.51 % opted fpr no surgery 'and 46% recommended surgery. 

Of those preferrlng treatment, only 40.2% would pursue ~ 

cou~t ~rdei to authorlze it over parental refusaI. The 

maJor~ty would not seek a court order and would try to 

convince the parents ta accept the physician's pOInt of view. 

A survey of Callfornla pedIatrIclans ln 1~75216 

reported that, i.n answer to a slmIlar question about' a newborn 

wi th Dp"'fn' s syndrome and a.tresla, '61% would not perform the 

operatIon ta correct the atresia, in effect allowlng the baby 

,to qle. Only 17% sa Id they would do "everythi,ng humanly 

'possIble" . Even if the newborn had Down 1 s syndrome and 

, " 

1 · t 22°1 f d t t'h ,217 no comp Ica Ions, la avoure ac IVe or passIve eu anaSla. 

What do surveys and other sources establish about 

the influence of consIderations other than the newborn's 

strictly medIcal condItIon, for example parental wishes, 
, l ' 

rerlgio~s motIvatIon. and aff~hation, effect of treatment on,' 

the family, the famI1y'~ SOCI0-economlC status, the 
• If) 

l'implIcatIons for soclèty generally? Parental wü~hes ,pro~e '. 

"to,b'e'a major influence, sa much sa that it wIll be treaF~d' 

'separately'belbw ln Its'QWn sectIon (p.223). 
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~~i) The influence of rel1gion and rellglosity 

Rel1gious mot1vation and affIliation undoubtedly 

lnfluence ,sanct1ty of, Ilfejquallty of llfe dec1sion-maklng 

involving d1sabled newborn5, but 1t i5 d~ff1cult to determlne 

the nature and extent of that influence conclus1vely on t'he 

bas1S of eX1stlng surveys and publ~shed v1ewpo~nts. AS 

already ind1cated above, Duff for example reports that 

parents of disabled newborns often base 'their dec1sion te 

allow the~r Chl1d to d1e on rellglous 'convlctlons, and he 

~en Implles that those who oppose treatment ln these cases 

(whether parents or others) ôften do 50 not for religious ' 

motIves but more likely from Inst~nctlve reflexes or 

218 
profes~lonal self-lnterest. Undoubtedly bath clalms are 

sometImes true, but Duff daes not pravide further detalls 

as ta the re~lgloLls' affIliation or degree of rellgious " 

commltment of thos~'lnfluenced by relig10us convIctIons, or 
, -

thè particular rellglously Insp~red convIctIons ?r,principl~s 

Oh WhlCh ~hey base thelr preference for nan-treatment. 
'1 " 

, r 
r ' , 

, " Surveys of ped1atrIclans generally support a 

ConclUSIon that rellgiOI), d~es influence p'edIatr1cfan 
l , , 

:~edision-making .fot or against tr~atment of dlsab~ed, newborris~' 
1'"'- ' 

,and thaj:' ca0~1'lè p~'dlat-rlClanS may be' more Il'kely than thelr~ -
, ' 

{Protestant ar,Jewlsh ~olleagues ,ta'opt for 'treatment. But 

lt is not certaIn whether rellgious affIliat.lcm' alone or 
,~ 

"relJ.qIosi·ty (1< e. degree or,' cOlTjmi tment tq' one' s, ~eliglon), 

, ' ,,1s, the greater J.nfluence and the; more important predlctor 
1 

of physlcian declsion-making. 
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Shaw, et al. addressed 'the question, "Do you 

belleve that the Ilfe of each and every newborn infant 

should be saved If It lS ~ithln your ablllty to do so?" , 

219 to both pedlatr.lc swrgeons and non-surg~ons ~eparately. 

In the'pedIatrIc surgeons group, 39% of the CathoflcS, 

l ' 

13%'of the Protestants, and 3% of the Jewish surgeons 

ariswer'ed ln thE;> aff i rmatl ve. But tpe same questIon addressed 
, , 

'to the non-surgeon pedlatrlclans ellclted a somewhat dlfferent 

result. In this case the affIrmatIve percenfages wer,e: 

,Catholic'29%, Protestant 17%, and JewIsh 30%. 
~ (, , 

Clearly, 

whereas ln the first group CathollCS are the most, "conservatlve", 

in the second group It lS th~ Jewish ,pedlatrlclans who are 

the most, conservative. 

'In the survey by Tod~es; et al. "two cases,were 

g,ive~ ,te 'the' pediatriclan~. one 'involving, a baby Wlth' Down,' s 

syndr?me ,wl'th duodenéil atreslà 

surgery, th~'othe~ ,involvlng a 

a~~ ,t,he t~rents refuSI~~ 

baby ~ith severe menlngomyelocele , 

(splna bifïda) ln WhlCh the baby w~;~ "paraplegie, Incontinent 

, 220 
'and faced a'hlgh risk of hydrocephalus developlng. The 

answers ta' a que?t~o,n, -abo~t whe~her they would recommend 
, , \ 

~urgery ln these cases' demonstrat'ed several things about, . , 

, 1 
the infl~~nce of relIgion. RegardIng the Down's syn,drome 

~baby (for' whôm 46. '3% recommended surgery), Cathoiic and, 

" \ 

, 
L 

, 1 -

, \ 

" ' '~ : r 

-,', 1 

religl,ously more active physica..ans" reg'ardless of denomlna~lon, 
• .- ...... \ ..... ,J \ ( 1 

" , ,r~commended surgery more often than JewIsh or religi'ously less 
, . 
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actlve phys~clans. As weil, Catholic phys~cians were 
, 

significantly more llkely to persist with- the deçision to 

recommend surgery aven ln the face of parental deci~ions 

to the co~trary. Regardlng the baby with severe spIna 

bifIda (for whom 33.3% recommended surgery), relig~ously 

more actIve physicians recommended surgery more often than 

rellglously less actIve. However, ln thls case those wlth 

Catholic affll~atlon were not signifIcantly more in favour of 

surgery than were Protestant or Jewlsh pedlatrIcIans. 

The Todres survey concludes that while religfous, ' 

affIlIation 15 a slgnificant predlctor' of declsion-making 

for the baby wlth Down's syndrome and atresia (66% of 

'CathollC phys1cians recommend1ng surgery, 50% of Protestants 

and 38% of Jewish), the degree of rellglous activity rather 

,than specIfIc'religious persuasion was the only signif~cant 

predlctor ~n recommend1ng surgery for the newborns in both 

cases. The physiclans who percelve themselves as most 

aetl ve were more llkely to recommend surgery ~han t/;1o'se ,less 
/" , 

actively rel19louS. 

, , 
, 

TOdres, et àl. pr,ovlde'a plauslb~e interpretation 

as to why religlous afflliation 15 m9re ~ignificant r~g~rding 

the Down's syndrome baby than\t~e ~evere spina,bifid~ baby. 

" They suggest that the reason why Catholic ped~,atrlcians were 

'~~t sl~nlflcantly more in favour of treatlhg ~he spina bi(ida 
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baby than were those of other rel iglOUS afflllatlons is 
Co 

that by applylng the ordinary-extraordlnary treatment 

dIstinction, a distInctIon particularly operatlve in 

Cathollc medIcal ethics~ surgery for the skina bIfida Chlld 

was Judged to be'extraordlnary. But the stronger and more 

tenacious recornmendptlon by Catholic pedlatrlcians for surgery 

for the Down's syndrome baby can be explalned (argued the 

Todre~' study) by the greater emotional and theological 

support provided by the Cathollc faith to those Invo1veq 

in the birth of retarded chlldren. Todres, et al., refer 

ln this regard to the Catholic faith providlng (to parents) 

, absolutlon of "guilt" on the blrth of a retarded child. 221 

But in our Vlew a mo~e plausible explanatlon as regards' 

ph,xSlclans mlght be that Catholic 'theology, as Indlcated 

above, lnsists upon the worth h dlgnity and equality of the 

retarded'. 

, -' ,They also suggest an ,interpretation for the 

,re'lative1y low percentage of Jewlsh pediatrlclans recOmmendH'lg 

surgery for the Chl1d wlth Down's syndrome and atresia. As 

already Indlcated above, the 'Jewlsh theologlcal positlon 

, 'tends to be the most conservatlve ln the matter of supporting 
, 

,an'd malntqinlng lif'e. In the vlew'of Todres, et al., thlS 

resul t lndlcate,s that that pOSl tlon, one partlcularly, 

Identlfied wlth Orthodox Juctalsm,' is ,simply not adhered 
, 

to s~Plctly by '~any non-Orthodox Jew~sh physician~. , ' 
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Crane's surv~y cornes to somewhat similar cOnClUSIOnS 

about the lnfluence of rel1glon, but provldes sorne InterestIng 

variations as weIl. Among pediatrIc heart surgeons, Catholics 

were the most llkely to say that they would operate on 

phYSIcally damaged chIldren, but llberal Protestants were 

the most likely to respond that they would operate on 

brain-damaged newborns (though the percentage dlfferences 
J 

were not large in either case).222 Interestingly, the least 

rellgious pedIatrIe heart surgeons (of aIl rellglous affillations) 

were most llkely to say they would operate, a result seemingly 

at varIance with that found in the sUrvey by Todres, et al. 

Among pediatricIa~s other thao heart surgeons, the 

proportlons of actIve physIcians (l.e. likely to provide 

treatment, and on phYSIological rather than socIal grounds) 

-were highest among CathollcS ~nd ASIans and lowest among 

liberal Protestants, in treating and resuscItatIng saIvageabIe 

newborns. As for pediatric resIdents, CathollcS and Asians 

were the most likely to be actIve ln resuscltating salvageable 

newborns, and Protestants the least llkely, but no signifIcant 

dlfferences appeared between these groups ln the treatment 

of-these newborns. 

- \ 

, Crane co~cludes her data on the influence of 

rel1gion and religiosity wIth the followlng observation 

àbout,physlclans generally: 
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It is Interesting to note that thelr 
behaVIour remalns dlstinctlve ln thlS 
area even when they are not very rellglous 

, and are not gUIded by off~c~al church 
',doctrlnes in these matters. Consequently 

the role of rellglasity appears ta be less 
Important than rellgious afflllatlon, which 
seems ta provlde those who have been exposed 
to It (even lf they no langer serlously 
practlce It) a p~rspective on the se Issues 
that IS remarkably consistent. Thus there 
lS some lndlcation that the [medlc~l] 
acti Vl sm of the' Cathollc is more ~I tuallstlC 
ln Its motiV~atlon ... whlle that of the 
Jews appears ta b~ more humanitarian. 
LIberal Protestants are less concerned than 
eIth~r of these two groups about the 
preservation of llfe except when the 
lndivldual expresses the deslre to live. 
In this respect, :identIfIcatIon Wl th a 
rel iglOUS group lS much more signlficant 
than generational, soclal 'class or sex 
differences.223 

lV) Soclal qualitles of llfe as treatment criteria 

But what of the influence of socIal ~uality of 

life conslderations on treatment declsions, for example 

these: the lmpact of a serlously tilsabled child's survIval 

on the famIly, the famIly's marital and economlC status, 

the fInanClal burden on the famlly, the flnanclal burden 

on the state, the avallablllty of support serVlces and 

lnstitutlons, the Chlld's, usefulness, and so forth? And how 

does rellglous affIliatIon relate 'to these soclal values of 

the phYSICi an? 

1 

We Wlll deal with the second questlon first. Of 

the avallable surveys,of pedlatriclans only that of Crane 

relates rellgious afflllation to SOCl al 'qua 11 ty of Il fe 

/ 
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criterla and both factors to that of the pedlatrlclan's 

readlness to treat or resuscltate. Flrst of a~l, the survey 

establlshes a clear relatlonsh1p between the pedlatriclan's 

Vlews about soclal quali ty of llfe factfrs and their treatment 

actlv1sm. Those concerned with the d1sabled newborn's 
/ 

, 
usefulness ta and 1mpact upon the fam1ly, or usefulness to 

society and f1nanc1al burden on thr'famllY, were likely to 

, 224 
be less actlve ln treatment and r~susc1tat1on. A major 

lnfluence on the ped1atr1cian and the degree of actlv1sm 

is whether the pregnancy 1S "preclous" ta the mother. 

Especlplly thlS last factor allows Crane to conclude that 

at least among pedlatrlc resldents, cultural background 

(Eastern cit1zensh1p, Western c1tlzenshlp) has more Influence 

on medlcal àctivlsm than does rel1g10us background. That 

emerged clearly from the great 1mportance given by physIclans 

ta the fact that a pregnancy was "precious" ta the mother. 

still on the questlon of the relationshlp of 

religIon to social quallty of llfe factors, Crane's survey 

also indicates that the'econom1c situatIon of the parents, 

dld not appear ta signIf1cantly affect deClSlons by 

Protestant and ASIan pediatrlc1an~ to treat or resuscltate 

a séverely physically damaged child. Jews and CathollcS, 

on the other hand, were most Influenced by thlS factor.
225 
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As for the lmpact or 1nfluence of the various 

social or contextual quall ty of I1fe factors on pediatrlc \ 

deC1Slon-maklng, aIl the surveys asslgn cons1derable 

influence to sorne of these factors. ThlS lS especlally so 

for cases when physlcians are uncertaln On purely physiologlcal 

grounds how actively to treat an infant. 

The Crane survey for example presented pedlatr1cians 

Wl th seven "soclal characterlst1cs" of ~erlously disabled , 

newborn patients, and a~ked them to rank those which were 

among the top three as regards lnfluenc1ng thelr declsl0ns. 

Elghty percent gave first place to the "lmpact of the Ch1ld 

on the farnlly" , 66% to the "Chlld '/ s potentlal usefuln~ss", 

62% to the "precious pregnancy" factor, 49% to the mother' s 

attitude toward a severely defective 1nfant, 42% to the 

mother's attltude toward a rnong0101d lnfant, 38% to the 

flnanCla1 burden to the family, and 14% to the f~nanc1al 

burden to society.226 

As regards the lnfluence of the farnily's socio-

econornlc status spec1·fically, the Crane survey asked the 
.. 

question by way of a comparison of two posslbilities. The 

flrst lnvolved 20 year~old parents, neither of whom have 

cornpleted high school, the second invo1ved parents who were 

w~ll educated and financla~ly comfortable. Regardlng the 

first couple, <45% of pedlatricians said they would treat 

verycactlvely a phys1cally disbbled ~ewborn, whereas the 

'. 
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figure rose to 65% w[lo. wou}? a~tl'vely' treat the, physically , 

(~hsab1ed newboi"n of the we11-educabed f':Lnancially, 

1 f t b1 '1 ,227 Q:om or. a ,e ,coup e.· 

The', ~edl.atrlcIans who respanded' to the Shaw s\lrvey \ 

prov;ided the 'f011'owing"raI:ü~l~g of l.nf)uence? ln' decls~ons 
~ \ (~ ~ 

to pllow,l'seve~~lY d,isab1e'ci he~:rnsto 'dle:' 86.'3'% 1isted,' 

';p~tenti'al; quaI i ty of 11fe", 44; 7% 'Üsted '''lnfqnt' s prabab1'é 

r. Q. ", 40".0% Il ~ted, "passl.ble adverse effect,s on the fami1y",', 
1) 1 1 -

9.0% 1 isted "parents' wiH lngness ta raise the chllçl' at 

home", 2'.6% 1isted "cost to society". 

1> .... 
As for the Todres survey, one of ~hé q~~stion~ 

was the fo110wing~ "Should any~0f the following factors 
, 

enter into your deClpion to 'l'un slowly',. or 'take heroic 

. 228 ' 
measur,es'?" Thé, crl terl.a end responses (l,'l.sted in the 

or~er of ~héir inf1u~nce) were,~s ~ol19ws: 

No 
'Yes ('Y~) 'No '(%) Answ~F ~ 'iO ~ , 

'./ ' 

Parents w1.1 ll,'ng ,to take care' of , 
, 

f, am'l '1 yJ 
, 1 " 

the child wi thln the 63 
1 25, - .l2'· 

Economie and pSychosocl.a1' 
, /' 

~/ , ' , 

support for the famlly 43 " , ?3 
, 

, 
state' l.nsti,tutlO,ns Ade,quacy of - -

lf parents refuse chlld , ( ,36 , 40 '24' 
, " 

~ 

"Prloritles" of other patients 1 

-
wl.th better pl~ognOSl. s . ,30 41' 1 29 -

Faml1y fInances 28 1 50 22 

FeelIngs of hospita1 c'are-
cc, , 

takl.ng staff 14 54 '32 
1 

, j 
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~', 1 
-

" ' 
~ r p ~_ ... ~ ~ .... , .. - ...... ~ .. ~ (' ..... ~, 
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J.t do~s' ~nqt, prov1de" the 'sort of' 
-.• '" \' l' .... 

Though 

:q~antltat~v~ ana stafistica~:infb~maflon p~ovlded by the 

Crane ,: Sha',..l, anà j'odre$' su~veys, ~he {'nterviews and responses 

conducted -'and -report~d~ ln'" Canad~ by ~agnet ln 197,9-80 
, " J , 1 ~ { , , { \ 

tend 

to conflrm the plcture'prov1ded'by those surveys.229 , l' ~ ~ . ' ~ 
~ t - \ ' \ 1 

of the lnfluentla1 èonslde~atlons referred to by many 

One, , 

was 

th~, mari tal status Ç>f, the',baby' s parents, ln the sense that 
" -

a youn~, single unwèd mother w~uld b~ 
, 

the d1sab~-ed Chlld of 

les~: 1ikely t:-han others t'o be glVen life-s'aving ~reat'r;enL ( 

'. c"," Another factor' 'o~ ~once~rl t~" PhYS1C~'~~8 ln: thO~'~ ,in~~tèr~~è~S 
'. . /,.' was, the" qua l üy : ~f '~l)e .. Ch il d '~ famil Y';, th. t i s, t~e i·r 

, J _ 1n'tell1gence 'le'v.el and 'psychological açl~ptatl:c;m .. ' ,~s -~mè 

" , 

,l, 

( 

f ' 

neçmato,loglst; put it: " 

, " 

There, J.s no use ln sending a' baby tack, who' 
r'equire's complicated management and ca,re 
t;o a mother who is unmarrled, who has an 
IQ ,of 70 ~nd qUl te, unablè to deal W:,l th l: e. 
Sh~ may have part~time work or ~omethlng 
1ike th'a:t,' or SlX other klds 'ln the ' 23;;" -
famlly. We, kn,o,w. 1 ts not gOlng -ta worr~~,' " ~ 

, , , 

Other "sOc1al') quali ty' of Ilfe factors r-eferred , 
1 \ ( ~ , 

ta by those ~nter\!lewed w~re: , 'the' effeçt whl.ch the aéidi ·bon : 
J - ,\ r J 1 -- - - ' 

of a diéabled Chlld is llkely to have on a particular fa~ily 

_ (,1. e., gui 1 t, ~,-:tual recnml.natlon
l
,· stra'in ,r,esul tlng froll! 

- , , 

'care and hospi talù~tlon, the ~ffect ori othe'r' children),;, the 

e,conomic burdens on the baby' s f~mi ly : (child;en of f~nanc1ally 

'comfor;table families have better chances 'of being treeted),';, 
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, " Most 01' the social OT" contextual qual1 ty bf,' i {fe", 
, ' , 

, . 

fact<?rs, referJ:'~~,'to 'bY r:~spondents ln' the~e surveys and 
,- \ \, 1 _ 1 ( - , l" , 

, ~li'l~érV'lé~s 'a.;'e' also, ide'l'tl tiep. , a,s,' infl~enée~ 'in' medical 
, :, ", ,1 '" 231 

,·lJ,.terëlture,gE?nerally. , 
l ' 

- , , ( 

." f ~ ". 

1 , 

" 

, ' 

" 

" / ) 

" , , " -< '~ / _ J '1 ~ '1 e f 1 \ ~ , ~,- r' 

,~n yiew' pf the ,news, statl stlè:s ana, pr-aç:151.ées '.' ( 
) '1 

, . 

/ 

, , 
, 1 

J 
l ' 1 

"'- f \ 1 , . 
) 

.' . 
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, l' 

, \1/ 
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r ' ) , 
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'1 - l," J, - ~ _ 

'~rid~~,~t~d 'ln<' tîn'5 ,sé~t{c'mJ,' i t~ s~e~s. ~afe, t~' conch1de ',th~t, ' . 
1 1 - , 1 ~ / j ,~ --

'~he':mà~~ i~'iJ,uentl al iw;~~tive 'approach' .:LQ' ~edlatr~jc' ' , 
"' \ ~ )', " ! ' \ 

GÙ;~èisIon""':(t\aki~g aboùt dÜ;a'ble,d, infants 15.,...5.mneWhere- hetweeh ' 

à 'c'd~~e~uèn'tià~l;t ,'~y~iem',~~d ~hat we ;~f.e~red tb.~~·bov~\, 
\ - - .... 

, , 
Gl ven the l,arge. percéntages of pedla,tricians 

, -
. s,trong~y ihfl?enc~d by t,he' presence ,or' absence' of 'm~ntal ' 

, ,retardation 'ln disabled newborns, the domlnallt norrnati ve 

systel1l' 15 'arg,uablY, more consequentia1'15t rather thélO' ' ,: 
, ' /-! 

:T'he qua11fIed deontol'oglcal approach",we' are 
\ .. i, _ 

-deontolôgicaL 
l ' 

trad~ tion anq b1oethJ.cs., places ,a high ,val ue ~n 'the san~:t-l ty 

of a retard.:;dchll d'S Il f ~, and on the, need ,to ' treat J them 

equally. 
1 

There ~s eveiy indication in th~ v~eksandtr~nd5 , , 

identlf1ed above that the serlously dlsabled Chlld who l~ 
, 
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mentally retarded 15 seen as mer1tILng equal care and prot'eCtlon; 
, ' , 

1 • -

ev'en. l f at cbnsiderabl~' C05,t to lfldl viduals and soC:l€;ty. 
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,'or '~ont~){tua'l' qU131ity of\ lif~, c~lte~la,'furthef slgns tpàit' ",', , 
, ./ - l ", J ,/, '1 1 ~ 1 1 _ 

" " " l' ~~'e, ;:mp~ lCi,~ : ~O~fTI~:~ ve' .SYS~ei'n'~t ',W0r~ \ l~S ','c'9nse~ue~ti~,l i ~Ii!" 1 

_ " ,~ ':' \ \' ;' '.., 'The \nos"t' lnfluent~al' b'itflnch 1 of ,.~hat: approach iS ln sorne 
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" , "\ "lnstan'cestha't of '.social, ,consequ'e!1t-1~lism (which measures. ' ,~ r \ , 
, " 

, '. 
, ' 1 

1 1 the value of 1 a' 'hfe and ~i.fe suppor,t a,gainst' the';consequ~;'ce~ " -:-

, 

, " , , , 

, , 
1 " " '~or 'the q~al i t:y ,of l i'f~ 'for, qthers) ',~a,ther ,th~n ~Éers0l1al l.'s:tié, 

, " 

,1 

l , ' 

,'consequen'tlall.'sm, (wfl1ch·,me'a:sures the ,va1ue of '11fe a~q 
, , " '-'" ,1 ,_" ~/ ~ ... _ _ _. _' ~ , 1 ) , , 1 f 

; '_,'treiüment- aga~l1st<fh~ c,anseq,yences for t,hat' lndi'v:lchla,r ; ',' 
-- "... • " ..-' ~ < " " 1/ l ' 

Child"s':"q~alitY of' 11:fe)". ,The"~trehgth 'o,i" crite,rla ,such' à~, . ,-
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li~ely l.mpa~t/ ~f the Chlid' on' the, fam:Li y :' - the p~tent;ial; ',' 
/ 1 \ l, ' ~ l ' 1 \ LI... \, ,\ ~ \ "\ 

, è 

'"' j 1 1 __ 1 ~ " '1 

, ûs~fulness of ,the childJ,the ~col1o~ic status df the, ch\l~ 
l " l' 1 1 

and 'th~ potential, lmpact on other' chi'ldren sugge'~t that 1 ; 
l ~ 1 1 \ 

- -
,the 'quall- ty of' life of others i S ln som~ re,spects at, leéilst , 

as l.nfluential as the quallty of life of' the disabl~d,chlld. 
• f' _ / ..,. 

, \ 

, ,/ rt: shput'd net' o'f, ceurs,e ,be aSsumed that, fa~tC)rs, 
\ 1 ~ ~ (..' _ l '- - 1 / 

,such ;as f<;un~ly :f'i'n,a~ces, .1mpact '?~ faroJ,'ly,' Çl.nd, wll l,ingn~~s'. l' 

, _ " of the f?fmly to' have and care ,for' tDe ch:Lld can be dl. vorced 1 -

i "-, " ",frbm the ~h-iHj ,·s expected qua'li ty of l:ife. 
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QUlte obviously 
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"many serù>usly dlsabled newborns Wl th a mul'tl t~d~ of prQbl.~nù;' 
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", , 
,,1 ) 'Gfor, lnstance a splna 'biflQa child w~o might have serious 
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" 

~enal,'neUrological and bowel'problems, pa~aplegia an~ men~~l 

retarpatl.9n) wl.l1 requlre expenslve and continùal care, and 

is :f~tunned to a hom~ wlt~6ut the'needed resources and 
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, '- 1 f -~ \" 1 ~ J 1 }-

t - "', for: the', 11f!,,"':,~avi~g, t~~a,t~e.nt' clèei,sd.ons\ them's~l ves',· Thè 
, , ,... if .F 
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" , l 'wn,etn,e,r to, pl,aci=, the! ch~,ld at home' or il)' an Lnstltution, 
, \ - / \ I, l, \ \ 1 J '< ~ , \ - ) _ \ ~~" 1./ ~ -, " 

, , 

and i,f the ~l'atter, WhlCh one .',' ,.on a, more 'long range bas:ls, 
~ , - } ~ , , - ~ 1 \ _ r _ l " 

, , '~. ,'they,. shou,~d_ -àlso l,n,flu~nce, -concerted, eff~rts to P):-'ovld~,' 
~ ~ 1 1 1 .. \ \ J " - f \ ~ 1 \ 

\' \ bett'er ,o-r mdre human,e c,hrà,n-~c. ca~e.' '1.,ns,tl.:t~tiê:m~ when /the " 
_ 1 \ , 1 l '\ '1 '~r- .< , " , 

" " .' 'exj.stIng ones ~..e.J ]udged ~naqeqùa.te. 'J'hose' fac .. tor~ :Sn,ouI·d . 
, \ -' l ' , " / 1 1 ,,' 
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", ~ 

par'entaI' , 
~ , '" \ 

l ' 
'1 

,1 .1 
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, 1 ~ 
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/ 1 • l' l' J 1 ~ 

,', W1~;l-)es. ·.eVen for life and death treatment, dec1sions, The 

./ \ l ' 

dlrectly ~el~ted to this,~atter, 
, ' 

\ 

'In~ answer 'to t{18 gèner~l 

gues:tion; "~hould informeq,copsen't 1nclude, the right of , ' 

\ , , ,. 
pnysici.ans' answéred ln the affirmatJ, ve" ~iven the 'spec1f1c" , , 

'. , 

c:ase o( 'a' 1 ÇloW,0 ',5, synd'rome infanf W-=l th at~es~a, the parents 
" " 

rèfù,sing treatment', '46',3\% 9f ,thé Physic~a,ns recommended, 
; , 

\ 
r 
/ , ". { '".~, ,1 sur.g,ery,/ , But of that percent'age ~ 

'- _ l (r '_' \, ' 1 

on~~ 40:~% would pursu~ 
, , ' 

, a' cÇ)Llrt order t'o author:ize Isurgery Qver paren:t;al obj ections,' , 
, ' \ r , 

Five -and s:l~-t~nths, p'èr:centctid' nèt , , 

, , -
-and 54.2% would ~not.' 

, , , , 1 - , , ' 

)! " ,', :,' l ',~ <;lnswer the que~tl~n, 'oi t,hose who wQuld not pu,rsue a cou'rt l ' 

_'"' \ .... ! _ ::.' ~ i ,~./ \ (l J, (1 / f 1.... l ' ;' 1 \ ,1 ,~ l " 1 

,i, -,', _,", "' 'erdE?r, ,t,He' maJ or1 ty would attemp,t to conV!lnce ,parents ,te 
-' .... ~~ r / l " : ~' \ ,,~ , \,.- _ l ' l, ) 
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" a$ree, but 'if not' sLiccessful would go along with them.' ,. 
" ' 

~"", ,'AIl of' 'wh~ ch l'eacls to 'the conclusJ. on that 78% of the 
) , 

- ,,' ", ,~' " \,' ", physJ./c;l.ans quest10ned, would al?idè by' the parent?l refusai '. 

, ) 

'The same survey presented physic,ia,ns w;J. th anothér. 
r' l' 

l , , 

, " 

c::ase, thât, of ,a' baby wi th severe meninogom'yeloce'le. 

, ) 

" 

1 , 
re'commendeo surgery, but 6P%of th ab group would chang~ , 

, ') , ' , 

, .1' 2:35' 
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Thev' suryey by Shaw, et 'al.' fbund that' 85% 6f,' ) -

(' \' " j • 

- physiclans 11Q0~'d follow parental WJ. shes not to' trea~ ,an 

, , 
\" 

1 
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l!nfant wi th 'DOW\l'~S' syndro,me and congenl ta l h~art disea,se. " 

The report on the survey adds tha~ :n;; of those, who would" \ 

,qcqLhesce,wo,ulo argue for' operat:,tn'g 'on' t;he' lnfant (1. e. savE;!/' 
, '~I J 

lt:s, 'l:lfe) when the parents were "ambiv(üe~t":." ' , ' > ...... 
,1/' ~ 

Th~ gener.all,zed acceptance by phys!c~an's" or the , " 

, , 

" ' , " im~ortance of parental wl'shes' 18 evident in, tlle officla,l , 
~ 

( ,'-~ 

'Il-l1'982 it, 

1 _, 

-) 

J 

, ' 
\ f ' ' 

l' 

\ , ., 

, ,posit1?nof t~e ~e~iéan MedIcal AssociatlOn. 
, ' 

\ " 

stated ln part:' \ 1 

1 r , \ 

l" , " 

In desperate ~ltuat1ons lnvolving,newborns, 
th~ advlce and Judgment of,the physlcian 
should be readily avallable, "but the, ' 

-, 7 

': ( Ir / -., , -
" 1 , ' \ 

,', 

, " 

, / 

, /, 

" 

" , 
l' 

/ " 

'_ J 

, , 

J' , 
" , 

l' deClSlon whether tp exert maximal, efforts 
,to sustaiT) 11fe' should b~ 'the choice, of 
the parents. /. " .237, 
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i 1 
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,,\ ,'il> 
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~ 1 
l s a pe:t;ter al tern'atl ve ta the routilne acqu1escèncé, 1 

'wHh p~.rental 'Wl she~, that' of not' lnforming or 'invol ving 
"'... l 

.. ! 1, 

" 
them ,at' all? Not, ~n our \(iew, and, certaln~y not in the v~ew, 

,of physicians such as Duff and campbell, who {nsi~~:upon the' 
1 \ 1 1 

, \ l , 

,'rqle an~ right,o~'par~nts, to'be'lnformed and share in decls~on- '\ 
, \ " ,\ _ L ~ 
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ma~lng about thelr newborn infapts., They and others are 

undoubtedly r;Lght to 'çha~t'izé t,hose~ physiclans who as a Inatter~ 

of 'standard pOl1Cy do not d1sclose to parents'the'full" 
( \ ' ", 1 _ • 

1. l " \' - , 

1 pictu,rè of the~r dlsabled 'infant' s condl ti~n, the impllcatlons 

of treatment,and non-treatment,~nd exclnd~,them from deClsion-
l , T " 23,9 
making ,and/or dlsregard thelr v~ews. The parents arè, 
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after aIl,' the p,arents of tha't Chlld" and they wlii have to 

liye with the consequence~ qf, Ilfe and death treatment 
\ 

declslons whether or ~ot the lnfant remalns ln thelrcust6d~. 

Whlle ln some l~stances lt 15 undoubtedly true ~hai 

full dlsclosl1~e' and involvement ln the declsi'on would b'~ an 
, r 

,e~cessive burden f~r the pare~ts,elther\~u~ingor,atier the 

~ecislon, the emp~ri~al and othet eVlden~e 'for th~ varlOUS 
, ' 

'alleged, hârms to parents 1s too weak to support what 15 

often only paternallsm. As noted, one such argument advanced 

in arder ta exclude'parents ls that lf' permltted ta 

pâr~~c1pate ln these ~eclsions they ,could easlly suffe~ 

intense gUllt if the infant dles, or if lt surVlves wlth 

~evere d b l t d
' 240 lsa 1 l les an paln. It 1s of course equall~' 

llkely that parents wQuld ,feel gUllt about the outcome lf 
r 

;t~~y were not lnformed and,lrivolved. But ,more substantlally, 

lt may not bè elther deslrable or posslble for phYSician6 __ ~ 

(or others) to attempt to protect parents from the 

'consequences of thelr declslons.' 'That 15 after aIl the 

essence of paternallsm. 

~, 
, \ 

, f 

Another often paternalistic ~rgument: for exc~udlng 

parents 1s that it would cause them too mu~h anxletz or grlef 

But grlef is n9t ln itself something to be protected from. 

Up ta a pOlnt lt' 1s a natural, healthy and inev1table reactlon 

to a very difflcult event, whether the infant is allowed to 

J ' 

, " 

, i ,_ 

~ J \ 

! ' 

, , 

{ '-', 

, \ 

" 1 



" / 

1 \ 

-230':' 

die or survives with serious handIcaps. Rather than protectlng 

from grIef by denYlrig p~rents their rlght to be involved, 

phYSIClans and others have an Important role to play in 

provldlng needed emotl0nal iuppo~t and lnformation. Sorne 

recént studles ~ndlcate that parent~ who are invo~ved in 
, ' 

thèS~ declsi~ri~ in fact do not ~xperlence more guilt, 

241 
-~nxlety and depresslon than t~ose who dld"not partlclpat~. 

The thl-rd of these paternalls~ic arguments 18 that 

pareT'lts 
, " '242 

are too upset to decide ob Jectl veIy. , ' While that 

"lS undoubtedly som~timès ~he case, there i5 nO eyldence to' 

establish that It ls-the rule. Here to~.' sorne experlences', 

and studles Insist that though there wIll Inevitably be sorne 
.' , 

inltial snock and confuslon, most parents, lf sensitlvely .. 
and carefully lnforme9 and supported, ~'make rational 

l, 243 
decl'sions. - ImpllClt ln this argument to at least sorne , , 

l' , 

'extent 15 the as~umptlon that the'physlcl~n, unllke the' 
" ' 

parents, does'always decide ratlonally. But as many 

physiC;,ian,s know aIl too well, "they too have th~lr emotlons 

an,d, feelings to contençll wi th, and thel.r personal vaiue 

preferences'. ~s wel~J the diagnost~~ aJd progriostlc evidence' 
, , '1 ' 

\ 1 

upon which the physician relies to make - "ob] eG:ti've" deClSlons 

for or against treatment IS often far from refiable. By 

geherai consensus, p~ogress and predictlons about the 

extent, and burdens of disab.lli ties, whether they will improve 

or n~t and what the expected quality of I1fe of the infant 

will be, are sometlmes far from certain. 

ri; 
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But havlng ..... granted that the usua~, paternal1stlc 
)- " 

arguments for exclûdlng parents are weak ~ndeed, is not ta 
1 -. 

conclude that the FhYS1Clan Sh~Uld always acquiesce ln parental 
, 

wlshes, and that the physlclan,may never make unllateral 
'" v 

declSlons. There is quite another, and by no means 

paternallstic argument which can sometimes support unilateral 

decislons by physlcians, or appeals to courts to authorlze 
. 

g01ng agalnst parentql wishes. lt lnvol~es the physic1an ln 

his role as advocate of the lnfant, a role WhlCh should come 

into play when there IS a need ta protect the Interests of 

his infant patient from the consequences of a parentel 

244 refus'al of treatment or a parental request for treatment., 

It as~umes that, as aiready argued above, the rlght of the 

lnfant ta heal th and I1fe should sometlmes take pf\'ecedence 

over the wlshes of the parents. That rlght of the newbôrn 

Chlld and the wlshes or "lnteres~s of the parents are not of 
, 

equal weight. Conslsten\ wlth the Judeo-Chrlstlan bioethlcs 

we are using as our norm, the physiclan's role of lnfant 
, ' 

advocate -is based on the premise théi't there lS ,a presumptlon - , 

ln favour of llfe, and the ruie th~~ a 11fe should be 
, ..... ~ 

preserved unless by exceptlon there are good reasons to 

bell,Bve that treatment and th'e prolongation of i ts I1fe would 

impose excesslve burdens on the Infant. 

The arguments usually made for unllateral declsions 

by physiclans are indeed paternallstic - in effect they amount 

to protecting parents from the consequences of thelr ùecisions 
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But to, , -

" ' 
argue that ttle phy's~c~an should' sàmet~mes act agains,t' 

_ • ' , i , J \ '- ' 

! ' 

, ,'lS not paternalism v;ts-à-y~s the parents, and ce!'t'ainly not ,,', 
l '/ - ~ 1 {I / ~, \ ..-

" " '" th ft' h' -' bl f Ik 0 d ,245 ,- 'y1.s.-a-Vls e ~n an W 0 ,1S l.ncapa e 0 ma 1ng eCl610ns ~ 

'1 : /1 ( 

, 
,lnfé\nt l:tself be lim1ted and qua11fled? In o,ur v:).ew 1t, ver;y 

'1 l , 1" "" l " 

defini tél y shouid.' ~ Par~nta,l/ 'righ-ts'; wishes and values ' 

cannot be casuaily dls'mi~sedl' and in most cases ,there w,ill 

a parent, should oe ert:i ~l~d tp':se1ect, and about Wh1Ch parehts, 
• , 1 \ 

and phys~clans wlll normally'agre'e; none of"which'will 
, " 

threaten tre' in'fant 1 E( 'rights ,,' ft~ wi,ll bn1:v 'be ln the rar'e 
~ l' 

and exceptioDal case ~hat ~he parent's ~ish to let thei~ 

1nfant d1e wlii be ln confllct w~th the lnfant's best 

1nterests. 'Th~,best exampl,e is that'~of,'the Down's syndrome' 

1nfant wlth at~eè1a, when parents r~f~se corr~c~ive sur~er;~' 
, " 

for ,the atresia. ' It 15 only when those confl;J..ct,s of interest 
\ _ 1 1 1 l 

" 1 -. 

ar1se th/G3,~ the parent'~:'wo-Grd~n6 Ilon~ger 'be in the best 
r ; 

posltlon to decide. 

It has bee~ sugges'ted, th'at Çl fuf'ther quaI ~flcatlon 

should be attached to theinf~nt~a-dv'ocat~_ a~gument". 

tor example supports the ad';o;acy ro1e and unilateral 
l'J' 

St1"ong 

decislon-maklng by physiclans for ,the cJ..rcumstances indlcated 
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above, : but argues that:, l,t ougf:!t pot ta' appl:y "when ~ t 1 S 
, ' ' 

reasonÇ'lble to b,eli,eve tl;lat savlrlg the' infant' s 'li.fe~ w'ou'ld, 
\ 1 ~ .~_~ ~ J, 1 - ,.... J 

" , " , ' 246 ' 
cau~e great hérd,shlp, 'for the\ ~amirly". ; But;we\ dÇ> ,not 

~gree. Jn our, Vlew that' exceptlon is untènabJé 'a~d in 
, ·i'·: ' 

rlsks undé~ml~ing the whole point,of the physlçlan'$ effect 
\ , , ( 

. 
-~I 

1 

1 ~ 

l' ',- --

( ( 

, ' 

, , 
l ' 

, , role as ;infant adv,ocate'. 
" , \ / (- , 1 ~ 

, , , 
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In, the firs.t, p!l\3c'e" evén a 'm~,l'dly 'retarded Dawn 1 s'' 
, l, 

1 ~ (' ,/ ( (.-"' 1.- ,r \, 1 r 
\ ' i ' , " , " 

syndrome çhild, ln;J.gh:tl',not then 'quailfy' for ',surgical', 'cor-rectJ.on 
- J '" , "_" ' ,,~ \ l ,': - , ' 

of hlS atresla~ because sorne ~arents_w~uld'feel ,that caring 

'for this chlld 'f~r ~he' rest 'of: his Ufe would lr1vàlv.e Hg~eat, 
, 1 

, 1 
~ )" \ 

Ifard~hlp" .1 They may weIl be rlgpt ln 50 judging, both in, , 
l , l " I,lr_ 

\ " 
,! / 

,1 ,Il \. 

absol ute' terrp5 and rela'h vê' t'a their -p~rt'i.éul~rl Ci~c:~s~ance,s'. ~ \. /, 
t' ,J} 

, , 

" 
, ,,' \, ' 

\ ; r _ \,. .... \ 
! " 

, ' , It is ar'guable tha): a,lmost any' ~erlQusly disab+ed ,Chi,ld wi'l-l' J 

cause great ~a;d~Jpi t~ th~~ fillTI11i~S:~ .. sorn~ familie's ~a~~ ,\ - }_,~ 
" / ,,} 1 1 1 ~, 1 1 1 \ \ 

, , 
'l' ~ / ) 1 

.' ", cape Wl th that ,and others' cannat or do ~not wJ.csh to. :rt r~ S 
1 1 1 \" ~ , J ' ') \ 

, , ' 

, 
, , 

at Ieast pa'rtl y because marty fami1i-es ' opt, .for non-treatme'n't 

,of disabled newborns (for wnom treatment is lndlcated) ,on 
, , 

" t;.h,e grounds that they canno't or do not wish ta assume' the 
l , ) - , f 

1 1 

!role. a~ infant advocate can. '(by exceptlpn) ]ustlfy his 

urulateral . deci~lOn ~n, favour o'f treatment. But lf great 

hardshlp ~o the parents lS to De an exception to ,the 
Q 

physlc,ian actlng as. infant ~dvocate. th'en ,the Justl'fic,atlon 

itself i5 remaved. 
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~econdly, tri proposi~g an exce~~~on th l~fe~s~vi~g 
" , 

tre?tm~nt based, upon 'great hardsSip 'to,',parents; strong and' 
'''1 l 

,1 \' " (,', _' ,," , " 

, ,thos~ _ physicl.ans who l.mpll.ci tly -agreè Wl th the exèeptl.on, " 
,-, 

) 

, / 

, ' 
are ln real~ty g{Vlng preçedence to ~n l.nteres~.6~ claim of 

1 - " '. 
1 - , J 1 r \ 

the parent? over the right tc? life of their, chi Id. --,on:e s,enses,', 
, ' • 1 ('< 

"tl]lS assumpt'ion E!ver ln ,tl)e-,way ,the ,questlon o'r,coriflict"is; 

. po's,ed by strong: . " 
1 1 

,- -
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Whén there' l.S eVl.d(:mce that- the 'l.nÎant'~~llJ J '/' 

"probab,ly be'.hand~càpped; th~ neonato'logist, " 
Dften faces a conflict between a dut Y of' , 

,nonmaleficenc1e toward the' patient qnd ,_ s~Ylce 
a~gr,essi vè( treatment of the in~an~ may', " , 

l "resul t in serious harm to the family, 'a 
: qoty' pf 'norllTlëileficence towaid parents , ',-/ >2<47 ' 
,as well. HGw 'lS the con-fllct to be resai ved?, ' 
[Emphasls added'] - , " 
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Here the questlon i s, 'posed as if the two dut:i,es 
_ .... t ' 

" - r 1 _~ ~ 1 _ \ 

'- lare :of equa'l contént and therefdre equal weJ,.gl)t, 'but if one 
J , f l ' \ ' ~ , \ 

, : '" ,.--", ,"') ~ -' ) - \~ _ ~~ \ 1 

a.dds ,as we must that· the "dut y of nonmale'ficence',' 'to the' 

" 
, 1 

, " 

J' 

: ' 

'l, 

- \ 

, , / " , 
/ f 

infant ois that off ~ot unjustifiabl-y a~lowing l t ,to, die. 
_ ( , _' \ _ '1 _ " l 

"whereas trie dut y tp _ pa~e-nt~ ,16, that ,'of not u~J ustlfiably~' 
1 1 , 

1 imposi~g hardshl~s,_the dutles do not appear t~ be equal,at 

aIl. 

c , 

, " 

St~~ng goes on to c~nclude: 

, 
r Il-

the.re appear; to be' 'nosouhd' reasons for, 
thinking that'.the dut y 'of nontnaleficence 

'toward the ulfant' has priori ty. In the' ' 
ê;lb,sence of suéh rea'sons ,- 1 t seems reasonable' 
to conclude ~hat lt is 'at le8st pe~missible 

~ / to. çp. ve' prior~ ty to the dut Y of honmal,eficence 
toward'parents.2~ -, 

. , 
1 ~ 1 [' 

, ,c 

" ' 

) " , 

\--

" ' 

, ' '1 

, \ 
" J 

" 

, ' 

, " ., ' 

\ " 

, 

.,', "olt 
~ ; 'y 

\ ~ -- , -



,~ 1 -

1 "1 

l' 

( -

, 1 

" '- j 

\ , 

, , 

" \ ' 

,\ \ -' , , 

\ ' 

1 
\ 

'1 > 

, , . 
) /~ ) , ) , , , 

" , 

\ 1 " ,,' .: \'_' "\ Ir 

( -', -
l , 

, l, 

/ ' 

, \ 

, , 
/. \ 

" 

'r ," 

. " 
" " 

..!.. -- J 1 J , 

',But ~,S a~ready "sugge'ste? ~bov"e, no ,compellJ.ng 

'argùments 'exi,st whi'c'h establ :lsh t;hat parents have 'a "rJ.ght" 
~ , \ ,1 '1 ,~ , ( 1 _ 1,.. ~ , -, ~ 

.,1 

to b~, f,re'e ofha,'rdsh:i:ps ... what they have, is rhoF~ éiirguêlbly a,D"' 
r /' \ 1 ~ \ - ~, \ 

'1 interest:n J.h being as" ,unbyr-çl~~ed wi tJ;1 'hpr~s~:tp as IpO'~s~l~lle,.:":' 

),Fur:ther,m~r~-. especial.lY ft'om th~, pe'rspettlllVe'of ~he'~,~'u'~e~..:.' 1 

" 1 , , 
our standa'rd, ,the rlght to ,' __ 

\ (), ' ) 

a,s 
( ') , ( \ 

infant ',for, whom Il'fersaving treatmerit is 
o -{ -, / ' j> - , \." ),' \ ' ~ \, - ~ \ 

ought' to /take pred='dénc'e, 'over 1esser- claims 
,) \ 1 1 1 ~_ 

and' 
1 

,1 ,üidl cated, 
'r _ , , 

, , 
,i,nt,er~"sts of pa(~nt;.s, 'and o~he'r-' partles, eyen', a,t '--the ,cost, 0:( " 

: consid~rab:L~ har.dsh~p' to others'. ,Tha:t',-, surely,' ,~; the' real' 
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';-n~ùr,ils1t,men~( -ahc;l OYlai feedln~, )allar6e~ 'prOportl.on '9f 

, 1 
'- , 

) '\ 1 - l '-. ,I,~ "'- 1 L \ ' J '- \ , - \,'" 

- pedi'àtr-i'c surgeons -woùld dlscontlDué g~nér~ll support buf 
- J ~ - '\' \ \ 

" :', eo~,tlnue, ta 91 ve '9,éi bb 'pral' :feedings'.' The coniments 
1\ , " 

_ \ 1 _ 1 \, 1\ \ ' 

'accofTlpaDYl.ng the responses l suggest 1 sorne' uncertai\1ty and 
1\ l 1 / ~ "' " 

J ':> \ 1 J l 

9~SqUlét) Sorne 'for ulstance', f~l t 'tbÇ:lt; ,'~ ml,n'imal level ,'9f-
\ ,'-- - !' _ 'i. \ 1 \ \ '-- ! _ \ fi, ' 1 

~upp~(t'1ng ,"c~re', is _~eceS'sary< .-such às, 'intraveno~6 fi uias ') 1 J 
, , 

1- , 
l, ~ , '\.... 1 - :, "./ 

"\ But, severa). gavB,-,as t-heir "reason th~t' ,thlS ~ou~c:j eÇ:lse irlî~ 
.... 1.., J) -

\, 

l , , 
, 

,1 1:' :','stre"ss Ion the ~t'aff. 
l 1 -',' \ ~ 1 

l , - l ,_ , 

,As,one phy~id~an put lt, !'Some 
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, 1 1 
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, 
,suppopt'lve' care must !Je ,n~e'dE,:ld 'if the attendarlts ~n 1 the, 

l' 

on tho's~ who, c'are for. 'the H~fa'nt from 
, ',: ' 1 

tb,a't1 :they ,w~ù:lp, 

day to day". 2,54 A' " 

" 
~i:ovide' $t1èh, support, 

- ~ 1 1 -" 1 J - ) ~,' 1 ~-

te~minai \dl~tress. 

'\ ,\ r 

'Jew others lndtca~ed 
.' ' 

l' /" 

1,1 

when neùessary, to ~i'ni~iz'e' ',the' l.nfa,nt 's 
l ,~ " 1 ) - 1 \ 
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l ,. , .. q 1(' }" " 'WhJ.'le ,we cannqt be, certaln, questlon (a) would , \, 

< 1 ~ l ' ~ \ , '\ 1 ~ ~ , , 
" 1 

, ,- , " 
" , ,- , ,-

" sé~m to' nec~S~ari.ly incluqe' pain-kl.lllng drugs in' the 
- 1 ~ " - \ '-,' \ l , \_, 

l,> : \eX~F'e5'SJ.bns ,IIsupport;vè treatmen't" and ,1I1.,ntravel1ous fl~i_d~"~ 
,:-' , ...... .1 ~ 1 1 : l "\ 1 _: \ ~ 

) ;, Ifl,that ,lS' 50 and' if th~t ,l,S ho~', the physl.,cfans uj1del"stood, 

" , 

, , 

"LI; .. ': ',:-the' question" then tbe ,1arge'st pr,op.or,tùm: of bath groups 
~. ' 

1 l 

l, 

1 Il ' ..,. 

, '- appear ready, to' withd,raw eveh supportlye trea,tment to contl'lol 
7 11 \ 

" 

, 
~ --, \~ 

\ \ ..... - 1 ~ __ ... 

"çm il1fant ',S pal'n' and,'sufferlng, 
- ~,\ 
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-" \ l ' 
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'resuit to say trye ~east. 
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Anotrye'r, study of physiclan attitudes ahd pqlctl.ces 

l , 

, ' , , \ , \ , 25<; 
: ',;~hich to~ches upon ,t)-lis matter i5 that reported',on by Magnet., " 

0Il thebasl.s pf his int~rv;:ews he conçl,udes,that tl1ere is 
1 

1 - , 

both 1 so~e cor\sen~u's," and much, dO'L)bt : 
" . 
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The consensus 1s that the baby, should ~e 
fed, kept wëlrm and \<1ade, comfortable., ' His 
fl,uids ~hould bé managed. Beyond thllS,~ -

. nothlng shoùld be done. No resus'ci tation 
, 'should 'be attempted. J No mlnor, surgery 
J' 'should be performed i No antibl.otics 

should beadmini stered ... 256 

"a~t'he 90es on to note:, 

" 

. , ' 
" 

, " 

- 1 l '\ '-

Al though. most ,docto'r,s, a'cceP:t the 10g:J,c df, ~ , 

, , 

, ' , 

" 

\ _",' 1 ~'--

'this consensus,' they,'find i,t, d'ifficul:t tÇ) ,/ ," 
ï,mp~'eme,nt.' 'Pr,act icing by thes~~ r'ul'es 'briI)'gs~ ~ " , 

1. , i 1 ( , 

doctors face to' face Wl th thelt' inablll ty' '. ", , 

'tq' aSS1'st' or cure, " To sorne it appes:rrs l " 

indistin'guish,abl~ fl'loln euthanasla .'257 
1 " 

- , \ 

'- L r _ , , 

D~ 'Active euthanas{a:~ ,~~o tif~~N ~cCé~t~blé '\ , " \ , 
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; , l" , Th;e ne:><;t of' our test,s to be applied .to ~the~vie~s " . 
/ -.. / ' , l 1 J " ,p.' \ ,\ "; j \ r , " l' ~ 
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\ 

an'd 'pràct'l'ces of PhyslCi"a,ns is that of. wpè-ther' o'r not th'ey' 
~ - t ~ 
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, \, / 
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, ' , 

re)e~t (.-active) euthanasia. a's an option. As we' argued,several' 
1 l , -.. 

, J _ 1 l " ~ 1 hl' 1 c -"\ ' 

tlmes'ear~i'er' in,thè thesl.s (e.g. Pp.,164-1(5)'; to killan:' 
, 1 1 l , 

infan't for, wh'om aggress~ veor therapeutic, treat,ment ,is' no' 1 

; , 

long~r lDd'icated woul~ .be th~ most seribus, exp~e~s'~o~ pè>ssible 
_ 1 - J , \ \ l " \ 1 - " ' 

of dlrre,spe~~, fbr the: ~a~ct~ty, of h~a\J lif~.' Whi-le' ~~cor'dl'ng 
, : ' , 

to a ,strl.ttly'utlr1~arian S~l~ulU~I' killin~ su~h ~nfant~ , 
,\ , 

Cq~id ,some'~~~es '~e, oc-(;)n~'ldere(t ben~;~c~ai ,to them', 1 suc~ 9-' , 
, " \. ,.' 

',P~:lÇY ,w'ol,.lld violate d~onto19gical JU~ed-Christ+-à'~' bioet;.hü:s ,', 
1 l ,) \ 

'and cà~ld 'put the sanctl ty of ëÜ l human, liflé at risk,.' 1 
" 1 , i ,\ , 

/ ' J 
." 1 1 / - - \ l' 1 J _ ....! • 

Surv~ys ot' Phy:slcia~ attitudes lndicate that' th~1 \ '\ \' ,,' 
l 't \ "-

,large ma,Jor:1 ty do, no1;: fàvour_ acti,ve euthj:lnaSJ.a a~ -a, pplicy 

and' 'donot pract7ce i't. 
, , 

Crane' 5 survey for example inc'l·uded·' 
; , : 

, ' , ' , , 

" t' l " 
l, 

l , \ 
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-,_ 1 a' -qL,l(:'stl.on ~about 
)'- 1 l,; , 

the dlrect kil1ini of an-anencephallc 
, \ 

'-', . '258 
newborn. ,,' The responses were'overwhelmlngly ,negativ~, 

~only 1% saylng that they would be l~kely to glve an 
,1 _ 

ihtravehol;ls inject:lon of â letHal, dose of potasslùm c~~orlde:' 

or" a. seda1ti ve drug to such an' 1J11fant. Only 3% said that 

-th~y m:;tght do so ,,' 'Crane concludes: 

" , 

-, ' 

,'The data- s'uggest t'hat whl1e negati ve· " 
euthëimaS'la '," is, w:i-despread; 'posi tl ve' , 
euthanaSla is relati'vely: rare.~ In fa-ct ' , 
th~r,e appeal"S to be a very st'rongly helt)., 
,norm' 'in the rnedllcal ,profess1.on aga1.,nst ' 
dl~ect kllll~g, eye~ when the indiyidual 

.' 

/' r' - \.. ': ~\\ \,' _ 1 

'~ /, I~ -:: - ~ ,_ \ , 

-has no capaclty whats6ever, tQ'develop -
spcial; rel,atl0nshJ..ps' ... ' 'On-the' other' , 
hand; ,close to half the internists sald' 

,', that th'ey wç:n.>l'lô be WI H lng to increêlse 
the do~ages of narcotlcs for a ter~inally 

,,1,1'1 éancer _patlent tq the point wheli'e i t, 
,would probab'ly lead to a respit'ator,y 

1· , 

- - , 

_" r .... ~ 

(' , 1 

\ ' 

, l 

l ' , 1 

Srrest.259 ' 

, , , As ,a1ready lndicated above (p. 238,) the survey, by 

-' ' 

: Shaw, et al~, ~lso included a question ,s~eking'physicians' 
, - , 

v,lews 'aboti:t, vario'us optlons for di sabled intants no longer 
1 

belng treated therap,eutrcall,Y. , One .part of, the 1 qL1estl~n' 
l , 

asked whether they' wouid termi'na'te the l.nfant 1 s l,~fe by an, 

" ' 260 
"ln] ection of drugs such as morpl-ilne or_ potas~num. The 

J 

respons~s fro(T1 

(SG) and other 

perceptage:s )'r: 

SG 

61.0 

! ,\ ,-

~el two grdups: qùest10ned" pedlatric surgeons, 
l , J \ ,; "- " _ ~ 1 l, 1 

• ,~ \ ~ , , 1 

pedl~tric~~ns (PG) were a~ follow,s (~ri, 

1 ( 

PG 
, . 

No No Answer l NQ Answer ,Yes, ---- , ' 
38.,6 . 2.6, 55~ 3, 

-~ "L \ l , ' 

, 
.1 

, , 

, , 

_ l 

, , 

" 
, ' 

, " 

-, , 

1 -

, l 

,f 

,. , 

• 1 

, 
... 1,., 



f, 
, " 

, , ' 

" , 

-243-

In thlS case the rejection of 'euthanasia as an 

optlondoes not appear ~o be as overwhelming and clear cut , , 

as the results reported by Crane. very small proportions 

answere~ in the afflr~atlve, b~t s~rprlsingly large 

proportlons ?f bQth groups dId not provide a yes or no -

38.6% and ,42.1%. What that means 15 irnpo5si:ble to s,ay:. 
\ \ J \ 

Po~s~b1y at least a part of those proportions represent 

phy'siclans wh~ have, not made up their minds on where they 

stànd in prlnclple, sorne may not have any expe~lence with 

~aVlng to make that klnd,' pf deClsion l~ practice, other;s, ~ay 
~ -1 " 

',êihs~e:r ,o~e way for one kind of case, another way tor a,' 

dIfferent case. whatever the nurnbers mean in fact ,they at ' 
, ' 

,least imply tha~ a iarge pro~ortlon ~f those physiclans 

, questioned may not havereJeéte,d açtive euthanasiâ, in ',.' 

, pq_nclple and wi thoL1t exc~pt':ujh al? an ac;ceptable ,optlon. 

Stj Il another survey, that ,'~f Todres" ~t, a1, , 

provldes sorne support for tnat :inter'pret~tio~ of tthè Shaw 
, " ,1 j l" f _, 

" , 

tllat : 32, percent of pediatri~iéu1s, . 
, 

, - survey' s ,f indings, ih , , , 

r 
\ thought, that a ,law, sh'ould be passed maklng the killlng of: 

Infants a l~g~r a~t under'ce~t~in conditions. 261 

\ , 
, ' 

An ~np,ubl,i,shèd study .of pedia;tr~'ci~ns in, the New 
, , 

--- - \' 1 

"Haver,"Cont:lectit1cut àrea" 'rèferred to by Duft: and Campb~ll, 
\ " ' ,1 l '. '_ { 

, (\ , , ' _ \ \ 'J 

appare,ntly )found that active e'uthanas,ia was acceptable to 
~ - 1 l ' 

many of, then:. 262,. 'It was "viewea ' favo~r'ably'" bY' 39%,' with 
, , 

f ' 

r' 

, " 

, c 

) 
1 

, ' 
, 
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mixed feelings by 28%, and opposed by 33%. In other words, 

accordlng to -that polI, 67% of those questloned do not oppose 

actlve pediatrlc euthanasla wlthout reservatlon. Duff and 

Campbell added that, ,"There was a relatlonship between . 
pedlatrlclan performance r~tings and attltude - the hlgher 

'the rating, the more likely the attltude toward euthanasia 

would be posltlve". 

Wlthout supplylng any flgures and percentages, 

Magnet claims that tw6 types of actlve pedlatrlc euthanasia 

263 
can be qocumented. One is by lncreasing the dose of 

paln-klllers for purposes of pain-kllling, the baby's death 

belng thereby hastened as a "side effectif. But ln our view 

thlS could only be cha'racterized as kÜlin.9 'since kllli'ng, and 

not Just paln-kllllog, lS lntended and caused. That would be 

determlned from the legal and medical perspectives by 

ascertalning if posslble whether the dosage given was weIl 

beyond that, needed for paln-killing \ purposes. ' If, not, ev en 

if death lS ,hastened, as long as t'rie dosage was wlthln 

,acceptable Ilmlts for the pa'in and problem invol ved', that 
1 \ 1 1 

, , 

:ts Dot jülllng. The second type of euthan9sia Magnet clalms 

can ,be documented :j..s that WhlCn invol ves sav:i:ng up the 
" \ \ 

inc;b. viçlual dosages ,Of mo::;phlne 'prescrlbed 'for an lnfant, 

/ 
d 

then adrnlnlstering them in one lethal do~e. ke aCknowledges, ~ 
- \ 1 ; l " 1 J \ , 

-
howeve~" that "1 t l~, impossible from, my Slll"'vey to, say how' 

Il, \ " 1 

7" --- ..... 
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common is the second situatlon ... It appears not to be 

unusual ln terminal cancer wards. However neonatologists 

surveyed,were retlcent about dlscusslng thlS. Sorne case? were 

described at second hand". 264 

A recent case in Canada which lnvolves adminlsterlng , 

a lethal dose of morphine to a severely disôbled infant, was 

that of the Candace Taschuk baby ln Edmonton, Alberta. In 

that case the physlclan involved admitted prescrlblng a 

lethal dose of morphine, which was administered by the nurse 

d t 
265 on u y. Though the Chlld dled several hours later, a 

fatallty inqulry later ruled that the cause of death could 
-

not be determined. The physiclan was charged with homiclde, 

but fled the country and returned to hlS homeland. Testimony 
1 

at the subsequent "lnquiry lnFluded testimony by nurses that 

docto~s will sometimes order small doses of morphlne kn~wlng 

it shortens a disabled infant's Ilfe. 266 But that need not 

mean that those physicians are actually kl11ing those babies. 

As lndicated above, the knowledge that the lnfant's life 

mlght be shortened. does not make the actlon legally, medically 

or ethlcally "killlng", as long as that dosage lS reasonable 

4 . 
for controlllng the suffering of that infant. 

Though the majorlty of physiciôns undoubtedly would 

not and do not practice active euthanasi\on disabled ~nfants 

at present, it would seem that sorne do not'do so rnainly because 

- """,-' 
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the lâw pres~ntly 'prohlnits it, not because lt is agalnst" 
1 " ,"-

< , " 

'" l ,'-

thelr relrglbus or other convlctions, and they would like to 

see th~ law in this regard changed. It lS doubtful that 

these physlcians constltute a majority, ~ut the number may 

be consIderable. As Indlcate~ above, the Shaw survey founo 

that 32% of the physicians questloned thought that the law 

sh'ould be changed to permIt pedlatrlc euthanasla under 

certaIn condItIonS. Duff and Campbell are clearly of the 

Vlew that It should be decrlminallzed, and Imply that the~, 

and others do not practlce lt at present only be~~use It lS 

Illegal. 
1 

Duff and Campbell pr?vlde a strong hlnt that they 

favour actlve euthanaSlà already' ln their flrs~ qnd most 

irfiuentlai report of lQ73, in WhlCh they refer 50mewhat" 

267 
obllquely to seekIng ".early death as a managemer:t option". 

In a subsequent artIcle ln 1976, they Imply that physicians 

may in fact sometlmes practlc~ euthanasia and rightly so, 

but be€ause of lega1 fears they do not talk about thelr vlews 

publicly. They write: 

'. 

. ~"" 

We belleve that "deep dow,n" a1most aIl 
physiclansand those they serve wou1d 
agree that there are sorne occasion~ when. 
deat~ may be a pruoent chOIce and aChieving 
death (in ~act, kllllng) a sorrowfu1 and; 
palnful obllgatlon. At the sa~e time they 
may support the argument put forth by . 
Rachels that there is no moral dlfference 
between âctIve and' paSSIve euthanasia 
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physicians are r-e-luctant to a 0.\111 t these 

, 
" 

l , 

,'( ',~ viEi,ws , .. , TJ1-éY may fear. 'speak:Lng ,0u,-t::;'aga,:LDst 
',:", 'the law"" at ,least a, ·substantlal ll';ll.nar:L ty' 

9f p~rsons bel;u~ve qoctors secretly and __ ,~, 
'r,ightly' practIce selectIve euthanas:La.268------:-

, , 

, ' 

" , 

'1 

ThJs, we belleve that'choIçes for death, 
wheth~~ by,actIve or pa§slve means, should 
be' pertn:iotted' \ /. l 'It seelT)s evadent t'bat' 
suffer:Lng patIents (whenJable) , sor rowing 
fam~Iies, andco~~erned,~hysicians-have 
al~ays sbught the lea~t,detrlmental ' 
alternatIve while decldlng care ln 'the 

) , 

, ' 
" , 

- 1 

face of tragedy, Sometimes, desplt~ th~ 
law,' they have 'chosen an' early death' by 
'passlvè or actIve means ,as w,as requirt=d. :L,n' 
the varled situations. There is a, need :Ln'. 

, , -

. oUr society for a policy of, decidlng car~ 
accordlng to indiVIdual situatlQnS as' the 
partles,most 'Involve~ fdel Q~ correc~.269' 

" 1 

, In stIll another artIcle 'several years later, Duff 

and Campbel~ nQted abOut patient~, famIlies and health ' 

professionals, that: ,,' 

Sometl.mes they fel t c:>bl:L,ged to abandon the 
comforta~le,_ conventional morality of Ramsey, 
a.n favor, 'of the le'ss 'orthodox and ,less ' 
comfortable posItions of Joseph 'Fletcher 
and Daniel Maguire. They bel:Leved that 
there was a time and a reason to choose 
death and a, Jl.;lstiflcat1.0n for decid:i:ng , 1 

the mode of achlevlhg it.270' 

, 'f 

FInally, D~ff and ,'Campbell :a'rgue that non-tr,eatment 

alone can leave an Infant worse off, than before, and ~hen 
P-

that 1& 50 active euthaoas1a should'be allowed: 
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\ ft' , l' 
Reasonlng about, the' ,most severe IorrnS of " 

, '{ j r -, 
sp'lna bl"fida often goes as 'follows., Wl th'o'ut, '\ 1",,-

'1 " J 

,treatment, ,the.'crnld mClY die, 'or live, bût' 
- ~ ( l 

" l ' 

,\ r 

, , 
, l' 

, , " , 
i 

, / 

,1 

, 
'\ 't> }- _ 

) , '- ... (' 1 

f 1 -- \ _) .; 

" , 

,)" , , " 

" ' 

- ( 'j 

". in a more mi!?~rable' way than lf l)e were 
"treatep'- \Ali 'th treatment he wi Il probaqly 
Ilve-, but" his disease" and treatment may b~' 
SO, great a' burden ta himself a~cf hlS, famÜy" '",' 
that the famlry anp a'll advlsors feel, the 
best ~oral' Ch01Ce is tb klll the' baby. The 
~wesOmeness o~ thl~,se~ms_exceeded,only in 
the claim that the ,cholce need ,not be fàced 
by pepple'who care.271, , , 

Iq concl.usion, whfle aval1able 'data and 'vléws 
, ' , ' 

,1 

" , 

's~ggest that only" ca· $~all m~~6r,lty of physlclans ar~ likely : ,," 

to 'pr-acti,ce pechatric 'èuthanasla, 1 a larger proportion (thoogh" 
- \ " .. 1 l ',l \ 

by no means ~be maJority) appears ta çonslder lt a'~eslrable 

.opt~on ~n sorne Cases,' b~t pne not pr~ctic~d largely ln Vlew 
, ' J 

of lts illegal;tty, awrllegality they would' like ,to s,ee 
1 1 ~ ~ 1 

abollshed. If that is 50, then for- that 'proportlon of ' 
," 

. phy,slc~an~ (~.g, 32% according to one polI, 39% accordlng 

" \ 

to another) ~he influence'of our normati~e Judeo-Chrlstlan 

b~oethics~h th~ ~~tter 6f active e~thanas1a lS clearly not 

predomlnant.· For the 'proportion of physlcians' WhlC:h' çioes not, 

oppose actlve pedi~trlc euthanasia wlthout reservat10~, 
1 " 

;> , , 

the predo~inant lnfluence restralnlng its practlée and the 

publlC expresslon of these views lS arguaply not personal 
, ' 

1 

c6r'lvlctlon based' llpon religious ,( or other) comml tmt;!nts" but 
l ' , 

varylng degrees of fea~ of apprehenslon by the law, combined 

with a rlsk of tarnishlng the h~aling imag~f the physician. , 
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'Based on the v'~ews' and _da,ta gat~ered ab,ove, we' ~ 
1 f ,J 

" can only concl ude that ~n s~veral, fundaf!le'ntal re!:?pects, the 

,,Ju'deo-:-c~rlis:ban, bio,et,h1i:::s, we proPo$ed, as ,normat'ive, is, not "', 
f , _' ~ , ' _ 

asinfluent~a'l upon 'th~ Vl~WS 'a~d 'pr~ctices ,~f 'pedl~tri~'lans ' '; 
- \ 1 ) ~ 

, 1 

an'ct r)e'on~atologists as olle ml~h:t have though~. ,]\pplying as , / 

,we have sorne of'the tests propose~ earlier, the, normativé 

'role of' that ~~rsl0n, o~ ,the'pl~~dca'~, bl0eth'~c~, 'ln 'influenfing 
_ l, 1 l ' _ 1 J 1 ~ ,,- ( 

, 1 

and shaplng'treatment pq~iéies is ~hared ,w~th anp modlfied,by, 
~ \ - \ l 'f 

1 ! \ 1 l , 

a nUmb~r of other ~nfluences~' W~at,e~~r~es as th~ ~nderlying 
, l ' 

'and impl1clt normative system, for the vie~s,'and practices of 
, , 1 

a SUJ7prls~ng n,urnber of, :physiclans is not an approach! to 
, 

sanctity of Ilfe and quallty of WhlCh we \ ( , - <-.. l' \ 
characterlzed ?S, 

1 r. ~ 1 
\ , \ ~ 1 _ 

,II deontologlcal' wi th ~?<cept~ions ':" 1 and not èven "pers'onal li stlC 
, ,'[ , 

, ' , 

conseguen~iallsm", ,but '~ socla1 consequentlallsm". " The 'latt,er' 

measutes decisions ~boût wh~the~ qr not to p~ov~de~llf~~ 

saving tfeatment largely bythe corisequences foj'others,' 

not nec~ssarlly for 'the consequences ta th~ lnfant. , ' , 

In tnese views and practices theJ;'e is eVldept' 
" [ 

dlscrlminatlon.a9alnst the ~nte;ests and, rights of the 

ment~lly retarded, even the mildly r~tarded~ whose Ilfe- ' 

threatenihg- complicàtlons are not_ trea<'ted as routuiely, or, 
, , ' 

~s vigorously, ~~-are the same ~omplldations of those infant~ , 

only physl~ally dl~abled. The motive of physl<c,~ans ,who 
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adopf't~lS~PO~Lty iS'~~~erall~ tha~ of c~m~asslon foi bath, 
{..f ~ 'r __ ~ _' ~)) , -', 1 ~'" ' -. - -' \.> .. 

the ln~-ctnt arld'the' family,' ,but patent~l 'l:?'en'~flt'l inte~è~ts ~ 
, ' 

- '1 

and wishes ate often respec,téd by denYLn'g: a mo'~e /undamEfnt~l 
, , , 

right of that inf,a,nt ta ll.fe'. Much weight 1~ giveti lry 

,1 ! \ 

phYSl!~lan views and' practlces about treating dls,ablecf infants, 

,t'o the matt,er of purdens'on,parents 
, - .r.::2,~ \ , 

and fana 1 ïes . It lS 
- 1 ) -

'se'ldom acknowledged tbat cat':l.ngfor 
) 1 _ ..-- _ \ ~ 

1 1 

'a~~~nageable and even're~ardln~'experience, for'~a~y ~~rents~ , ' , 

As weIl,. the Vlews and pr~ctices Of 'many physlcianl:? apslume 
'- ( ~ 

- ,that ,there l'S more certai'ntyabout :b~thl the effects on 
-

-f~mll1es ,from carlng' for disa1;>led, chil'dren', an,d about the 
" 

expe'cted,.-quali ty-of -life i't ,vari'ous ha~dlcaps" 'than lS ln 
',' " \ _ r' ( 

1 \ 

"fact the',case. Rather than, separate declsions;apout care 

and treat~'ent from those about custody, t)1e former, :LS too, 
,J ~ -~ l , 

of'ien made to depend upon the latter. 

'The tendency Ofmariy 'physi_cians and par;-ents to 
- ,1-

glvê so much welght ta parental deSlres and burdèns, and ta 
\ " 1 

1 

6e sa prepar~d to al~ow ~specia~ly mental1y ~etarded irifanti 
_ ' 1 _, 1 -, , ' " 

'ta 1 di~ (or even be' killé,d) l:~p'l:i,~s, the fundamemh:l;L Vqlue, 
, \ 

\ , 
,]udgment that (for example) 'a Down'ssyndrome Ch11d' has 'less 

~ntrinslc val,ue ,than others,' may not èven be fully hl,ll1lan'" and 

that intelligence,~ore than enything else is t~e basis o~ 
, ' 

the normatlvel'y hum'an ëimd'o{human rlghts. 'Whether or not' 
, 1 \ 1 , 

these aSSl1mpt~ons are conSClOUS, t'bey .ar~ at; least i'mpil'clt, 
, -

in Sorne of 'those: treatment pref~rences' and 1 decisi\on's. 
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rignts,'of a 'pèr-sor,l, an,d the ;clalms al1;d lnterests 'of 'o,th~rs~ 
1 l' , 

) 

\ , , 

'\ rri~~ ta'Ke precedJnc~., 
\' 1 ~ - 1 l , ' . ), 

A numbet ,of philosophers argue el the?;" 
j \)" \ -, 

,('/l\_,~ 
\ " / 1 "' ~ 

(\ l " j ~ 1 ! ( \' ~ 

that lnf~nts ~reno~ 
1 \ 1 r J - 1 

yet person~ o~'only p~tsons i~:~ sprt /, 1 ; 

\ { ~', \ 1 r '" ~ 
of ':!,nterme~:hate or ",potentlal 'l manner'. Tooley for iI)stance, " " 

\ J ' 1 

, \ - ,~ / \ \ - ~ / ! 

•.. slnèe 1t is far from clear'that,human, 
, l ' lnfants poss~ss self-consclousness or that 

'-.! 

" ~, 
\ 1 \ 

l , ......... ', 

, 1 ~ 
i' \ 

1 l ,~ \ 

the,y are capable oI erwls~ging\ a ,futuve' ,1 

for themselve,s and',of havlng de'slres about 
s~ch a' futufe,.,272 ,', . , , ", \ ~ J } ~ " \-1 J 

, 
l , 

," 

\ 

Another philosopher wrltes that: 
l ' 

" 
The ~u~Llty-of ~elf~reailza~ib~'6f:a~~ , 

, , 

, , 
l' '\ 

, , \ 

\. '\ ' 
- -- .. -

" 1 ) - - 'J 
.. /'" /' .,' , l , 

, - "" \ 

',1 

\ 
" 1 

c- , 

l ' 

eXlstlng persons should not be sacrificed 
',to any signi\fi,cant degree - i51mply -in order 
to' allow a ppteritial' person [i ~e'. irH:ants] 
to develop . .273 

" , 
j , 

1 l " 1 
l' ......... ' , 

, ,\ 

'Whlle therè l~.no evidence in the views and data' 

coJ)ected earhe~ t,hat ped~,atn'iclans and' ne~n'atologlsts ,ar'e' 
, l" . , 

~ / -- ' 

aware t~at,they hold Such vie~~ abpu~ the ~er~onh~od of '\ 

inf~nts', \ l't ts ,arg~abl~ that tho~e who are, prepa~ed' to respect" 

. " 
\ l , 

" ' 

( " 

\ 1 
,-.) 1 

, \ 

" r 

\ l' 

1 \ 

r\-= 
\ 

,\ ~ 

1 .' 

" . \.{ 

~ the clalms and interests of parents over the' q,ght to Ilfe' ~ 
~ 1 1 ,_ 

of' infants for whom' medical 'treatme'nt lS otherwise lndicated', ~ 
.• J 

, ' 

, , 

are ln fact imphcl tly s\lbscribü~g \;0 cit least sorne extent 

to these position~ ,about the infant's personhood. 
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, " 'Sut from the perspectlve ,of, the Judeo-Chr.lst:lan 
A ~ l ,\. ',1' -. /" _' ~ , l J \ _ ~ , .... 1 1 ~ ) ", 1 1 ~ l ~ 

, ',', .', -., Ol.Oèthi'cs 'we are àèlvocati.ng as the apPli'opnate' st~mdard fo'(\ 
~ 1. 1 -, ~ l _ ' 1 l ' 1 

..... l '" -, 1 ( 
1 ( \ { , 

, treatmènt pOllCl~S, syndror:ne, bab~es "are humans wi th 
" , 

, , , 

Thelr cÙ,lm.s'and ri'ghts, arë not' weàkenèd, , ~herights'I of J humal)s. 
- ) \ / 1 : ) 

,~ ) J' '; ~' or to be dlsregarded hecause qf IQ leve~ s or varlpus physlca'l 
l --... 1 1/ \ - ,,1 " , \ l " \ 

,1 

, " ~ \..... \ \ ,\ _ _ ' 1 

, ",; ,,' ,',' ,,' ~ h~ndicaps. Unless an infan-y 'is so âe,t:eç'tlve that, he h~s ln' ,', 

l' 

" , 
J' , 

, . 
( )~ ~ 1 

/' \ - \ 

1 r - 1 

, 1 

1 

e,ffect no lot~rest's' ln, t~eat~ent::' or 1 Ilfe-s~vlng treàtment can 

, 'be, exp'ected tq d,irectly or lndlre'ctly cause exc:essl ve hardsJ'1lp 

l ,,'to that infant, lus 'rlght 'to life and treatment ;is not 
1 \ { l '\ _~, \ f , ~. \ • r 1 

candi tloned by hlS 1Q level or' the, deslres of others, but by 
J ~ _ , 

/\\ '_'1 -- "-1 
hl~ Very ~~isfe~ce and hi~ dependence upon pthers fo~ the 

,r, 

1 

l ' , 

~I '1 \. 1 / 

" l, , 

',\ 

, 274 
eont~n~atlori of that existence. 

" 

,There is no doubt that car,lng for p dlsabled'infant, 
{ ',' 1 

" , 

whether mentally or phys'lcally hand'lcapped or both, puts 
, ' 

r~al burden~ o~ th~ pare~ts. tpe f~mlly and ~ocie~y gererally. 

,But t'ô, make 1 these burdens the decls,lve cr]. terl'on' for or 

,agalnst Ilfe-savlog tre-atment a,s do many physicians ïs ~ 
, , ' 

~~g~ that a ~uHdam~n~al elément of Judeo-Chrlstian bioethlcs 
, , 

'has haQ 11.~tle apparent impact. Our ,norma'tiVe blbethlcs does 

not :tmpose dn any p~~tlcl)lla'r person (~. g: ,the parent's') the 
- ' - l' l "_ 1 

obI igab,on, to ac.eept exceSSl ve or imposslble burdens. ,As 
c 

,- l ' ' , 

st'ateq earIler, lf parents are u.,n~bie to cape, supp!etnent,ary 
l,' / ~ 1 

\ Jservice~ or al ternatl ve cu'sto,?y' arrangements' should be 

sought a~d prov1ded. But ln the final analysls there 1s 

llttle eVldenc~ ln màny'of the v}e~s about burdens to others 

collected above that the fundamental Jewlsh and Christlan 
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1 a~c~pt -'burdens t'or the- s~ke of others l' i s hav1ng Irtluch ' 1mpac,t. 
r, j -, ( " 1 1 - \ 1 .. 1 ..... \ ---

1 ) 

( \ " ~) , ' 

Yet l t lS' pe'rhaps the inost 'fundamental conunS'lndment, in bç:>th, 

Qld and New Testamenbs t:;hat "You shall love your"nelghbol.1r , , 

as,yourse1f" (Lev. '19,:18; Mt;,. 
l' 

22: 3,9) I, and ~hat ~ "!Each 

of you ~u~t r'egar,d i Do't 
f 

hlS own In~erests, ,but the,Othei, 

man',s" (1 Cor. 10:'24). 
1 

, ' 
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Eprmcil medlca polic1e~ 
\, J ~ l ' r 
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\ ... '" 1 1 1 

\ J \' 

Ta thls poin~ ~n thlS' chapte~, ~è haye con~lderad 
, , ) 1 \ 

, 1 _ _ ~ \ 

'the treatment views and \Jract'lces ,of 'indf vlldual 'p'~dlatrlclans:' 
, 1 1 \ 1 

l, ' 

, -. 1 I~ 

, l' 1 
l , , 

an~, neonatologlsts
"

as weIl 
" ! 
lndl cated ,J~Y a number of 

a~ the trends ~0d,preferen~es 

exist~ng .surv~ys. :r~ose vlews: '. 
, l ' 

'practlces and preferences con:stl tute ITpol~cies;' onl~ in ,the.' 

l ,1 1 

1 
J 1 

, , 

'wlde 'sense. Whlle they provided us w1th more inslght into' ", 

"the ae:tual views and preferences of' pedlatriciçms ,generalJ.y 1 

, . 

a factor too often overlook~d' by medical, ,ethlcal andlegal 
, , 

pollcy-makers, they do l!0t, consti tute treatment, polioles ln -

th~ str1ct sense. 

For our purposes ln what follows, we define a 
, 

treatment ln tnls strict sense as:, a relatively coherent, 
) 

comprehensl ve 'anâ detai led set of, normative crl teria, 'a:nd 
\ ' , 1 

a'~pecif1c declsiop-mak1ng procedure, deslgned t~ ~rotect 

anq promote the lnterests 'of the affecteçi parties and to 

, " , - 275 
. mih~mtze arbltrarlness. 
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-We ,'tû)"lr;; now to tht;'f'è exampl'es of pOl:LciE;'S whtchi a"t' ,(' ," 
, , 

'; -
lèast prof:ess te be, comprehenslve treatment pollcles' ln 

, \ \ • 1 \ 

, , 
, , 

that 'stnèt s~nse .. All 't:h~ee are 
, 

formul~ted ~nct us~d by t , 

phy~'~c~~ns." , 'Whether they ar~ ~ln', :(act' adequ)a'te' as ,pollcïes 
, \ \ ~ p , 

!, " ' 

as ]Llst, 9è,tlned -and '''pass!: thé' norma:tl ve b~'oethlcal' tests 
, " 

~sti3bllShed, above,' l~ [the q0estlon "to, be 'addressed ,:m 'trhe' 
l' " 

remaind~r of this ch~~ter. 
l, _ 1 

, / , ,-

" 

/ 

" 

, ' , 'À. Th'e Lorbe-r '''early select(:\.ve' treatment" POllCY 
i, ,[JI 

, 
--4' -

1 

DOC~o~ Ldrber, (of the Depa~tme~~of _PaedlatrlcS I 

\ 
: T'h'e; Ghlldrens " I;IOSpl tal, Sheffield l' England) has artlctÙateo' 

1 , - 1 \ l, { 

, 1 

and 
/ ' , 

deferèH"d hlS treatrnènt policy for ser:LOusly disabled 
, " 

newborns'ln the ,course of m?ny articles and speeches over 
'- --

276' 
the pa~t years. He formerly-promoted t~e aggressi~e and 

éomprehenslve treatment of aIl newborn infants wlth splna 

,blf:lda. )3~t 'h~ subsequent1y c,oncluded,_ on- the basis of 
1 -

as~es;lnd th~~ong-term,results Qf tre~tlng, Infants over 
1 1", 1 ~ , 

, 1 
1 -- , 

'a t~e1ve-Year perlo~~ that tco m~ny cf these infants were 

belng treated who would 9therwIse have dled and were as a 

resu1t survlvlng with exceSSlve handlcaps. He concluded 

in Qther ~ords that treatment had swung too far away [rom 
, "-

the typical earller extre~e cf inaqequate ~are t~,that of 

tr~atlng practIcally aIl lnfants with splna blfida. 277 

--As he wrote in 1971: 
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~ ,Intenslve t!7eatrpent 'Of splna oiflda cystic~' 
in recent years nas'resulted ln â much 

, inèq~qs~d, survi val ~ate. ,More and mo~e ' 
infants, ar~ belng' surglcal~y treated. It 
15' fel t 'by sorne 'that aIl affected infants 
should be opera.ted upon Even if 1 t' is 
ce~tain that mahy surv~vors wlll suffer 
from' mut t~plè handlcaps ::,' the~re ,are ' 
1 arge', numbel"s 'who are' ,50 severely., handic'apped 
at birth that those who surVlve are bound 
t'a' suffer from a combuiation of maj or 
defects.278 

q , : 

, , 

Th~ l~st part of theabove~quote,~ro~ides 
, , 

, , 

, " 

~s w~ th 'what ~inerges, as, th~ p~lmary hurnani t~rian' motl vat,iOIl 

behrncf 'Lorber.'. s 5~le~t'iy~ tre~tmen~ pO.llCy - the suffering 

of those lnfllctèd w~th ~plna blfl.da. still more exprlcitly; 

he wrl t~s: " , 

If we"wi'sh ta ?pare chlldr:-en and their 
famlll~s prolongè~ ~~fferl.ng and to give 

,better attent~on to'those who are likely 
to oeneflt fromltotat care, we may have, 
to select suitafule cases for intenslve 
treatment and others for nd treatment. 2-,79 

In our Vlew the,e;::;tabll.shment ara s'et df, 

comprehenslve selection ~rl.terla to 'serve as pormatlve 

gUl.dellnes for treatment decisions in severe cases is in 
" l,' , _ 

itself a laudabl~ and,needed exercise. By general consensus 

they may weIl be 'especlally posslble in the case of spina 

bifida glven that flndl.ngs 'ai blrth do appear ta provide 
, ' 

the basls for qt least sorne degree of predlctlon about the , ~ 

future medical conditlon of the child invoived. But while 

" , , , 
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l , ,th~ part1.çular crl térla and, 'policy proposed ~nd 'used by' : \ 
- , , ~, '1 

" ), \ \ ~ ~ \ ,,' 

Lor.be,r have b,een widely 1 accepted 1P cllnicàl, prac'tice and 
, ' 

-~d6p~~d b~ man~ 0thér,~~s~itwtlons,2~O,~spe~~s of'th~m' 
, , , 

'i~CIlJding s~mè of the~r underlYlng va'lue :~ss0pbons" meri t 

serIOUS moral reservatlons. 

F1rst of aIl then,' ,what ,sp~clfIcally ls wh'at we 
'~ , ' 

, have labelled Lorbe,r,' s "earl y selective treatment': 'pol'icy~ 
1 1 

Though Lorber tùmself does not do 50, ~ may legi tImate).y 
", 

dlv1de his criteria and policy Into two related parts Qr , , 
, " 

leve1s. The' f1rst 1l!vo1ves futur,e qua1i tles of life _' 
, " 

1 

'(phys~ëal, mental and social) wOlch'ult1mately'make certain 
, l ,'" ! 

, 
levels of defect desirable or undes1r,able and (consequently) 

treatment (already at blrth) 'des1rab1è or undesirable. The 

sècond p<?-rt :or' l"evel of these normati ye cri terla 'lnv91 ve 

the physlca1 or med1cal cr1teria which comP\1~e the 

contra-lnd1cat10ns to actlve treatment ln order topreclude 0 

having infants survive wi th an exceSSl ve lev'el ~f defect. 

it i$ at, the f1rst of th~se levels that we find (though not \ 
,. 

lr a <;letailed or 'rigorous manner) Lorber's value assumptions 

and, consideratIons. Thé, physlcal 'cri teria at the ,second 

leve1 comprise in effect the "operatlona1 po11cy!' follow1ng - , ' 

from the quality of future life ponsiderations. ,Put slmply, 

Lorber's po11cy ~ould be expressed' ln thlS sylloglsm~ 

Sufferlng'should be minlmized, treatlng all spina bifida 

, 
~ , , 1 

, 
, " 
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11_-



, 
" ' 

l ' \ 

ï 
l' 

, , 
, , '\ ' 

, \ 

-'-257-

\ ' 
lnfants lnhu'rnanely perpetu,ates, suffering, therefore they 

',shdUl~ not ~ll be treated: 'Each of th~ barts to Lorber's 
, 1 

, ,crite'ria and ,poi,i'CY merit separate and detall~d- descrlptlon' , 

l 'before ~e can apply our normative bioethical tests. 
" ' , 

, 
, " 

Lorber }fi effect arrived at his quallty of future 
,1 

1ife' conclusion~ by first of aIl studying a group of 

child,ren wl.,th spina' ,bifida who had been given total care; 

in'order to show the correlatiofl between on the one hand 
\ 

the' type and extent of d15ab'ili ties now evident sorne time 

-aft~r birth, and on the other hand ,the disabilities or 

m'edlcal candi tians noted tor ea'ch child at birth.' In his 

wn words, h'ü; goal was: 

To correlate accurately observed data 
obtained on the first day of life with 
the subsequent progress of the children. 
Such a prospecti~e analysis would,give 
in any indivldual baby, with particular 

'sign'5, prooabili tie5 of various severe 
handicaps and also relatively minor handlcap 

, o~ none,. 281 

In effect, he,was attempting to determine the 

significanc'e of prognC?sis; to take more '~f the guess work, 

out of the relationship between prognosis and lnitial 

treatment. He concluded that: 

It,is possible to forecast from a purely 
clinical assessment wiuh accuracy tbe 
minimal degree of 'future hanqicap in an 
individual even if it is impossible 'ta 
forecast the maximum degree of disability 
which he may suffer, if he survives.28Z 

" 'OJ' 
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Ln hlS summarlzed' 'resul ts of that flrst study., 

\ -
tonb~r'categorize~ the 

, ' 
quall ty of the Il v~s 'of the, lnf,arits 

\ , ~, - 1 1 

, J " , 

to the types and degree o~ physioal 
, " 

who survived acco~d~ng 

ànd mental, ha,ndl caps. They were grouped lnto' r'lve ',c?tegorles"J 

,from gr~ss, 'moderate ,and severe to no handl:,Cap at all,1 and 
l , " 

a judgment was made as'to WhlCh categories represent'an 

undeslrable quallty of life and hence should'not have been 
, ' '1 

initlally treated. Lorcrer concluded, that those fa~ling 

wlthin hlS Ica~egory of "gross Dlul t1ple mal fOr"mations·',1 

have an unacceptab1e quality of 11re. WhlCh treatment could 

not really have lmproved and for whom 1t should not therefore 

be glven. He further concluded that only those fal11ng 

within the categorles of moderate to no handlcaps should be 

treated. 

But Lorber 40es not restrict his quallty of life 

concerns and criteria to the strlctly medical or physlcal 

fattors, and consequent physlcal sufferin~, or ~ven to the 

1nterests of ~he Ch11d himself. He lncludes 'as factors 

maklng a level ?f handlcap and hence treatment, acceptable 
, - ) 

or not. such th1ngs a$ self-respect, capa~lty to earn, 
, . . '" \ 

hapPlnes~. and prosp~bti~for marriage. In his V18W a 
, 

handlcap. and hence treatment, lS u0acceptable lf one can 

predlct institiftlonalizatlon, or répeated operatlons. or 
/ 

J \, \ \ , 

/ 'l1avlng to ml: s~' sChool, and frequentl y be away from ~ home, 

or face rècurring risks of death 'or resttictions in the , ~ 

\ 
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opportunl tles of 11fe. Lorb'er wrl tes for example. "The 

worst affected children are thq~e who were llleg1tlmate 

and others who were immedlately abandon(d'-~~.r fam111es. 
, ---~ 

They 1 ive in instl tutions, retarded and often permanentl.y 

bedridden. Their chances in 11fe are 50 unfavorable that 

2183 the cn. teria for act1ve treatment should be even stricter." , 

Some of these criteria, such as lllegitlmacy or 

lnadequate lnsti tutlons are clearly "sc5bial fi quaI i ty of 

llfe factors. Even more ObVlous1y in the "social" category 

are treat~ent crlteria such as abil1ty to earn the1r own 

livlng ln competition w1th others, the effect they wlll 
... Q, 

have on the family, 'heal th care personnel and others, and" 

the importance ~iven by hlm to the cost of treatment. 

We come now to the Second levei or part of Lorber's 

, " ' 
criter1a and po~icy. Having cbrrelated ,these flndings and , 

, ", ,-, 

quality of life evaluatlons wlth the medical condltions at 

birth, he estab11shes the physl.cal crlterla WhlCh will 
, Q 

lndlcate that that newborn wilJ be "selected for non-' 

trèatment" . He li sts six "adver':se cri terla" each of whi'ch 
, t 

d h h f ' t d .. 284 - h is escrlbed wlt muc specl lCl. y an precls1on. ,. T e 
, '0 

first and most important of these 15 the degree pf paralysls 

and 51 te of the le,sion. Another is the circumference of 

tMe-head. Stitl another lS the presence (along with.spina 

blfida itself) of other gross congenital,defects such as 

heart disease or mongolisrn. 

" 
, 
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L0rber maintàins that if any one of chose 
, . 

conditions is present at b~rth, even if the infant were 

treated, the infqnt cannot survive without severe and 
/~. ~"'~ 

, multi system physica~.defects, which will often be associated 

with mental retardation. 285 Those physical criterla have 
. 

been supported by many other physicians, and they tend ta 

agree' that the metlculous neurological examination involved 

i~~pply{ng the crlteria would provide atcurate predictions 
".: . r· 

about the infant's future' a~bulatory capJhlity, rislŒ of 

bladder and bowel complications ând hydrocephalus ~ _and 

other .abno~malities.286 

It ,should also' b,e noted ,~eg9rdlng t~ese adve'rse 
" , 

physical criteri'a, that onCe an infant 15' selected for 
'6 

non-treatment'on,the,ba~is'of one or more of them, 

it i9 clear that aIl t~eat~ent sp~ciflC to the disorder is , , , 

roeant to stop. In effect: Lorber me'ans by' selection for no 

tr~atment that no. antibiotics are giver; for infection, no 

intensive care, tube feeding, ~~ygen or resuscitation, and 

the infant~ are fed only on demand. 

A major feature ~of Lorber's policy i5 that the 

\. 
decislon to treat or not should normally be made on the 

, . ' 

, , 
tirst day after birth and before any therapeutic treatment 

begins. He does, however', provlde sorne addi tional criteria 

by\ whi,ch treatment may.be interrupted at subsequent .points 

. ',' . " 287 ln the Chl1d's development . 

,_ J 

, .> 
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Applylng his crlteria to the lnfants who had been 

treatled and who were being studled ln his 1971 study, 

Lorber conc1uded that 116 of 201 (58%) wou1d have been 

excluded from treatment if those criterla had been app1ied. 

In his 1ater 1973 study of 37 infants who did have hlS 

crl~eria applled to them, 25 (6B%) were not treated and 

288 had died by nlne months of age. 

Havlng now descrlbed hlS se1ectlve treatment 

P011CY and criterla, it remains to evaluate them ln the llght 

of our normative bloethica1 tests. Those tests wlth 
j 

\ 

partlcu1ar re1evance to Lorber's pOllCy are: the meaning 

and use he makes of sanctlty of Ilfe and quality cf life 

conslderatlons, the lmportance of parental wlshes, and 

whether or not hlS POli~~diSP1ayS adequate caution and 

~elf -cn ticlsm. 

A~ a1ready indlcated above, Lorb~does ultlmatel: 

base his pOI1CY on hlS values, even though to~some e~tent· 

h15 values are more gleaned by the reader than exp1icit1y 

revealed by Lorber. His basic value and COIDmltment lnvolves 

r 

" " 
the humanltarlan prlnclple of mlnlmizing suffering. And 

hi5 adverse physlcal crlterla fbllow 10gical1y from hi5 

views cn what lS the mlnlmally acceptable quality of Ilfe. 

That belng sa, we do not agree wlth Veatch (and others) 

~hat Lo~ber i5 applying merely technlcal criteria, or 15 only 

- . ,-

- "" 
'1 
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"medical izing what are really value choices ".289 In our 

view Spicker and Raye are c,loser to the mark wh en they note 

that, 

... it will not do to claim 'that he commits 
the "tachnical crit~ria fallacy, for Lorber 
is weIl aware of the value-laden basis of 
his position ... one might say that the 
entire drlve of his newly-acquired and 
accurate prognoses i5 to show the 
5ystematic congection between these, 
values - e.g. minimlze suffer1ng, achieve
ment of a functional quallty of 11fe - and 
thelr 1nherence in the six major signs which 
~erve as contralnd1cations for treatment.290 

The real questlon 15 whether the ~inimally acceptable 

quality of 11fe standard which Lorber uses is defensible, 

not whether there are any value choices behind his adverse 
". 

medical crlterla. In other words, does that quality of life 

standard underlying his POllCY promote respect for the 
If . !. 

disabled infant's sanctity of llfe, or on the contrary, 
, 

dqes 1t r1sk sacriflc~ng the life and 1nterests of the 

disabled infant to'the claims and interests of others? 

\' ' 

Is i t unduly pess1mi stic about the prospects that dl sabled 

children can cope adequately or that society can provide 

more adequate care -a'nd insti tutlons? Does Lorber' s 

, -
minimal acceptabl~ qual1ty of,life standard in,other words . 

risk letting soc let y off the hook by demanding too little 

change ln its prioritles? Does that standard risk the 

foreclosure of future choices by the child itself by forcing 

( 

\ 
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deCISlons ta treat or not to be made at blrth, based upon 

values and expectatlons of those other than that child? 

In what fOllows, we will answer aIl these questIons and 

sub-questlons ln the affIrmatlve. 

, Lorber's plCLure of }the quallty of Ilte awaitIng 

those infants wIth adverse criteria should they be treated, 

is undul~'pesslmistlc and far from belng as IneYItable or , , 

aa undesirable as he clalms. That he does assume certainty 

pnd InevItablllty lS Evident ln hlS l~sistence tHat a 

decIsIon for or agalnst llfe-saying treptment should be made 

at birth on the flrst day. But that rule of his pOllCy 
., 

combined wlth the exclusIve focus on physIcal crIterIa 

makes no ~llowance for a number of factors WhlCh can make 

an enormous dlfferençe to our assessment of an infant's 

( 
J 

qualltyof llfe, and Even to the-Improvement of the disabling 

condItIons. MJch depends uport the readIness of parents, 

health care professionals and sOcIety to determlne realistic 

goals and ObjectIves for these children as they grow, and 

ta provlde the peeded asslstance to help them develop the~~ 

,ab il 1 tles(It to the extent possible. Those who work wi th 

and love seriously disabled children do not generally,share 

the assumptlon of Lorber and others that there is 

necessarily anY.lncampatiblllty between leading worthwhile 
\ , 

.tives and being handicapped. 

" 

) 
.,-
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Though Lorber élalms that most parents of splna 

blflda newborrts accept hlS crIterla and their appllcat~on 

, 291, ft' to determlne whether to treat or not, ln act l lS 

doubtful that most parents are in a posItion to make an 

Informed deCISIon of that magnltude on the flrst day. 
, 

As both physlclans arid parents have observed, man y are ln 

a state of shock on flrst learnlng that their Chl~d IS 

dlsabled. What they need is both more Informatlon and more 

time. It lS equally a fact of experlence that many parents 

ln tIme "typlcally learn to value and love thelr chlldren 

• 292 as they lIve Wl th them". AdJustment of parents to thelr 

dlsableq Chlld takes tlme; ,ln sorne cases it will not happen. 

But l t lS n'Ot necess'arlly predlctable at blrth. As already 

Indicated above, when ~t lS achleved, parental love and 

sacrlflce.~can compe0sate greatly for the Chlld 1 S dlsabll i ties .293 

It is arguable on the basls of some eVIdence that 

~hat L?rber tak~s to b~ parental concurrence with hlS 

quallty of Ilfe views and physIcal criterla is often ln 

reall ty a case, of shocked parents accepting the strong 

suggestIons of physlcians at the moment when 'they are most 

suggestIble. The parents are, ~fter aIl e~otionally upset, 

the mother may have Just woken~ up;' and the clear cut Solutlon 
, 

proposed by a medIcal authority fIgure understandably appeals. 

It is then ,the physiclan 1 s vieVJ of ,a "worthwh~le life l
' WhlCh 

IS likely to prevall at t~at point, rath~r than an eventually 

\ 
) 

, , 
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more posltlve Vlew of ~he parents ~ad they.been glven time, 

had- the physiclan informed the parents not only of the 

potential problems but a1so of the posslb1e rewards in 

raisIng such a ChI1d, and had a re1ationshIp with their 

ChI1d been allowed to develop. And glven that physicians 

are tralned to cure, and tend to Interpret chronlc and 

Incurable lllness as fallure, It 15 regrettable, but ,?hould 

not be surprl~lng, that an Infant wlth serlOUS disabIlltles 

WhlCh cannot be repaIred ~s often seen as a medlcal failure 

and qUIckly Judged to have unbearable burdens with no 

redeemIng features ~t al1. 294 

But stlll more Importantly, Lorber's mInimaf1y 

acceptable quality of Ilfe and adverse criterIa may not 

only be forecloslng dlffering parental values and decisions, 

but also those of the disabled chIldren themsel~es. This 

lS especlally evident ln Lorber's acknowledgement that many 

of the Infants who are not treated accordlng to hlS adverse 
1 

295 crlterla wou1d have had normal Intelllgence. It i5 

especially those children with normal intelllgence who, 

despIte thelr serious physical handicaps, would be in a 

position to make thelr own clecislons, develop their own 
, . 

abilities and become as independent as possible within 

their physical limitations. It is therefore paft1cular1y 

dlsturblng to read ~hat Lorber Vlews the normal intelligence 

of'those chi1drep as a 11ability, as a further JustificatIon 

for non-treatment: 

, 1 • 
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Using our crlteria, some children who 
would have survlved wlth normal Intelllgence 
wlll, be excluded from treatment and wlll 
dle. Nevec~heless, it is my experlence, 
as It lS that of pBychologlsts, social 
workers, teàchers 'and parents, that those 
young people who are severely handlcapped 
by multl-system defects suffer far more If 
they have nprmal intelligence than if they 
are retarded. Only the Intelligent realize 
fully what they have been through, what they 
have missed·and wlll miss. Only the _ 
Intelilgent wlll worry about the frustratlons 
of employment, lonellness, lack of, 
opportunity and of normal family l~fe. 

Only they will worry'about thelr future-
and who will look after them when thelY 296 

'parents ar~ too old or are no longer alive. 

At least. t~.q sedous objections can be made to 

that position. Flr~t of aIl, in our view Roy lS correct 

ln characterizing it as unacceptable paternalism, on the 

gro~nds' that: 

The entlre thrust of our ... developlng 
civiliza~lon has been to eh sure that 

_individuak human belngs have the chance 
ta work out 'and master thelr own personal 
dt=s,tinle?, .. We have' a pOSl tlon here which 
says'that,med~Clne 15 justified ln 

.determining that the wprklng out of sorne 
destinles WIll be tao difficult for sorne 
persons. Before they have the chance and 
before they have to face their cMallenges 
they may be left untreated and allowed to 
dle.297 

But by blatantly sub5tltutIng hlS own estimate of 

what these Infants would have' wanted lf allowed ta llV~, 

how they would estlmate and deal with thelr handlcaps a~d 

,1 . ' , 

" l ' 

_, 1 
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thelr 11VeS, Lorber's POllCY lS an extreme example of 

the dangers and l1.mlts ln "expected qua1lty of 11fe" 

arguments app1led to newborns. Since the dlsabled newborn 

cannot express a personal wlsh, one lS tempted to substitute 

one's own preferences for the infant's, and the questlon 
1 

becomes, "wou1d we prefer thlS life, WI th these handicaps, 

to death?" Slnce we the non-dlsabled can never rea1ly put 

ourselves lnto that infant's'shoes, and'slnce each Infant 

is dlffe~ent and unlque despl te ,slml1ar physical or mental 

nôndlcaps, a~d since the future sDclal context (ln terms of 

aval1abl11 ty of care, occul?atl0nal and schooling opportuni ~les', . 
etc.),is not yet known on the Infant's 

substituting our preferences for those 

eventual Chl1d or aduit can hardly be a 

298 decidlng what ought to be done now. , 

first day of 11fe,/ 

of the lnfant anct! 
l' 
1 

rellable guide ~o 
1 

\\" 

Secondly, to be as confIdent as is,Lorber that the 

cholces and dest~nies of these lnfants includlng those wIth 

normal lntelllgence, can be unlformly foreclosèd because of 

predlcted sufferlng, lS sure1y to claim too much for the 

funct10n of medlcine. It is in effect to clalm that the 

legltlmate goal and mandate of medlcine is that of elimlnatlng 
,~

'. 
sufferlng and guaranteeing happlness, hard1ya c1alm with 

any moral or medlca1 roots and credlbl1ity. While lt may 

be a qUl.te natural medlcal "temptatlon", glver) the point 
, 

already made about the difficultles physicians have ln 
" 

\ 

, , 
\ 
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sh1ft1ng to car1ng when cur1ng 15 not p05S1ble, such' a 

cla1m cannot w1thstand critical examlnat1on. It should 

be seen as more ln the nature of a professlonal reflex than 

the bas1s of a treatment POl1CY. 

It is certalnly not the role of medicine to 
'" 

blindly prolong biolog1cal life as long as humanly po,ssibl,e. 

But 1t lS the role of m d1clne, when 1t cannot cure, to do 

èveryth1ng wlth1n its aDd resources to help those 

lnfants to develop th selves and to cope wlth thelr 

handlcaps to the ext nt poss1ble. That would seem to be 

the proper functlon cons1stent w1th ~ts own 

professlonal eth1c w1th the bloethlcal norms we ar.e 

applylng ln th1s,paper. 

stlll another p01nt should be made about Lorber's 

quality of llfe standard. As lndicated above, there is a 

fa1rly large quot1ent in h1S pos1tlon of what we have 

branded soc1al consequentiallsm. That lSt along with hlS 

primary concern for the lnterests aI ,the newborn patien:\ 

he also glves conslderable attenti~p to the interests of ' 

others. These concerns include the predicted inablllties 

of adverse crlterla newborns ta earn thelr own llving (thus 

being a burden ta soclety) , their impact on famlly life and 

famlly ,flnances, the burden th~y would place on health 

care resources and personnel, and the burden on society 

lmposed by the cast of thelr health care nèed5. 

, \ 
l '<' 

Il, 
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Two observatlons should be made about this aspect 

of L~rber's pOllCy in the llght of our bioethical tests. 
, 

Fl rst of al 11; ln allowu19-' tnf!s-e, , soclal consequences to 
, , 

form a part of the value basis for h1S adverse physlcal 

criteria, Lorber provldes for no clear rank1ng or prior1t1es 

of rlghts and 1nterests. Most 1mportantly, h1S pOl1Cy lS 

~pen to the çritic1sm that the 1nterests and claims of 

'others can take precedence over the rlght to life of the 

1nfant, as lf the latter rlght lS at best only equal to the .. 
1nterests of others, or at worst weaker th an those interests. 

As alre~dy argued earller ln th1S paper, that 15 a moral 

~tance contrad1cted by the Judeo-Chrlstlan b10eth1cs 

selected as Qur standard~ 

-
Secondly, the social consequences aspect of, Lorber's 

quality of llfe norm simply assumes the status quo as 

regards th~ impact of ser10usly disabled infants on family, 
, 

health care ~esources, inst1tut10ns and soclety, and their 

contr1butions to the lnfant. It seems generally assumed by , 

Lorber that as mat(:rs.now are in that regard, so they 

always w111 be, and there lS no obligation incumbent on any 

pers,ons or l'nsti tbt10ns to re-order prlori tles, t'o make 

greater sacrifices in ord~r to compensate these lnfants, 

the weaker, most'vulnerable, most disadvantaged members of 

our society. Lor'ber 's studles could be of much assistance 

ln determlning more preclsely the health resource needs and 

costs if more of ,these adverse crl terla lnfants were a-llowed 
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to llve. But as expressed by Lorber, hlS policy ln effect 

lets society off the hook. From the perspectlve of the 

Judeo-Chrlstlan bioethics serving as dur test, his policy 

-
therefore has a major defIcIency. Because he is unwilllng 

'" 

to demano more of our society and InstItutIons by way of 

re-dlstrIbutIng our resources to provide.more Justly for 

the needs of our least actvantaged members, even at greater 

sacrifice ta us aIl, he feels compelled to do' them a stIll 

greater InjUstIce by selectlng them for non-treatment and a 

premature death. 

r Several aspects of Lorber's ~reatment pOllCy 

suggest a lack of sufficient caution/and self-criticism, 
, 

a set of crIterIa,too mechanically applled without flrst 

,determlning so~e Important facts, without sUb]ectIng 'sorne 
l , 

assumptions to' critical analysis. Lorber's policy appears 

in pther' wor'ds' to suffer, from what we described above 

, (p.,180) as deluslons of infallibility. 

1 \ 1 1 

Sorne of the features of his pOllCy already discussed 

contribute to that impreSSIon - the too ready assumptIon 

that parents share hisrni~imally acceptable quality of ltfe 

norm, and 'that the d=\sabled in,f:ants selected for non-treatment 

would have agreed wIth that decision had they been allowed ta 

lIve; the lack of time and of any prOViSIOn for inquiring into 
1 i 

the IndivIdual wishes of specIfIc parents, at sorne point after 

l , 
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the f lrst day, to keep and care fOr thelr Chlld; the lack' 

of time and provlsion to explore the availabllity and 

readlness of an lnsti tueion t,o give adequate care to a':'· 

partlcular lnfant shou1d the parents be unwllling or 

unable to take custody of their Chlld; the lack of emplrlcal 
\ 

or other data to back up hlS pesslmistic and genera1ized 

estlmate a~ 'to the lmpact of disabled children on 

famllles. 

still another feature of his early selective 

treatment policy s\lpports the çonclusion that he has not 

taken enough care to' determin~ the accuracy of sorne of 
• 

the facts on WhlCh that pelicy is based. It has te do 

wi th the paln ahd suffer'ing-"Lorber attributes to newborns 

undergoing surg~ry in the'early months. While his position 

rests main1y on the argument of excessive pain and sufferlng 

in later 'periods, - Chlidhood, adolescence and adulthood, 

he neverthel~~s-frequently ~efers te the pain and sufferlng 
, ' 1 

involved ln treatment duri~g the first m6nths. That early 
!} 

- l , 

suffering/l? directly, and lndirectly used as a further 
l ' , J, "'\ 

argument in support of early selection for non-treatment, 
- ,', } 

in tMat pain'and suff~rlng are ln effect cl,imed te be 
--~ , , 

inevltably ~sseciated with the aggressive treatment of 

spin~ "biflda. bables. 299 

/ \ ' • \,1. 

\ ' 

" 

, ' 

1 _ 
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But th~ s may not in fact be the case. Somè 
'. 

physlc1ans who have worked for many years w1th spina bifida 

babl es report that there lS Il ttle or no eVIdence of pain 

, 300 
assoc1ated with treatment in that earlIest perl0d, and 

sorne others do not list paIn and suffering as one of the 

features of spina b1f1da 1nfants who are aggressively 

301 treated. Since the baslc moral princlple beh1nd Lorber 1 5 

selectIve treatment policy i5 that qf min1mizlng suffer1ng, 
J 

.includlng the pa1n and suffer1ng supposedly inflicted on 

actively treated infants in the, newborn period, l~ the ., 
absence of more evidence as to the eXIstence and intensIty 

of newborn pain the po11cy itself cannot be said ln that 

r~spect to be based on 1ncontrovertible facto 

Another of our bloethlcal tests to be applied to 

Lorber " s pollcy 15 that of whether i t prov1d~s for cçmt1nuing 

care for those Infants selected for non-treatment. ?ince 

Lorbe,r' 'sele'cts for non-treatment about seventy-f:dre perce1.t 

of those spIn~ bIfida babjes brought to hlm, how are th~y 

" managed after that decls10n is made? H1S stated policy is 

fa1rly clear: 
, . 

~ .... ~\'t~;: "-

It 1S essentlal to state clear1y that oné . 
hopes that those who are not treated should 
not live long. It is imperative that non
treatment should really be non-treatment, 
not Just no operation. Nothing should be 
done te prolong life; no incubators, no tube 
feeding, no antibiotic drugs and most\ ' 
certainly no reSUSCl tation. It is wr?ng to 
carry out pal11ative shunt operat1ons\t~ 

\ make management easier .. , One should e1ther 

\ 

~ 
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offer total treatment or none at aIl, other 
than no~mal nurslng care. The lnfant 
should be looked after wlth gentl~ness 
and 'should be fed on demand. Analgesics, 
sedatives or antl-convulsant~ should be 
used to ensure hlS comfort.302 

Though as already ,ind1cated we have ser10US 

reservatlons' about the select10n cri terla them'sel ves, Lorber 
\ 

does appear to acknowledge in pr~nclple and practlce the 

ethlcal rule that palliat::j.ve care and respect for 
\ 

the (infant) 

patlent remains a continuing dut Y even when efforts to cure 
It 

are not undertaken or cease.' Thé pOlicy as outli'ned would 

seem to be for the most part Justifiable given a decision 

not to proJong a 11fe judged to be one of 
';Ç::>' 

exceSSlve hard1iiP 

1 the lnfant 15 fed' on demand, looked after gently ,and glve~ 

sedat1 ves or anti-convulsants for pUr"poses of comfort. , But 

we nevertheless, have two reservations about 'this, pa-ll'lative 

,care aspect. The flrst has ~o do wlth the harrow range of 
, " 

palliatl ve care responses suggeste'd. The s..~cond has to" do 
, . 

with the way this part of the policy is apparently applled 

by sorne ihsti tutlons uSlng the Lorber crl teria" 

\ 

In descrlbing above the "cont1nuing dut y to 

provide car:e" test (pp,174-175), it was suggested ,that t;his 

obllgation may sometlmes' include fall''''~Y extenslve b:eatment, , 

lncluàiBg even surgery. If-~he dut Y e~senti~11y means the~ 

providlng of as much comfort ançi capabih ty as possib'le for l ' 

the period remalning, the~ to exclude anythlng IIbeyon,d normal 

, \ 

,) 

--------~,---

'\ ..... 

L/ 

, . . 
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1 \ 
l ' . 

nùrsi'ng' cà~e" as d6~s I:.orber 
, ~ '1 ( 

'r:es'trl.ctlon. 

',1 ) ) , 
may weIl b~ an un]Jstiflèd' 

, l' l , 

J .. 1 \ \ .. 1 1 \ ' \ -;" ' _ 

Even when surgery for' the pur.pose 1 of extendlng 
\ r' ,1 1 , ' 

~ ll:fe ha's been 'ruled out, s~rgery for,pa'lliat~ve'purpose/s 
1 ( _ \ ~ 1 

\ , , 

m~y peve~th~less be rnedi~all~ and'~orarl~ lhdlca~~~ 7 e.g., 

ta irnprqve moblilty, 'ease discomfàr't.,1~a:inta,l~ mus'cl~, /ac:;tivl1ty', , 
t., '1 - 1 _' , -- \ '1 " -

~ ,1 -.... l " 

or irnprove the prospects for nur'sù1g eare'- ' One by-,pl')oduct', , 
, '1 1 

of treatrnénts beyona normal nursing care for an ,infant 
, > l ' 1 t ') 1 \ \ \ ~ 

, , ' 

s~lected' foi' 'Si ,non l if'e-e?<te)'1ding tre'atm~;mt,: rnlght ln' fact 
, , 

be 'the {undesir~ld)' ~xtendlt1g bf' that.' hfe by w~eks" ffionths, 0 

or ~onger. ' But, surely that lS not ta be r;egretted if tht;l 

;L'nfant was thereby made 0are, comfortable ,and ,capable' for hlS 

brl~f " Ilfe. 
, , 

" ' 

,1 , ! 

l' • ,'/ ~êlillat:i,ve care rnay be prattic'ed 'by those/places applyl.ng 

Lorber referred 'ln the'quote above ta ' 

prayldlng lnfants selected. for no~-t'reatmeht Wl th analgeslcs. 

qnd ,sedatl ves. ,Thel"e aTe sorne grounds f.or s\..kpecting that 

the infants are given drugs,such as mo~phine, not ta control, 

pain, bU,t to keep' the tabies 'drowsy 50 that they, will not 
, 1 

, 
dernand food and 50 die earIier. It 15 dlfflC~1 t not ta 

descrlbe such a practice as a 'forrn of euthanasia by act or 

ornlssion. The basls for thlS SUSplClQn is the fact that 

" :' hOSpl taIs or Physl'clans applylng Lorber' s selecti v~ non

tr,eatment pollcy tend to report that all those not treated 
, \ 

,died relatively soon after blrth, whereas those wlth more 

" ~ , 

(l, 

, \ 

, , \, 

, 1 
, J _ ( 
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" ' 
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" , 

, 'J - 1 (\ l , l ,1 

conservative,'policleS fet,:ll)d that the 1nfan'ts Dot, selec\t,ed /p,r ,', 
, 1 \, , 

l' , 

: (âggressl ve) treatmer:l~ often 11 ved much longer despi te ge,~t\~g, ' 
, , 
3'03 'only paL!. latl ve ,care. -, 

; 
l' \ 

';, l ' 

Anlast test to be'applied to Lor~er's appr6~ch-is 
,,,,' , 

( , 

'whètbe~ it éxçlud~S e~thanasia as an option. , , The posïtl.on 
" ' l ' 

'\ ' 1 \' '\\ 

- adopted ,earber ..ln 'this' thesls is the tradl,t1onal 'Judeo- ' 
\ , ,- \ r' l ' \ _ \ : 1 l , ~, ' 

,'Chffstiàn O~'e 'thàt"heçause hfe 1s created -by God, not ~an" 
) , " -' 

\ ' \' 
", ~t, 15 sacred and,'car:not be taken by act or Om;tSSlon evel) if.',:, 

" t~at rrllgJ;1t in ~qme, ,~ases' be benerlclal to 'the ,patlent , 1 , , 

1 l' 

, 
1 ' ~ '1' \ 1 _ 

invoived. Lorbe~ does expllcltly exclude Killing' infént~ , ' 

, \) 1 \ ~ 

notle~e~ted Ifor treatm~nt, &ut two qualifications should' 
, , 

p,e noted. 'F,lrst ofl aIl, 'there lS the suspicion noted above ' ' \ 

that "pa) ~j,ati ve:' drugs art; adminlstered an order to hasten' 
, , , 

death ln a man'ner,amountlng' to euthanasia by act or omisslon. 
1 - , 

Secondly, Lorber's reJectton of euthanasla 'is essentlally on 

légal pr PO~lCY' gr~u~ds, but not on ethiaal grounds. He 

writes that, Il' ••• ln expert and consc1entious hands positive 
, , 

e~th~nasla c0uld be the most humane way of deallng wlth such 

a si:tuatlon ... ". But he gbes on to s~y that it should not 
'l 

be l'ega'llzed because th<;tt would be, lia most dangerous weapon 

ln/the hands of the state or 19norant or unscrupulous 

, d' 'd 1 1 304 ~n l Vl ua s'. In a simllar veln he writes, "It would'be 

1mposSlble to rorrnulate leglslation, however humane are the 

, 305 
intentlons that couLd not be abused by the unscrupulous". 

But from the perspectlve of the bioeth1cal policy servlng as 

/~ , , 
,)1 1 

, " 

".,. 
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, 
;,' _: ~" 0'ur, norm, ,~n tJ:l~ S' thes i s; th~ prlmar~( groûnd~ for, re J ectIng 

~ 

,àC1;:~1 v'e' euthanas~,à ~116Uld not be' consfderatlon's of l awor, 
\ '1 

" l , , 

,ro~ I,CY ~ 
l' ' 

The 'more t'undamental aHd :pnor reason i~ "the s'acre'dness' 
\ J 1 1 1 ~ i J ' " 

, , 

" 

, , 
, , 

of Iif~ 

mas,te'f'S' . 

humane or Jnhumane,' 'scl"upul,?us;.or not i' that prohlbi tian 

\, ' 

shouJ:d remall'l' ai) '?bso'lut'e, orle: , , 
1 

, B.' 

\ 

A ,second trea,t~en:t' pQl iCy, to 1 b~ examiDed 1S t~at, 
, \ 1 

, , 
, , ' 

/ \ 

, , 

, ~ 'p'ropos~ and us'ed- by, Dr. John' Freemàn (of' the' J'ohn's Hopkins" , , " ' r ' , ' , ' , ' , , ' 1 

HosP"l..tal, Balt1.more, Ma~Yland).Whpe It is ~:;lmilar'to 
, 

L<;:>rher',s,RollCY in ~ome ,r,espects, It also dIffers from 
, 

,Lorbe.r' s ln sorne fundamental ways. " Both POI'I(::!les are based 

, o~,the\premlsè and goal that ~ot aIl newborn ~nfants should 

'he treated and that some should be selected for non-treatment. 
,Il,' ~ 

\ 

aut whereas Lorber's adverse crIterla lead to'the, non~ 

treatment of very many disabled newborns wIth spIna bIflda, 

'braught ta hlS 1nst1 tutlon (about 75 perce,nt), Fre'emÉm' 5 ' 

crl terIa' leael to a much smaller number- wha Çire n'ot treated 

'(about la percent).306 They'àlso d1ffer about how to care for 

the infants not tr~ated' ac;t1 vely, and ta sorne extent about th,e 

,approprlateness of act1ve éuthan~sla. As weIl, Freeman's 

policy 1S not as elaborate and detalled as Lorber's, nor 

has Freemàn wrltten about, hlS approach as exnens1vely as 

, 307 
has Lorber. 

, " 
',' 

" 

• 

" , 

( .. 
-/ " 

, j 

( ,1 
" 

, 
, , 

" ' 

" 

'. 



l " 

, " 

.,L 

--

, , 

\ ~ 1~ , , 

, " 

, \ 

\ " 

, ' , 

1 \, 

-.... .. 

, : 

" 

,-277~ ..... 

0' 
Free,m,an" like Lorber, b,ases "hls selectlve treatment 

p:ol.1cy 'on an:"es'sen~ia,~l; çon5é,qu~ntiaLlst or 'ut~ili~~rian ,~ 
ethl.c:' ?t1e which is: ~ssenti al'ly personal ~st1c (l,.'e. ~~leeking, 
t~e maXImum beneflt, for ,the lnfant himse}fL but ta some 

, " 

degree soc1al as weIl .( ~. e. seeking the maXlmUm benefl t for 

otherS) . AJ:,1d, also llke\ Lorber, 'his motlvat'lon anq goal 15 

pr~dom~nantly ùhat of miolmlz1ng 

15 much more pessim1stic than is 
'1 

, 1 

" ' , , 

sU{f,ering. , Freèm'an h,oweyer" 
, " , , 

Lorber ~b'out the ob J ectl. vi ty 
Il J. 

o,f speclf~lc physical cr~ terla as 1hfallible p,redict'ors pf an 

,il1'fant 1 s future quah t'Y of, 11fe. At the SEIITlE;' time 'he IS 

conslderably more optlmlstl~ than 15 Lorber about the 

expect~d quallty of lJ:fe of most of' the disabled children, 

brought, to him. 

.' .. The first leg 'pf hlS' pOllCy is the àrbItrary 

natu~e q~ determinatiQrys qf impairment and disability.' 

Freemandoes glve c0nslderable ,attention to the enterprlse 
'l , 

1 

ai "quantlfying" the dec'islofl-:maklng process, of attaching 

,numerlcal values ta varlou5' lmpalrments, WhlCh numerIcal 

, : values would assIst physlclans in making early declslÇ>nS 'for 

, ,.' t 308 or' agalnst actlve treatmen . But he takes considerabfe' 

care not ta exagge~ate the Importance of efforts ta quant~fy 

~he expected eutcomes a~d benefIts of,treatlng or not' treatIng 

certaln impalrments by establ+shing ha rd and fast adverse 
, ' '309 

phYSIC~l criterIa. freeman concedes that there is a 

large quotIent of t~e arbltrary and of opInion when ~t cornes 

ta predlctlng, disabillty as opp~sed te lmpaIrment. Using 

, l, 

. ' 
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the AMA definitlon ,of impairment:a~d ,of di~abil1ty, he 

deflnes impairment as: "an appraisal of the nature and .--
r, " : ... -

extent of tli'e patient' s illne~s and l.t1j\lry as i t affect,s 

hlS 'personal effieiency in the activities of daily living". 

As for disabUj.ty, it is, "the 'pàt,[ent's future" ablll.ty ta 
> • " , - \ 

, 
engage in ga,~nful employment as affected by non-medleal 

- "'~t.. 

<!P ' ' 
, l" 1 

factors, such' as age, sex, education, economic a~d social 
, . ' 

en':'lronment and the mediè~il factor". 310 

, r 

- , , 

~e goes on ta observe~ 

Thus, wrnle the neurologie d~fici't' (i~pal'r
ment) present at birth can be predicted 
with a high degree of certainty, the amount 
of "disability" attaehed to that impairment
i~' at'bitrarily assigned. Disability is 
a180, however, soclally'dete~m1ned. Th 
paraplegie who lS exeluded ,from sehool 

'because he cannot climb stalrs lS disàh 
whereas a school on, one floor ,or the' 
provision ,of ,ati ~levator would minimiz~ 
the amount or disability.' 'The patient 
Gan walk only; wi th braces but cannat af 
them is di,sabled; but the child' s disab i ty 
can be eliminated by the provisl.on of new 
braces.311, 

. ) 

" , 

Freeman then ass'ighs ,a\ very opt;Lmistie and posi ti ve 
, ' , 

mean;ing to the med;i..eally dete:rmin~ble' tern'l "impairment", an 

understanding which part1ally explalns h~s policy of 

treatin,9 most spina bifida infants. He uses the term as: 

the minimal Interference with the 
activl.ties of daily Ilving brought about by 
the neurological deficit, with the 
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,expectâtH'm that a society commi tted ,,\:d' ~' 
the hpnâ,:Lcapped w1l1 work actl,vE:ly ,t.o ' 0 " " 

l" 

" ' r - _~ 

,\ , - 1 

, ~ ,-... 1 \ ,I 

1" \ \ '-

- '---~ / / 
, \ 

~ \ \. / -: '- --,. ·'1-
,.\.... \ .( y 

'_.,1 

, ' <.... / - ~-:-' 1::: 1 

minJ"mlze the d,isablli ty conllec"teCl w,l'th" l ," 1 \ , / 
that given lmpalrmerit~312 \ 1 

"- / - / 

, l' ..... \ -;-, 
\ / 1 ....." < _ r- -" 

1 t 1 ) , ,\ l '" ' _ 1 __;} 

(" ,He conslder:s two typ'es of
i 
imp,a~~m:~ri~' a's ,t'h~ ~és,~ \', '/ '"l,:' ': ~ '" -

,1 'lfnpo~tan't ln 5pl'na blfl.da babtes _' ,1nt~~lect~ai p~r,!forfTlahce ,! ,~" ': ,- ,,' "n
r 

<' 

, , 

,_\ 1 _ , ....., \ \ '\ ' 1 - __ \, 
, '1 \ l , \ \ ' 1 

Wht:7n i t,cornes, 'to \ ef'fprts' to âtti3.eh 
-- _ .,. ~ " !, J 1 f f 

pDG motor funetlon. 1 ~ \, l' ~, 
'\ 1_ 1 

.J\: __ ... ~ _ ~ 
/ \ 

he \ notes th,at ,\1 

-----"l 1 h" "-

) '><!\-j---.:..~~ ri 

l,' -

" , 
lmparrment, 

{'." '-
... __ 1 1 \ 

lmp~ir~ent ltself C~~ be ,a~s~S~~d'~y'meaS~~lnd 

0um,encal value to 'intel:}:ectual 
" , 

, ,the 
• 

, ' ' 1 - " ,\ -

put ,,' 1/ tl)e degreé of lmp'ai rment incurred beca'use- 6-f tha ~ " 
/ r 

\ !' .). 

dèflq, t, the effect ,on, t'le Ch1ld 1 S pe,rsonal "efficie0cy in 
, "" '313 

the' aéti vi tie~ of dai l'y living ~ is ~or~ arbi:tra~w". l , 

- , 1 " \ ~ , 

, 
De~ermlnlng the degree of ,impalrment llnked ta a, 'l11o~ar 

;lmpa~ r'~ent ,1 s, wri,tes Freeman, 'even more ,arbl trary. 
, 
Thet-e' 

15 nb que,5tlon that a persqn" wi th pÇiraplegià l'S unPi?ired, - 1 

, 
bU':,lf h~:lS an'eng1heer wlth a famlly and goad 1rtcome,' the 

,d1~ablement wll1 be partial,. Ii ~e .~5·a bIu~ collar ~orke~ 
, l, ... 

and,can't f1nd ' work th en he m~y be tot~l}y d1sabled. 

Freeman ,conel udes: ' "D1Eiab:t 1'1'ty may thus be' determlned by 

both lntellectual ,level and motor 1mp~irment but lS heavl1y 
, r, - , 1 

1nfluençed by the forces that society lS will~ng 'to br~ng 
, 

to bear "ta maxl~ize opportunit1es and minimlze disabil1ty. 

, 314 
,'rmpairment', howt;!ver; rema1ns unehanged." 

\ " 

, \, 

" , 

\ , 

~ 1 \ ~ 1 

'-,' 

, , 

, 1 

\ " 

~ 

The second 1eg of his tre'atment poli,ey 1nvalves 

the conclU51ons,he draws from the fact that many severely 

dlsabled lnfahts selected for non-treatment, , therefore not 

treated therapeut1cally b~~ only glven routlne caret do not 
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',,' l' vlew' thls, lS 'the worst possib~e, out'come:,for, the 'S}..lrVlv~ng', \ ',_ -, 
1 1.... l , l' \ ~ ./ '- \ -.. ) 

/' \ i," " ,ctnld.315 That, b~inlg 50, Freeman con'cl~~es ~ ~ha't'~ôf-'th~, :twa ' , l' - ' 

/ Il \\ l , 1 ~ _ f 1 - - \ \' ,l' l ~ J _ /- ~ \! _\~' " 1 l" "~~ , ~ ~ - 1 \ 

l, 1 v:';, :/\ !:: ,', :: : '-"c,hQ-:lcès the, ,~y,s~ç"i;: ~~~e's)' :,ac,t1 ~e' etithan~sl"a Or a,~gre$:sl'vè, _ l"~ ':\: 

t~ept;ment, he'V'fould pr~f/e,: thè~for;m~i.',\'B0t since act'lvy " 
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,but,th'ose'who are-,so d~tna:ged'bliat they ,wIll 'c~.'e'a:rIY d~e s~an 
" -,- " " \ l' , \ \ '-

1 1 ". '- ,~I 1 1 1 \ J 1 

\ -" 
,aftl'2r bl rtjl\ as h1S ,tneatment P0118X., 

, ,_ • _, - 1 1, 1 ! _ \ r ~ ,',.r "'" 1": 1 

: Ôn,e '~XRreS~10n' of" ,/ -' 1 - " - , 

l " 
, , 1 

" ' , 

t,hpt poltcy and -at ,l~'as,t Qne, d,t:' 1 ts' s'upport.ing, ie9s,!, ;i~ , 

l' 
'/ 1 -

, -
the follow1ng: 

r, 1 

, 
\ , 

,1 , 

1 
, , , 

\ Since [the'" eclltor 1 feel~ \ tnÇit \a slow: _'nat1Jral l' 
death o';er, wee:ks' or months 'lS not humane i " 

for the chll'd, the fami ly or the staff 
forced to care for tbe' infant; he is 1eft' , 
'ln the SChlzophrenic' yosi tion of advocati~~,' 
ei ther act;i ve euthanas'la or 'v1gorous 
tcèatment. Vntll a6tlve euthanasla for . 

" , 

, i' 

. , , , 

" 

l' 

" , , 
,_' 1 

f ~ \ , 

1 \ _, 

1 1 

1. 

the most severely affllcted ch1ldren becomes 
acceptable ta society, we must opt fpr >' , 

vigorous treatment, 1 to )Uak,e these chJ:ldren 
and the1r families as intact as we are able.316 

Before ~onslderlng ln more deta1l Freeman's Vlews , , 

on act1 ve euthanas1a, we 'should emphaslze the fact that hlS 
l ' , 

'1 ' 

{~ 1 1 \ i 

vig~rous tneatme~t POl1CY 15 hot based only on thiE! "what 

becomes of those ~elected for, ~on-tre~tmerrc" 'argument'. That 

is ~nde~d one leg support~ng his policy. But the 6ther\ is 

~hat referred to earller -I~he arbitrary nature of pre~lctions 

~bo~t ~~sabil1ty and his own more optlmistlc prediction about 

dlsabl1itles (l.e. expected quality of life). more opt1mlstic 
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The authors [i. e'; p'reemàn 1 ~J al.,] a,re 
.-

_f , ,J_ 

- ( 

) , 1 

i ,', 

l 'bt;!,tte,r able - td per-cel. ve' why they,'anel 
-Dr./ Lorbe-r:" éan begin from tne same ' , _ 
co'nsenstis ,for, the 'affected 1 newborn -and' 
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~:'-,' \! '_ , / 1 

\ ,-

, ' 
1 > ~ \ 

, ' 
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1 

, / 

, / 

,':., 1 

hisl 'fam1.ly a;'d come te d,r.amatical lY,,', , 
oppaSl te recommendatians. .In England'I-. 

'I l, l '1 \ _ " 

hl9; resul ~Sl (probab;i.~l t;ies, of ,-outc.ome)' 
j3re fÇj.r- worse than those ln- tJ;1l.S c.ountr:y., 
His, soc'lety is less able to m!l.hlmlZe ' , , 
'disabi i i,ty ,for survi vbT'S .-. > On t'ne o,ther, 
-sd:de o'f the scale, he, and the Engh sh 

, 

sy~t,el!1 -give far less dlsabifi ty- to the- , 
untr~ated lnfant waiting- tb dle. Therefore, 
in quant'l tati ve decl.sion-making' terms, - , 

, 

,f 

" 

, 

, ,- tDe utillty [i.~. benefitJ of-treatment 

, " 

\ t- 1 i' 

,- , 

of the parapl~~ic child 1n England 15 

s~fflci~ntiy less than the ~tillty of 
non' treatment. "Therefore ne 'recommends 
that ~h~y not be tr~ated. 1 Th~ ~uthor~' 
f{nd' the dlsabl.li ty 'of a, prolonged 'wai t 
for death to be ,hlgh and find grea\er 
util~ty ~n thoèe, who are tre~ted early. 
They, therefore, recommend early surgery 
for, most lnfants wi th spina blfida. 318 

Though F'reeman does not a'ctually lnclude active,' 

- , - ,el.ithanas~a' ~n h1.5 :pollCy' ln ',~lew OI Hs illeg~:tllty, t:e does 
1 l , , 

argue tha't i t shou1d bé 'allowed to physicj,-ans and should be 
1))' (1 

,', 

, ) 
made legal, In his view the decis~on to ,not treat a severely" 

, <, , ' ' -

dlsabled l.nfant lS ln fact an in~~ntian arid h9pe that the 

child~ill dle qUlckly, ~nd a~ such lS lndlstingulshable from 

'shbrtenlng ltS 11fe by' ac.tive killing, Slnce "1'ettlng nature 

tdke 1 ts course" lnvol ves lncreased pain ~nd suffering for 

'child and parents, " ... should ,we not then, as physicians, 

also have the opportunl.ty to alleviate the pain and sufferl.ng 

by acceleratlng that death?,,3l9 He then goes on to make his 
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plea tha~ SOC1~ty cease fostèrlng the "fIction", that '" 
1 c- , \ " 

wi thholding treatment 'and termlnatlng hfe 'are chffererit, 
\ 1 1 \ " _ , 

and ~êil"guès 'tha't;' "1t 7 1S tlme' thÇlt society began dlsc~ssing', 
\ '-- , 

1 1 ~ 1 \ ' 

mechanisms by:~hlCh we can 
,/' - - , ' 

for those lhdivitlu~l~ whom 

all:evlate th~ pain and ,suffe\r).n'g 
, \ 1 1 

w~ ca~~ot ,help": 32'0 ' , , 

, ( 

" , .. 

- ~ " ,-
, , 

, , ' 
r 1 \ ~ 1 \ \-

,Whlle Lorber 'does not think euthanasla 'St1o\!lld' b,e (', 

_ , ,\ _ .. l~gallzed , (bècau;s~ i t 'w,ould be puttlng a dangerous weapo'n ~' 

, ,ln' t~e hands 'of 'th~' ,St~te) t ,Freem~n t~inks 'i t ~hoùld be 
1 1 ,.! - l , 

B'ut t'he~ ',agree Ih' thl!,klhg' that' i t would ln prlnciple be' , 

the m?-st humane al ternatl ve,' pnd neltper qJ)J ects to ,.i t'oh 

etblcal grounds: Free~ah in effect argues that it would 

be-the ~ e~hlcal course, and sees 'none of the dangers 

acknowledged by LOrber. BUt Slnce F~eeman's treatment ~oll~y, 
, , 

itself opt's forvlgoroy.s treatment, not active euthanasia! 

" - \ 
we need not spend a,great dealof tlme eVélluatlng hlS 

posItIon on euthanasle in the llght of our bloethlcal test 

prohlbltlng it. Suffice lt to say that the ObjectIons 

ralsed earller to Lorber's stance on euthanasla and related 

matters apply even more emphatlcally to Freeman. 

Flrst of aIl, our normatlve Judeo-CQristian 

bloethlcs contalns a strong prohibItion against takIng the 

Ilves of others, no matter what the apparent benefit to' 
, ' 

thatperson_or others. SecondlY, medtcin~ does not have 

a mandate or dut Y to erase aIl suffering and ensure 

happlness. Thlrd, it 1s by no means determlned to what 

.' ' 

, , 

il \ 

1,' , 

, \ 

, 1 

\ , 

" 
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1 _'. 

, :~', extent' ser'l,ouslY disabled" infa!)~~ experienç'e, ~ain ,and if 

J' 

l' 

~ l,', 
1 1 

, ' 

1 

,:they dq j :tJ1ere 1 are drugs _a'vhllable 
, 1 (, l' , 

, , , 

to cDntro~,the, paln 
, , 

wi~hdut klllihg t~e infa~~. 
r 1 1 - ,I! 

A' Iast conslcleratl'on' 'lS to ,determH~e the ,welght 
", \ 

F~eema~ ~lv~s'to sodial con~eq~~nces'as a' crlterlorl-in 
) 1 \ \ 1 \ 

decldlng to ~reat or not totreat. 1 Do ,.factors such' as the' 
, \ 

fan1l1y's' pre5umed "nght", to be ,f!Cee of sufferlng, t;,he 
, 1 

predi~ted impact,on t~e famlly an~ health cate providers, 
" ' 

th'e co st of prolongeti care, etc. take precedence ln Freeman', s' , 
\ ,( 1 (! 1 _ ' 

1 - 1 

pollty over the rlght'of the dl~abled lnfant to llfe? In, 

dur 'v~e~ the, ans\..,er shou:).d be, "no". 
< ~ " \ 

lt ls, of course true 

tha~\~reema~ fr~quently refers to the hardshlp of,seriously 
/ l , , _ 

, ' 

dlsabled ~hll9ren on parents and h~aIth car~ provlders. 

But 'he does ,not appear to put s~ch c~ns],:deratl'ons ahead of 
'\ 1 l ,1 

those of, the lnfant, to the pOlht that the right to Ilfe -of 
" , 1 

an infant whose medical indlcatlons favoured treatment wouid 

;. 321 
tâke second place. 

" 1 

" , 

( 

Sev~ra~ aspects of Freeman's posltlon would seem 

to support thlS: conclusion . Fli"'st of, aIl, i as, indlca,t,ed 
, 1 

~ , '\ 1 

above, h~ i5 ~eli aware of the unpredi~table and, arbltrar~ 

element ~n' attempts t'Q preMet disabili~Y, including ~th:_ 
the impact upon other partl~s and society, and thé fut~re 
contrlb0t~on of those parties ~nd ~6ciety to allev~ating 

disabilitles a~ the lnfant grows. Secondly, Freernan's p011Cy 

15 generally optimlstlc and p05ltlve about the future 
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l , , 1 

, 
, ," 1 f \ (1 ~ -

contributions' to the càr~' ot disabled ,infants. 
, , 

- f \ \ ' 
Unlike , 

_ \ 1 J 

Lorber's PÇllCY, ~reeman's~s hot 'PPslted,ori a' 
( - \ '1 ,) , 

'pes'slmist1c an'd 'unchângeable 'v1ew' or the, stêl'tuS, quo ~n' 
l '~ 1 ~ - , \ ' ',' \ ~'_ _ 1 :' l , ' '.t l' \ 

, that, r~gé:lrd ,ar:lâ, l t' Cloes "ndt ne'cessar~ ly ,let society ,off 1 " " 

1 l' " ,1 1 

~he hook in tèrms of i Ù;' moral dut Y tocompensate "for"the 
c" ~ l , , , " , 

" '\ \' 1 { , !' 

need$, of our 'mast d'lsadvantaged m~mbers, - Third, Fl;'eeman, 
,l" \ _ J 1 

may np;t -Clearl y ,'af(l rm that, the, ::-ight: to 11 fe of infants 
l' r J j 

"W1~~ m~d~cal ln~icatlQns for ~reatment ~hould'always' 

,preva:1.l", but he ,dbes atleast claim tha,t ,he resists' 

chooslng" between what he calls "unaccepta'ble, al ternatl ves" , 

" adding, "Waul,d l rather haye 'a ,Il ve child,' aJ;1d a broken 
- , ; , 

family, -Or a' dead',chlld ,and-- an inta~t far(1l'ly,? l think 
, "r 1 J \ 

l ' ,', ",' 
, , l ' "-'" 322 

that we can have bath a l'lve çhild and, an lntact famlly. l' 

- Fburth', - fi-eernan hnds théit ino~t of hl s 'p,arents do ln fact 
- 1 /, 

\ l " ~ 
, 1 1 1 

want ;Vl.garaus, treatmel)t for their dis'abled infants, contrary 
1 

, " 323 
to,whatLarber 'reports about hlS parents. 'Lastly, 

Free~an makes a strong plea ta ~h~slclans and othe~s not 

ta prajeçt th~lr expe~tations 

~f life or bearable life onta 

about a worthwhile quality 
1 

, ,324 
d'lsabled infants'. 

\ .' 

, ,1 

:C. The Zachary "treat aIl" palloy, 

- ", 
The 'thlrd treatment policy ta be 'consldered is 
, 

th,e onE! u,sed and p'romoted by Dr .. R. I;!. Z~chàry (of the 

Chlldren's Hospital, Sheffleld). ,Like his calleague 
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Dr'. LÇlr'bE;r,. ,Zachary has wr~ ttE;n ext:ens1. yel,y ,l~explanation 
~ 'j , -1 -- .~ \ , 

, \."'" 325 ' \ ' ' \1 ,1 ' , 

and<àef~r:\ce,\of h~!,? poli/cy. ,--, But 'unI ike' Lorber'/s : appr.?aeh 
- '1 \ : \ 1 1 

and c~,:LtE?r:)..:'a,t, Z,~cha"ry dOÈip nôt' l;>as'e 'h1.s t;'eatmen* '.dec~Slons, 
l" ! - 'l', --' l , 1 1 

~_ ) j l , \ l, ' _ -...., '\ 1 ..-- 1 [- \ ~ \ l, _ / ~ , 

on ,expecte~-qual i ty::-~f hle ~cons1.deratlPr:sl' ,H~s' pbli~y, 
__ ) 1 

, l , , ' " " 326 
'could' best be c;harad:eri'zed' as' a ",trèat' a,lJ" , or "meuleal, 

c;loser to that of Fr~eman. 'But a difference betwe'en the'se 

'two pelleies has te do w~th ori~ of the most dlstinct~ve 
" , 

and ~xpliclt feat~~e~ ln Zachary'~ ~os~tion, n~mely h1.6 
, ' , , -

lnsIstEmce that '( aggress1. ve)/ 'treatment such as surgery 

need not have only a Ilfe-saving' pur.pose. 

Zaehary beglns ,by identify1.ng three options upon 

the b'irth 
, 328 

of a baby w~th a serious spina bifida. In 

his Vlew they are: 

(1) 

(2 ) 

( 3) 

,that the baby should be killed; or 

that the baby should be "encouraged t6 

die"l either by ,"complete inactivlty" 

(è .'g., not' feeding) or by' "'~ncomple'te , , 

ac:tivity" (e.g. by,n<?t treating any 

.lllness such as pneumonla" meni'ngi'tls 

or any Infections by means of antibIot1.CS); 

or 

that the baby should be "eneouraged to 

live". 

\ 

\ 

i, , 

. , 
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He reJects the hrst opt~on-;: that ~~of d:Crect 

k1111ng, on re11glous, phi1osoph1cal and H1ppocrat1c 

grounds: 

The eth1ca1 pr1nc1ple that the direct and 
del1berate kill1ng of a human be1ng lS 
wrong is wide1y accepted on a relig10us 
and phllosophlca1 basis, and has been 
the bas1s of medical pract1ce since the 
time of Hlppocrates, and even ear1ier. 
l am talk1ng of medica1 matters here, 
not of cr1me and war.329 

1 
Zachary also reJects the second option, lnsistlng 

not only that these bables be fed, but a"lso ('versus Lorber) 

that their 1nfect10ns shou1d be treated. 

The second alternatlve has no better 
]ustificat1on. To leave a Ch11d without 
food 15 to k111 it as deliberately and 
d1rectly as if one was cutt1ng ltS 
throat. Even the prescribing of 
antibiotics for 1nfect1on, such as 
pneumon1a, must now be considered as 
ord1nary care of patients.330 

H1S choice th en is the third alternative,'that 

" 
the baby " s hould be encouraged to-l1ve". It lS wlth the 

goal of glving these children the best chance to live, w1th 
;.-, ~ (j • 

~ ~ 

the1r handicaps reduced to a minlmum that Zachary chose 
/ 

h1S management methods and crlter1a. But before descr1b1ng 

and evaluat1ng them, we should determine in greater detai1 

the values or principles upon WhlCh hlS treatment criteria 
:J 

are, based. 

/ 
/ 



l· 
i 

.' 

, 
'./ 

, 
Careful consideration of his man y writQngs suggesDs 

three' recùrring and related val\ues or pr1nclples upon Wl=llCh 

hlS trèot~~nt policy re~ts. The first and rnost fundarnental 

of the three is that the serlously disabled newborn should 

be glven equal conslderatlon to that given tO'others. 

l belleve that our patients, no matter how 
young or small they are, should recelve 

n the sarne consideratlon and expert help , 
, tl1at would be cons1dered normal, in an 
adult. Just because he lS small and 
because he cannot speak for hlmself 
this is no excuse for regardlng hlm as 
expendable, any more then we would do 
50 on account of'race, or creed or colour 
or poverty .. , There are sorne ways in 
which modern Soclety cares greatly about 
those who are less well-off - the poer, 
the sick, and t!1e handicapped - but i t: ,. 
seems that newborn babies are often given 
less than Justlce.331 

The second ,of hlS baslc values i5 a commitment to 

providlng the rnost developrnent posslble for 'the sèriou~ly 

disabled newborn for whatever period of time that child 

lives. Whereas Lorber's basic value and mot1vation, that 

of "muümizing suffering", was a relatively Ilml ted and 

pesslmistic one, Zachary a1ms higher. He wr1tes for 

example: 

\ 

: \ 

1 , , 

The surgeon who operates o'n such a child 
ln the neonatal period has a.continuing 
concern for the fullest development of 
the Chlld; and l thlnk lt is right to 
emphasize the maximum developmént of the 

/ 

., 
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child, rather than the reduction of 
handicaps to the min2mum; for th2S will 
lnfluence the whole attltude to the 
ch21d and hi 5 future .'332 

\; 

A third and, 'also recurrlng pr.iQciple influencl.ng 

anq wov~n into his pOllcy 15 that much of the responsibillty 
, . 

for'prov1dlng the condit10ns and serv2ces needed to promote 

that development rests on the communlty. D01ng just1ce to 

the disapled newborn lS a ~uch larger exerC1se than only 

devis1ng fal r 'apd effective treatmènt polic1es' ln hospi taIs, 

and involves not Just physiclans and other hospital~ 

personnel, but the whole communl ty. , In partlcular i t 1 S 

the communlty's responsibl.)ity ta pravlde treatment centres, 

'training ,for chlId paraplegics', educatlonal facil<:hties 

adapted to the special needs of ser10usly disabled children, 
1· 

(e.g. schools built on one floor, day care centres able to 

cope w1th the l.ncontinence of man y of these ch~ldren), and 

vocational trainlng (with a wide enough scope to develop 

the w1de rang~ of talents of these ch1ldren). Zachary 

seems well aware th~t the provision of aIl these cond1t10ns 

-and services would mean a greater comm1tment by'society ~o 
, _/ 

these ch1ldren, a re-order2ng of soc1etal pr~orities.r There 

is none of Lorber's assumption of a pessim1st1c and 

infle~ible status quo as regards what thé con~unity could 

a~d should be dOlng 1n this regard. On the contrary, 

Zachary challenges the commun1ty to change, to do mor-e: 

? 
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Let us be fa1r to ch1ldren born wlth 
myelomeningocele. Let U5 plan thelr 
treatment 50 that their hand1cap 15 
minImal. Let us develop the1r mlnd5 and 
bodIes 50 as to compensate for thelr 
seriqus dlsab1llty, and give them 
educat10n and vocat1onal traln1ng to 
fIt them for a career.333 

Clearly then, Zachary feels that every Chlld should 

be treated, though not 'every Chlld should be operated upon. 

He Inslsts upon a dIstInctIon between "non operatlve 

management" and "no treatmqnt", the flrst belng acceptable, 

, 334 
but the second unacceptable. Treatment (alone, without 

operat1on) is 6rdinary good baby care, Includlng the 

provlS1on of antiblotlcs ~f needed to flght InfectIons 

(Slnce to deny such ant1blot1cs is to deny equal treatment), 

and excludlng. over-sedating these bables 50 that they 

'demand llttl~ or no food and die ln the first weeks (since 

that 1S a form of kllling).335 

The criteria he proposes are not therefore crIteria 

for '~treatment" (i. e. ordlnary good baby care) since that 

is to be provlded to aIl babies and hence requires no 
AJ 

selectlon cr1teria. His selection crIterIa are to guide 

decislons for or agalnst operations. aut Zachary lS very 

emphatic as to the 11mlts and purpose of surgery on these 

bables, and his posItion on surgery const1tutes a major 
" , 

element of hlS p011Cy. He Insists f1rst of aIl that it lS 

quite wrong to thlnk that If one operates on a baby with 

open spina bIfida the baby w1ll llve, and If you do not it 
< 

,"" 
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wi 1,1 die. 1hey' will not aIl die spobtaneous1y. Sorne 

babies w~ll have a better chance of livlng 1f one does not 

operate, and others will dle soon even lf one operates. 

Secondly, he demonstrates that whlle there is 

't"33-6 
no necessary connectlon between early operat10n and surv~val, 

there are nevertheless advantages to be galned by surgery , 

in sorne cases, advantages havlng to do w~th both surviva1 

and functlon. The prlmary purpose of 'surgery is to lmprove 

function and prevent further.deter~ora~lon, not necessarl1y 

to save the baby's l~fe. At the same tlme, improvlng 

funct{on and prev~nt~ng deterloratlon, as well as a~ding 

development can sometlmes prevent later death from 

complicat~ons . That was a conclusl0n Zachary and Sharrard 

came to after studylng, in'~966, the results df operations 

done on ch~ldren between 1955 and 1962, and fo11owed 
,~ 

closely up to 1966. They concluded: 

An lmportant pOlnt emerged durlng the 
-analysls of these patlents. ThlS was that 
chlldren who had been treated without 
operat~on durlng the early days of llfe 
often dled many months later from 
meningltls, or dled from compl1catlons 
of the extenslve paralysis of the limbs 
and bladder at sorne time durlng the 2nd 
or 3rd year of 11fe. In those treated 
by early operation there was a very good 
chance of further survlva1 if the y got 
through the flrst 2 months of 1ife. Jhe 
splne had been treated withln the first 
4 days of 11fe ln ~74_1nfants and by 
~nltla1 conservative management ln 252 
lnfants ... we found that however extenslve 
the 1esion, early operatlon a1ways gave a , 
better prognosis for life and better 
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functlon ln the lower limbs ln the end. 
The best results of aIl were obtalned" ln' 
children in whom the operatlpn was done, , 
wlthin the flrst 24 hours of Ilfe. 337 

We come now to Zachary's speclflc criteria for 

surgical operatlon. H1S cri terla make l"t qUl te clear that 

he does not at al1 advocate operating on every baby with 

serious splna blflda. On the contrary, he,quite expllcltly 

,excludes a number of çategorles. But unllke Lorber, the 

tlm~ frame of those criterla is essentlally the ~resent 

not the future, the present medical cOl1dition of the baby 
t' 1:' 

hot the expected quallty of life. Two questlons in 

partlcular are central to his cr1ter1a - is the baby's 

death lmmlnent (lf so, an operatlon 15 not lndicated), 

and lf death ,1S not lmmlnent" is the wound operable (if 

not, lt should not be done). He d1vides babies wlth open 

myelomenlngocele lnto three categories, the flrst two of 

whlch include babl~s who should not be operated upon: 338 

(1) Those babl.es ]udged aS likely to die Wl thin a few 

days or a week or so at most. Examples would be those wlth 

severe lntracran1al haemorrhage or sorne other major life-

threaten1ng anomaly., In these cases the,lssue of whether 

treatment lS ordinary or extraordlnary does not even ar1se, 

nor questlons about long-term 9isabillties. The child is 
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dying, and to operate would make no difference as to whether 

the baby lived or died: An operation in these ci,rcurnstances 

would be useless. 

(2) Those babies unl;Lkely to die spontaneously and 

~, and who hqve a serious bôck lesion (e.g. a wide leslon 
1 

or one producing a severe kXPhosis) but who have wounds not 

suitable for operatl0n. In these case~,~he chances of 

, primary healing after surge,ry are srri~l'l and there would be 

a risk of wound breakdown. The result of an operatlon 

would be worse than no operation. Instead of an operation, 

Such babies should have their wound5 dressed and protected 

from pressure. Many such wounds heal spontaneously. 

(3) Those babies who have a good chance of prlmary 

wound heal-ing after an operatio}1 and the wound is sui table 

for operation. There are three grades of severity: 

Grade 1 - Active movement of the legs 15 observed 
,,. 

after-birth. They should be given an urgent operation. 

Such babies clearly have sorne mU,scle power, which c-ould be 

lost \'I(ithout an operation ___ Here the purp'ose is to presèrve, 

muscle power in ,the legs, to provide the best chance 

possible for maximum mobility and development, whatever the 

(unpredictable) future is for -this Chl1d as regards 

longevity and other factors. 

,';, 
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Grade 2 -'Certaln actlve muscles su ch as hlp 

flexors and adductors are observed after blrth. Here tao, 

bables ln thl s ," intermedlate group" have sorne muscles weIl 

worth preservIng, and urgent surgery lS called for. 

Grade 3 - No movement of the baby's legs is 

obser.ved, and the baby IS completely paralysed. For such 

Infants an operatlon will not have any effect on the 

baby's leg muscle power. They can be treated elther by 

slmpl"e dresslngs or by a non-urgent operatIon to remoye 

the swelling (but wlthln 24 to 48 hours to lessen the danger 

of lnf ect'ion) . 

Zachary does not pretend that those babies operated 
1 

upon WIll be without problems as a result. Whether operated 

on or not, those survivors who have had a severe 

33~ myelomenlngocele WIll stIll remaln severely handIcapped.' 
[ 

But as a result of elther good baby care alone orsurgery 

their condItion and prospects for development will usually ,-----
be irqproved. 

AS already In~lcated, Zachary's POllCY and criteria 

fécus on present medlcal condItIons and the immediate 

benefit to ,be achleved for the'baby by furtner interventIon, 

'r rather than on a prognosis of that infant's future quality 
\ ' 

of life. But that does not mean that Zacha:ry is unconcerned 
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with the child's future, and ln a certain sense, about the 

Chlld's future quality of 11fe. Not only does he several 

tImes refer to "lmproving the quality of Ilfe" of those 

born wlth spina bIfIda,340 but he seems to use the expressIon 

"quallty of life" as more or less synonymous wlth what is 

cl~~rly the major element bf hlS pOllCy, asslsting the 

!'ma'Xlmum development" of the chi Id. As weIl, on one 

OccaSIOn he flnds support for h~s pOllCy in one of McCormlck's 

quallty of life criterla, namely that bables judged to hav~ 

the' "potentlal for developing 'human relatl0nshlps" should 

,i 341 
be glven aIl medlcal asslstance possIble. 

But unlike Lorber, and perhaps even McCormick, 

the whole thrust of Zachary's values, pOllCy and criterla-

indicate that future quallties of life are not used so 

much as tests ta be pass~d before a baby can quallfy for 

treatment now, but as goals to be achleved by treatment, 

by removing or lessenlng as much as possible the obstacles 

threatenlng those qual~tles or abllltles. Both Spicker 

and Ramsey seem to have missed thlS peculiarlty ln Zachary's 

use oÎ quality of Ilfe when they claim that quallty of llfe 
) \ " 

l' " 
cdnslderatl0ns and _~ZaCharY' s "medlcal indlcations" 'policy 

ff t t 1 l
, 342 

are ln e ec mu ua y exc USIve. 

( ~ ..... -
) 

/ 
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~ In especi~lly two addltl0nal respects Zachary 
) 

differ,s radically, from Lorber ,and som~ others ln his use 

of expected quality of life factors. First of aIl, hlS 

policy does not prejudge and ln a pessim1stl~ manner the 

ablilty of soclety to provlde the serVlces needed to 

promote and develop the disabled chlld's qualities. As 

already indicated above, he does not simply assume the-

status quo as ta the contributions of the community, but 

challeng.es l t ta do Inore, recognlzlng that, " ... the child 

is not gOlng to develop in vacuo, he is going to be brought 

up in a famlly as part of a communlty, and hlS prospects 

will depend very Inuch on his integration into the life of 

the family and the posslbility of the community supplying 

, 343 
any special needs". 

Secondly, Zachary's policy gives priority to the 

rights and interests of the infant, not to the social 

quallty of life factors, the soclal consequences of treating 

a child, involv1ng the interests of oth~r partles such as 

family, health professionals or society. He is of course 

weIl aware of the impact on the family of the blrth of a 

seriously handicapped child, both the emotional shock and 
\ ' 

the flnan~ial and other burdens. 344 He lS at considerable 
1 

pains to suggest to those helping the parents sensltive 

and effective ways of easing the shock and the burden, and 

1 
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argues compelllngly for more attention ta their needs by 

345 
the communlty. But the lnte~ests and rlghts of the 

lnfant must come flrst. He wrltes ln thlS regard: 

Although we acknowledge and accept these 
wlder effects of our treatment, we have 
always thought that our prlmary dut Y is 
té> the patlent, an,d that the most 
important declslon lS to do what lS 
rlght and best for hlm.346 

Zachary lS weIl aware that other parties may feel 

that their interests and preferences 5hould come first and 

that disabled newborn bables are not always treated with 

equallty and justlce. He therefore proposes .that the 

physlclan may so~etimes be forced ta accept a raIe of infant 

advocate: 

Our prlmary concern must be the weIl belng 
of the patlent ~ the neonate - 50 far as lt 
is ln our power to achieve lt. In hlS 
battle at the beginnlng of life lt could 
weIl be that hlS maln defence will be ln 
the hands of paediatrlc and neonatal 
surgeons. 347 

A last of our bioethical tests ta be applied to 

Zachary's pOllCy lS that of the scope allowed to parental 

wishes and decislon-maklng. As suggested ab ove ln several 

places\(e.g. pp.l77-I79), parents should have decision-

making authority over the care and treatment of thelr 

children, but not an absolute authorlty. Their consent or 

I _______________ ~--- ----~-

... 
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insistence upon what is in effect medlcal abuse of their 

Chlld, or ltS un]ustlfied death by act or omlssion, does 

not relleve the physlcian of hlS own moral obligatlons to 

hlS infant patlent. As Just lndlcated, the pediatriclan 

may in sorne cases assume the role of infantVadvocate, 

defending for instance the higher rlght to life of the 

lnfant against the lesser interests of the parents. 

But tne parents do nevertheless have rlghts ln 

thlS matter: to be fully lnformed, and normally ta make 

the treatrnent declslons about their children as long as the 

child's ilfe and health lS not clearly endangered thereby. 

Zachary clearly agrees that parents should be fully 
1 

informed, but he 15 cons1de~ably less çlear about thelr 

decislon-maklng roles'and rlghts. He does not dlSCUSS the 

place, raIe and rlghts of parents at any length ln most of 

his wrl tings, and when he does he appears t'o' assume that 

lf the sltuatlon lS explalned to them w\th accuracy and 

se~sltlvlty, the y wlll agree wlth the physlclan's assessment 

348 and treatment plans. But this may not always in fact 

be 50, and nothlng is sald or proposed about resolving 

conflicts should they arise, such as appeals to other 

physlclans, com~lttees or courts for purposes of reVlew and 

the resolving of dlfferences. 

\ 
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Zachary's sllence in this matter constltutes a 

serlOus omisSlon in what'ls ln most other respects the 

medlcal pOllCy WhlCh, of the thr~e cons1dered, most closely 

reflects the bloethlcal concerns servlng as our norms in /--. 
thlS theS1S. / ' 

3. Conclusions 

On the basls of the above analyses of pollcies in 

the wlde and strict senses, we can now summar~ze ~he results 

of testlng phys1cian attitudes and pollc1es against the 
, 

bloethlcal norms establlshed ln Chapter VI. Our primary 

lnterest has been and remalns that of determlnln~ the 

influence of theologlcal bloethlcs on the various attitudes, 

pollcies and treatment cr~teria. 

Flrst of all then, to what ext~ do physlcians 

appear to be comm1tted to the prlnciple of the sanctity of 

lndlvldual life? If that princ1ple means, as we have 

argued lt should, that the r1ght to Ilfe of the indlvldual 

lnfant may not be subordlnated to the lesser rights and 

interests of other parties, then many physlclans do not 

appear to be comml tted to the sanctl ty of il fe princlple. 

It would be lnaccurate to say that they do not glve a hlgh 

prlorlty to the infant's lnterests anà for the hlghest 
1 

;--
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, , 
human1tarian mot1ves of cbmpass10n and the deS1re to 

.,. 

mln1mlze sufferlng. But thelr resp~ct for the d1gnlty of 

the Ilfe of a dlsabled Infant is more typically expressed 

ln terms of the prlnciple of beneficence, than by a l 

commltment to the sanctity of Ilfe principle ln ItS m~e 

tradltlonal and rlgorous meaning. 

The sanctlty of life prlnclple flts most comfortably 

wlth,~ theological bioethlcs and a deontologlcal moral system 
r 

based upon 1nherent sanctity and inalienable moral rights. 

1;'he princlple of is partlcularly at home ln 

philosophical bl ethlcs and,a consequentiallst or utllltarlan 

moral system, involvlng essentially a ratIonal calculation 

of beneflts and harms. A commltment to the sanctity of 

11fe princlple, without necessarlly belng absolute or 

vi~allstid Or admlttlng of no qualifIcations, excludes 

tradIng off or subordlnatlng the Indlienable rights of the 

lnfant to the lesser interests of others, and implies a 

r,eadiness to go "beyond reason" ln efforts to protect 

a'nd enhance that life and those rlghts . The surveys and 

personal ~Iews sectIon of thlS chapter (i.e. pp.194ff) 

leave Ilttle doubt that that ls not the normative prlnclple 

and c~iterion for a large number of physicians. The éther 

po+nts WhlCh follow in thlS summary provlde further support 

for ~hat conclusIon. 
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The absolute prohibition of euthanasia, i. e. 

killing by act or omiss~on, ~s a central element of the 

sanctity of life principle. Because life ~s a gift and 

has inherent God-gi ven digni ty, we may not take i t;- Thè 

vast maJority of physicians surveyed do.not appear ta 

practice it, and the three formaI medical policies consldered 

do not include i t as an option. But th,e rejection[ of 

euthanasia is neverthelessJ(ar from unanimous and absolute, 

nor w~ thout mu ch ambi gui ty. One survey '~that by Crane) 
? 

concludes thbt there is a strongly held norm in the 

profession against direct killing. But another survey 

(that by Shaw, et al.) produced surprislngly large 

proportions of ped~atricians who did not seem certain of 

the~r Vlews about euthanasia. 

A large proportion (e.g. 32 percent in the Todres 

survey)' of those who 'claim to be against euthanaSla appear 

to adopt that pos~tion not on ethical grounds but because 

it is against the law, a law they would like ta see changed. 

Duff and Campbell, for instance, are in this category. 

While two of the formaI policies examined, those of Lorber 

and Freeman, do not promote the killing of newborns, neither 

reject It on moral çI'rounds. Lorber feels it woulà be the 

best solution in many cases, but it is too dangerous a 

weapon in the hands of the state. Freeman actively , 

campaigns for its legal~zatl0n and ~f legalized would 
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praétice lt. Of those three formaI pollcles, only Zachary 

rejects,kil~lng, wlthout quallflcatlon and on sanctlty 9f 

llfe grounds. But he Insists that many of those 

institutIons using treatment criterla such as Lorber's 

are knowingly and intentlonally kllllng bables by means 

of over-5edatlon and starvatlon. 

The thIrd bioethlcal test establlshed in Chapter 

VI has to do wIth the"notlon of quality of life, 'and whether 

or not treatment pollcres use that concept ln the restrlcted 
" ,} 

sen~e supported by Judeo-Christian bloethlcs. Used in ItS 
l~: 

"restricted" meanlng, the focus is mainly on the consequences 
, ' 

of trêatment or non-treatment for the newborn' s qua'll ty 

of Il.fe, and less on the consequences for others. The 

focus is maInly on the medlcal Indic~tions for or against 

treatment here ~nd now, its usefulness to the baby and 

whether or not it mIght cause that infant exceSSlve hardship, 

rather tqan on predIctIons about long range dlsabillty or 

the avallablllty- of se~Vlces at sorne future point. Possible 

burdens to others are Important conslderatlons, but more 

for purposes of post life-savlng management than as the 

decislve factor ln decidlng whether or not to treat. 

Quallty of Ilfe'understood in that restrIcted sense lS not 

In'confllct wlth the sanctity of Ilfe prlnClple. That 

\. 

-,', 
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prlnclple lmp05es a 'blas 1,n favour of preserving llfe. 50 
, 

that not to do SOlS exceptional and requires great caution 

and speclflc crlteria. But lt does not lmply a vitalist 

meanlng, an'obl1gation ta preserve an infant's llfe'no 
\ 

matter what the resul~lng burdens will be for that ba~y . 
.' 

Nelther the surveys of medlcal attitudes nor the 

formaI pollcies reveal any slgnlflcant support for a 

"vltallst" Vlew in treatlng the 5erlously d15abled newbO,rns. 

But very many pediatrlclans are apparently prepared to 

allow social quallty of,llfe factors (such as predicted 
o , , 
burdens on the famlly or the w1.shes of the famlly)' to be 

decislve, even when a newborn ~s.medlcally salvageable 

and could beneflt (rom aggress1ve treatment. That being 

50 it lS dlff1cult to conclude that those many phYS1Clans 

are signlricantly lnfluenced by the major element ln the 

~udeo-ChrLstlan stance we have made our norm, namely the 

b1as ln favour of')ife, and the view that the lnfant's 
\'", " 

right ta a Ilfe WhlCh could be saved and could be Ilved 

wlthout exceSSlve hardshlp should not have ta glve way ta 

the ~lesser) rlghts, and lnterests of others. 

, 

" '/ 

The surveys and formaI pol1cies lhdlcate that many 

physic1ans tend to work with a very flxed and personal 

standard of what lS and lS not a "minimally acce;ptable" 

" ' 

t 'l''~ 

'f.' 

~, . 
) , 

'\ 
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quality of Ilfe. For example Duff Bnd Campbell can afflrm 

with as~urance that correcting atréSla in a Down's syndrome 

child 1.5 "med1.c1.ne at 1.ts worst", because mental retardatlon 

349 remalns. USlng as his baSlc prInclple and goal that of 

minlmlzing sufferlng, Lorber too appears to be certaln 

as to what 1S and IS not a mlnimally acceptable qual1.ty of 

life.' Accordlng to him treatmènt for a serlously disabled 

baby is not lndlcated lf for example one can predlct 

lnstl tutlonallzation, or repeated operatIons, or, lllegi tlmacy. 
1 ' 

or lnadequate Instltutions. But other phys1.c1.ans point out 

the' serlOUS lnequlties implicit,ln such quallty of l1.fe 

standards (e.g. Foss), as weIl as the large degree of the 

unknown in predlctlons about future disablllty based upon 

present lmpairme~t and about the fut~~e availabillty of 

needed ,s~rvices (e:g. Zachary). 

- , 

The often minimallst, pesslmistlc and subJectiv~' 

,Vlews of physIcians about the worthwhlle quality of life 

are very 1Ikely to Sorne degree an lnevltable result of the 

goal or hope sorne physIcians set for themsel~es, whether 
, ' 

, c,onsclously, or not. ',That goal lS hot Just to alleviate or 

m~nlmlze sufferlng and dlsability to the extent possible~ 

but to do away wlth them entIrely, to work towards a world 

wlthoùt sufferlng and disabllity. As well as belng obviously 

'. u~oplan and unreallstlc such a hope and standa\d flnds no 

iupport Wlthln Judeo-Christlan bloethlcs or the Hi~pocratlc 

, " 

, , . 
• 1 

'" --- ' 

-
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traditlon past and present. But to whatever degree that ,.... . 
alm is subscrlbed to, to that extent chronic and lncurable 

ill~ess tend to be seen as medlcal failures, and it is 

eaSler to conclude that that Ilfe would be intolerable for 

the lnfant affllcted. 

Such expectations and concluslons may explain 

1 
ln part another assumption evident ln most of the policles 

examlned - that aggresslve treatment or surgery has mainly 

or only a llfe-saving goal. Only Zachary makes lt a central 

'plank of hlS pOllCy that the prlmary goal of surgery 

should be-that of asslstlng the baby te develop and' 

function as weIl as possiQle, to improve or at least 

preserve ltS quallty of life whether or not the infant i$ 

likely to Ilve for a long time and ev en if lts basic 

" impairments are not correctpble. Only Zachary, and to 

a lesser extent Freeman, lnsist in effect that even when 

years cannot be added to I1fe, life can be added ta the 

~emalnlng years or months. 

As far our fourth bioethical test, that of 

contlnulng to'care wh en Ilfe-savlng lS abandoned, the 

rnedical surveys, oplnlons and formaI pollcles examlned 

suggest that this dut Y recelves too ~ittl~ attention, a~d 

'that there are wldely dlfferent vléws as to ~hat should be 

, , 
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included ln that care, Duff and Campbell for example do 

not discuss at aIl the scope and 5peciflc5 pf the dut y to 

care once a dec1510n has been made not to treat an infant 

actlvely. When asked ln the survey by Shaw, et al., what 

exactly they would continue to do for an lnfant from whom 

life-savlng surgery was belng withheld, a large proportlon 

of the pediatrlc respondents provided no answers at aIl. 

The sam~ survey lndicated a wlde dlvergence in, Sorts of 

care which would be provlded ~ most saylng they would stop 

aIl "supportlve treatment", lncludlng lntravenous reeding 

and lnfection flghtlng, and only a minority lndlcatlng they 

would contlnue oral feeding on demand, For his part Lorber 

as well would also exclude lntravenous feedlng and antlblotlcs 

for infectl0ns,- but does provlde sedatives and oral feedlng 

demand. r Zachary, on the other han~, characterizes the 

-sort pf care Wh1Ch comblne5 excessive dosages of ,sedative 
,\ , 

,-wlth feedlng on demand ~s ln eff~ct only a 'form of kllllng.~50: 

In our,Vlew he 15 correct - that approach can hardI y be 

:' labelled "care" ,'ln the, ordlnary meanlng of that word. The 

sort qf care and contlnulng respect Wl'l1, ch ,'in our Vlew ls" 

invoI ved ln "~llowlng to dle," is not slmply shifting from 

dqlng,something ~6 dOlng'nothing. Zachary's own pOllCy does 

-provide:for the glVing of active carebeycnd cnly sedat~v~s. 
, .' 

\ - \, 

, ' 

, , 
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He 'provldes for both feeding and antlbioticS. In h;1 s view 

to treat the serlousl~ dlsabled (and in sorne cases dyingl 

newborn dlfferently ln this regard from other newborns, 

by denY10g them ordinary care, would, be to deny thelr 

equàll ty. That'pollCY would seem to meet our bloethlcal 

test regardlng the contlnuing dut y to provlde care. 

As regards the egual treatment of the mentally 

and physically disabled newborn, we can only conclude that 
, -

the, Judeo-Christlan perspectlve we are advocating does not 

seem to have greatly influenced medlcal attitudes and 

pollCles. There lS relatively Ilttle eVldence ln these 

surveys and pollcies of à commltment by pediatrlcians to' 

,provloing equal protectlon to the most disadvantaged 

, ,-

among seriously dlsabled newborns - those who are mentally 

as weIl as physlcally dlsabled. For many, mental 

retardation alone serves as a counter-lndlcation for , , 

treatment, whatever the degree of retardatlon or the 

extent of physlcal handlcap. The surveys lndlcate that 

life-threatenlng physlcal problems WhlCh are usually 

corrected ln lnfants who have only physical problems are 

very often not corrected for inrants who are also retarded, 
L 

even mildly. An example are Down's syn9rome bables wlth 

ci:tresla or heart defects'. 

, < 

, ,-
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Inasmuch as mental retardatlon is one of the 

impairments whlch cannot be corrected, and because lt is 

assumed (often wrongly) that such chlldren at a later stage 

will be incapable of performlng "useful soclal roles" 

or fendlng for themselves, the y become prime targets for 

selectlon for non~treatment, elther because thelr afflictlon 

lS judged to be intolerable for them, and/or because they 

are assumed ~o be exçeSslve burdens on famlly, health care 

profesSlonals or society. Such lS the reasoning ln mahy 

of the Vlews and PO~lCl~S considered. 

But as already indlcated, such assumptlons and 

judgments betray a great deal of subJectivlty and little 

awareness of the posltlve contrlbution retarded chlldren and 

adults often make ta society, the joy they often bring ta 

'\ others, thelr own happiness, and their abllity ta cope by 

themselves ln varylng degrees. As weIl, declsions made in 

the flrst days of the lives of such lnfants on the basis 

of what .serVlces wlll or wlll not be avallable later ln 

life are largely conjectural and provlde no challenge to' 

indlviduals or society ta do more to compensat~ our 

dlsaèvantaged members. 

In some cases 'the data provlded ln this chapter 

suggest a e~geni~.motlvatlon for the unequal treatment ofl 

the mentally retarded, for example the Vlews of Duff and 

, " 1 - ~ \ 
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Campbell. In thelr view the rlghts of the "mentally dlsabled 

açe not at aIl equal to and compatlble wlth those of others, 

but ln competItIon wlth them. 351 Clearly not every physlcian, 

is of that Vlew, a notable exceptlon belng'Foss who argues 

352 compellingly for equal JustIce. 

It would :be Inaccurate to Imply that aIl treatment 

policies by physiclans dlscrlmlnate agalnst the menta1ly 

retarded infant. Lorber's pOllCy for example contains a 

form of reverse dlscrlml~ation. Accordlng to hlS crIterIa, 

those wlth' normal IntellIgence are likely to be selected 

fo~ non-treatment ln the event of serious dlsabIllties, 
~ 

but that should not concern us unduly since in hlS View the 

intellIgent suffer more Slnce they know tQelr status and 

what they are mIs~lng. But as we indicated earlier, l t ~s 

surely a l'ack of r'espect for the Indlvlduallty ahd freedom, 

of each ,person, ane ablatant form of paternalism, to 

foreclose for these children the chance to make thelr own 
, " 

353 decisions ,and evaluations. 

As 'regards ~em,an f s policy 1 he does 'not appear 
, /: ' " 

to dI~crlminate agalnst~the mentally retarded infant ln hii 
l ' 

\ , 
treatment cr'l teJ;'la,' or su'~rting argumentatIon. As for: 

Zachary, or tiFs point as on several otl)e~s, his policy 
)' , 

clo~e~~ r~flect~~the ~rioritles of our Judeo-Christian 

r 

• ! 
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bioethics. His emphasis on the equallty of aIl 1nfants, 

h1S princ1ple that the pr1mary goal of care and treatment 

should always be to encourag~ development and preserve 

function, and hlS plea f9r a greater socletal contrlbutlon 

" 
towards serV1ces and opportunlties, aIl serve as a welcome 

balance to the d1scri~lnatory thrust of the pollcles of 

many of his ped1atr1c colleaguès. 

Another test we establ1shed to determine the 

lnfluence of bloethics on treatment pollcles lS that of 

the role of parental wishes and parental burdens ln decisions 

to treat or not. 354 As lnd1cated above, there are essentlally 

three models from Wh1Ch to choose ln assigning weight to 

parental wishes in the neonatal Context. One 15 the 

ownership model, accor,dlhg to Wh1Ch parents own their 

children and have a rlght to make aIl declsions affecting 

them. This we reJected because parents also have dutles 

and obllgatlons to their chIldren. As weIl, since an 

ownershlp model Impl1es that parents have absolute authority 

over ch1ldren 1t would permIt declsl0ns made against their 

interests. 

A second model lS that of parents as trustees of 

thelr chlldren, accordlng to which they do have decislon-

, makIng authorlty, but only ~p to the point that they do not 

" 
" ' 

\ " 

, , 
l , ' 

l ' 

1 ... 
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endanger the lnfant's rlghts end best interests, especlally 

those of Ilfe and health. In our Vlew thlS 19 the most 

acceptable option from both ethlcal and legal standpolnts. 

Assumlng that a Ilfe-savlng or functlon-lmprovlng treatment 

lS medically useful and wlll not lmpose excessive burdens 

on the lnfant, then the lesser rights and lnterests of 

parents (or others) should not prevail over the rlght to 

life of the lnfant. In the face of parental refusaI of 

treatment ln such a case, we argued that the physlclan 

should adopt the role of infant-advocate. In that capaclty 

the physiclan would flrst of aIl attempt to persuade the 

parents to agree, fa111ng WhlCh, lf the life itself of 

the treatable lnfant is at stake, he could seek court 

authorizatlon to treat over the parent's objectlons. 

A third model would more or less exclude the 

parents from lnvolvement in the declsion ta treat their 

serlously dlsabled newborn or not, on the grounds that they 
- ' , 

would suffer gUllt and anxlety if lnvolved, and/or that 
,r 

they are tao emotlonally involved to make objective choices. 

This approach implies as weJl tailoring and llmltlng 

the information glven to parents ln order to protect them 

---from anxiety, and gU1It. But we rejected thls approach for <~~~ 

several reasons. First of all parents do have rlghts in 
, , 

these matters Slnce they are, after aIl the parents of t~e 

.. -. 
,~ , 1 1 ; 
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chlld. Short of threaten~ng the Infant's l~fe and health 

they normally would be the primary decIsion-makers. 

Secondly, It is by no means as determined as man y physlclans 

~maglne that parents always suffer unbearabfe gUIlts and 

anxieties If Involved ln these decislons, or that they cannot 

be objectIve, or that the burdens on them If they keep their 

child will necessarily be exceSSIve. Thlrdly, they have a 

rlght to be fully Informed of the impairments and prognosls 

of theIr disabled newborn, and to be given the tIme needed 

,to cope wIth the inItial shock and dIgest the informatIon 

before makIng their declslon. 

Giyen that parental refusals (and estimates by 

them or the physiclan of the burdens on them if their 

Chlld is'saved) can sometImes threaten the infant~s right 

to iife, we have arguetl that decIslon-making ought to 

he divIded Into two more or less dIstInct parts - one part 

involves whether or not treatment is indIcated, based 

essentlally on medical IndIcations and the best interests 

of the Infant; the other part has to do wIth subsequent 

management and care, for instance whether the parents wish 

to take custody, needed s'ervices, cholce of instl tution If 

parents do not wish to or are unable totake thelr child 

home. These latter' factors are of cour'se crucially Important 

" 
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vls-à-V1S long range management of the dlsabled newborn, 

but should not be the decislve factors ln whether or not 

the Infant's llfe shbuld be saved. 

Applylng the se factors to the medieal Vlews and 

pollCles exam1ned ln thlS ehapter, 1t ean only be eoncluded 

that ped1atrle deClsion-maklng lS not greatly influenced 

by these consIderatIons central to our bioethlcal n~rm. 

Whether eonsclously or not, many physlelans Impllcltly appear 

to subscribe to the flrst model referred to above, that 

of parental "ownershlp" of thelr child. The Todres survey 

indlcates that the great ma]Orlty of pedlatrlclans questioned 

would ablde by a parental refusaI of llfe-savlng treatment 

for a salvageable Infant, i.e., one wlth Down's syndrome 

- 355 
and atreSla. Whlle many would attempt to persuade the 

parents to' approve, only a small mlnorlty would seek a 

court order to authorlze treatment over parental obJectIons. 

Another IndicatIon that at least sorne of the most 

Influentlal policy-settlng pedlatriclans implicitly lean 

towards the "parental ownership" model is the posi tlon of 

Duff and Campbell. Whlle they rlghtly chastIze physiclans 

who do not give parents informatIon about their child's 

cbnditlon or Involve them in the decision,356 they tend to 

make parental wishes decisIve ~o matter what the results 

for the lnfant, and in the process they fuse instead of 

separate the treatment and custody decisions. 



l. 

-313-

As for Lorber's POl1CY, he says very Ilttle about 

parental w1shes, except h~s bold assert10n that most parents 

of spina b1flda 1nfants agree w~th hlS treatment crlterla 

and the way he applles them. But Slnce he appl1es them and 

~~ makes the decision for or aga1nst llfe-savlng treatment 
v 

ldeally on the f1rst day, it 1s doubtful that parents 

could have absorbed and reflected upon the lnformatlon 

sufflc1ently ln the tlme allowed to be able to characterlze 

thelr decls10ns or acquiescence as 1nformed and obJectlve. 

As weIl, hlS own quallty of life yalues and treatment' 
/ 

crlter1a are sa deflnlte and speclf1c that lt lS difficult 

to plcture hlm belng able ta Shlft gears and go along wlth 

dlfferent values of the parents and a parental disagreement 

wlth what he proposes. In fact he nowhere acknowledges 

that he wlll treat a disabled newborn selected by him for 

non-treatment lf the parents w1sh hlm to do so. In the-same 

/ 
veln, hl~ estlmate5 are sa pess~mistic, rlgld and pre-

packaged about the future in store for those he dlsqual~fies 

for treatment accordlng to hlS crlterla, that there seems 

Ilttle lncentlve for him ta consult the parents. As 

indicated above, parental readiness and ablllty ta provlde 

love and care to these infants can often transform an 

otherwise bleak future into a positlve one for that lnfant. 
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One lS lncllned to conclude that Lorber's pOllCy promotes 

the thlrd ~odel referred to - one wh1ch ln effect excludes 

parental lnvolvement in any slgni[icant manner. 

As for Freeman's pOllCy, he does not appear to 

make burdens on the famlly a decisIve factor ln treatment 

decISlons, and he da~s acknowledge that the contribution of 

famllles and others can radlcally alter a dIsabled newborn's 

dIsabllltles at later stages ln llfe. Frèeman says 

relatlvely llttle ln hlS pOllCy about the role of parents. 

He does claim that parents generally agree with his aggresslve 

treatment POllCY. But Lorber made the same clalm for hIS. 

~. 
qUlte appdslte early selectIve treatment policy. Zachary as 

weIl IS largely sllent on the rale of the parents, though 

he does Inslst that the (ull SItuatIon should be c~refully 
r 

and sensitlvely explalned to the parents. But llke Lorber 

and Freeman he seems to assume that if that is done the 

parents will agree wlth the physician's treatment plans. 

J 

The only conclusion which seems to follow from 

this parental agreement'w~~h three markedly dlfferent 

approaches lS that in the final analysls all three physlclans 

have a great deal more Influence on the treatment decisions 

than do the parents. From our perspective that lS regrettable. 

r 
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.. or not 

\ St1l1 another of our bioethi'cal tests '5 whether 

~eatment pollcles are both ?pen and câutious. By 

a p011CY WhlCh i~ open we mean one WhlCh takes into account 

the full,range of new,medical data and comple~lties, as 

weIl as aIl the relevant prlDclples and values, and 1S 

capable ôf adapting to new informatlon and new challe'nges'. 
• 

By cautlon here is meant f1rst of a11 that, ~oth the varlOUS 

forms of data upon which the pollcles are based, should be 

more than Just assumptlons and conjecture, but have been 

caroefully examined and tested, 'and prove to be accurate. c, 

As weIl, cautlon imposes a dut Y on pollcy-makers to be 

self-critlcal, ta be aware of the human temptation to 

enshrine our personal or group values ln policles applicable 

to everyone else, ta promote thé ~nterests of our qwn group 

at the expense oI- those suppose~ly belng protected. 

In varylng degrees aIl three of the formaI pollcies 

examlned tend to àmlt one or 

and princlplés and'to be too 

more import~nt conslderatlons 
/- ~. 

narroW l~ thelr scope. For 
\ 

that reason 'they are not sufflclently open ta aIl the 

compleXl ties and reall t1es 'of the problem. Lorber 1 9 P011CY 

for example lS essentiallY a slngle prlnciple P911CY - that 
, 

of m~n1mlzing sufferlng. But mlnlmizlng suff~rlng is only 

one of several goals and princ1ples WhlCh ~uch treatment 

pollCles shoqld lncorporate,. 1 Others are those ofpreser.vlng 

u 

1 
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the d~sabled intant's functlon, and facllltating lts 

development, the mdre posltiv~ prlnclples and goals 

hl'ghllghted by Zac:;hary: And whlle Lorber is to be praised 

for exposlng the values upon whlch he constructs his pollcy 
, 

his notl.on of ;thé ml.nlmally acceptable quall. ty of li~~e .. ,7" i't ' 
1 

, lS l.n the fl.nal analysis. a highly 'personal, and inflexible" 

yiewpolnt,' in' sorne· respects 'at odds Wl tl),the 'views about 
l ' J _ , 

,1 , ' , • l" ... , 

acceptab~e 'quah ty of .llfe held by many parents of these 

i~fa'nts and not open ta, modi"fication and balançing ln, thelr , , 

l ,. 

,'As for Lorbér!s aqverse physical crlterla in the 

ferm of ~ single !::et of ~ymptoms, they see'm too fl.xed and . 

specifie to evolVe lh the fight of new and evolvl.ng medlca1' 

knowledge and abilltles, as weIl as new technlques and aids 

ta provlde serlously di~abled chlldren with more mobility, 

furictton and comfort. Applied as rigorously as'does 

'Lorbe-r, by hlS ~wn admIssion ,they qualify a number of 

lnfants for non-treatment who are only moderately damaged. 
, " 

W~ile the~,do serv~ an lmportant'purpose, and are particularly 

useful for the, most serlOUS cases, they -constitute tDO 

narr;ow' a 1 range 1 of conslderqtl0n~ to be a ~~ffrclent ,guide\, 
, { 

'to actIon in aIl cases, 

l , 

A furtner l~~ication of'the c10sed nature of 1 

Lprber's policy lS hlS inslstence-that declslons a~out 

\ 

9 

J" 
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life-sav~ng treatment should be made on the flrst day of 

a disabled 1nfant's 11fe. A decls10n that ObVl0usly 

pr~Judges'and precludes the influence of a number of, 
~ 

cruc1ally1mportant factors which are not medlcal ln nature 

and Cannot be predicted wlth any accuracy at b1rth. AlI 
~ , 

of them could rnake -an enormou,$ dl fferencé to a physl.cally and 

mentaily d1sabled newborn's caoac1ty to cope wlth-ltS handlcaps. 

Among: these non-medlcal factors are: the phys-1cal and moral 
-. 

i"esilîencé and the, special talents of thls particular Chlld 

(WhJch can only be known for,sufe later ~n its llfe), the 
1 17 

cane a':ld love ,1 tg 'pB:rents' are prepared 'to gl..Je. l t (which 
. , 

in manx.cases not ev en the parents are able tO'predict at 

"thE;! tnrth of thelr' Ch1~d)" and the s~c1al supp'ort to be 

available at latér stages in-the Ch11d's llfe. 

, 
'c~ltic1sms regarding closed policles ar~ applic~b;e as 

weIl to sorne views and policies of the other physlclans 

\- considered. Whl1e Freemap, like Lorber, also,~akes t~~ 

mlnlmizlng of s~fferlng hlS primary mO~lv~tln~,prinçiple, 
- , , 

, hlS "aggressl ve treatment" 'policy does' ln effeçt provide 
, , . 

most ~~sabled infants wlth at least the ~hance t~ p~eserve 
~ , 

whatever function they might havé and to develop further. 

As wèll, ,he,is'o?ly toc:> aware of the.'arbitrary and, subJectl.Ve' 

nature of specif1c physical crlter18 as indlcators of an 
, , \ 

:rnfa~t'p futUre quall.ty of Ilfe and dlsability. Furthermore, 

) \ 
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he adopts a generally optlm~stlc view of the commltment of 

soc~ety to work to ml'nlmlze the disabil'+ tles of these 

chi Idren. But as already lndlcated above, Freeman's pollÇy 

gives practically no attentlon to the lnfluence, if any, 
/- i 

whîch thÎe, Vlews and preferences of the parents mlght have on 
1 

\ 

treatment decislons. Llke Lorber he slmply states that 

they generally agree wlth him. But the pollcy does not 

provide guidance as to what to do lf they do not agree, by 

assigning a partîcular weight or ranklng to their role. 

While Zachary's pollcy in most other respects 

does respond to the varlet y of complexlties, prlnclples and 

interests inherent in these declslons, lt too seems to 

assume parental agreement and does not ln any explicit 

manner provlde for the parental declslon-maklng role or 

how to handle dlsagreement between parents ~nd physiclan. 

Turning now to th~ matter of cautlon, we conclude 

that ln several respects the views and pollcles are hast y 

or inaccurate in their underlYlng assumptlons and data, 

hence weakenlng the credlbllity of the treatment criteria 
, 

themselves. 

First of aIl, there lS a tendency to assume that 

barents wlII necessarily suffer lntense gUllt and anxlety 

if lhvolved ln decislon-making to treat or not treat thelr 

1 l, 

L 
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- Ch1ld, and that they are too shocked to make obJèctive 

'~eCls10ns ln-the lnterest of their child. Such arguments' 

are used ln defence of excludlng parents from participat1ng 

ln these decis10ns and w1thholdlng lnformatlon from them. 

But'whlle aIl of these posslbllities are'sometlmes the case, 

as lndicated above
357 

some ,studies suggest that fears about 

parental guilt, anxiety and sUb]ectlv1ty are exaggerated, 

and too many uncertalntles eX1st ta draw~hard and fast 

conclus10ns. 

Secondly, assumptlons about the excessive hardshlp 

on famll1es resulting from the survlval and tak1ng hame of 

a severely d1sabled lnfant, are alsa to a large degree 

unpred1ctable and very difficult to generalize. Several 
, 

studles and much actual 
, 

experience suggest that famlly 
c' 

burdens and disruptions are sometlmes exaggerated when 

compared ta the testl.mony of fam111es who have taken such 

children home. Yet many of the Vlews and policies exam1ned 
.' r' J 

above opt for non-treatment largely, and sometimes exclusively, 

on the grounds that the physlcians (not necessarlly the 

pa:r.'~nts themselves) "foresee" that survival and home custody 

will be excesslvely burdensome on the child's parents and 

famlly. 

Thlrdly, these treatment views and policies 

sometimes assume that serlously dl.sabled infants left 

untreated at blrth w111 inevltably d1e soon afterwards. 

1 
." 
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That seems to be impll,c;Ü· in many of the opinIons and 

practices'~rovided by th~ surveys we considered. rt,is 
, " 

certalnly the c~se wi·th Lorber 1 s policy, ,though Dot Wl th 
, . ' 

the ,quallflcatlon already lOàde ea;ller, 'that 'many ,of \ 
,\ " 

the infants in hlS care do ,ln fact appear ,to dle' soo,n after./' 

,'the o declslon not ta treat. but that appears tb be becaus,e 

they are pushed to die by a combination of hepvY,5edatlo~ 
1 

and feedlng only on demand. But when, that practlce 

(equIvalent to euthanasIa) 16 not adopted J many infants' 

selected for non-treatment will very often i inger o'n 'for 

a prolonged period. Were thIS fact better reallzed, more' 

such l~fants would be treated actively,' not necessarily 

to save thelr Ilves, but to lessen their dlsability and 

discomfort 'a,nd improve their lot for whatever period they 

have left to 'live: 

Another fact about which many of the vie~s and 

polIcles appear ta be generally unlnformed 15 that of. 
, , 

the legal lmpllcations of several aspects 'relatLng ta 

these treatment decisions. One.such issue concernsthe 
, , 

legal rlghts of parents to make decls10ns c~ncerning thelr 

chlldren, and the llmlts of that rlght. As already lndlcated, 

and as will be further explored in Chapter IX, parents do 

have the legal right to make health care decislons, one' 

, " 
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WhICh can only be dIspl~ced by exception. That fa ct casts 

sorne legal doubt for example ~n ihe p~adtlce of ,those 
, , '" 

physIclans who conslstently de~y l~formatlon to parents 

about ,the state of, thelr unborn Chll'd, or conslstently' 

excl'ude them frdm a ~ecislon~maklng role. On t,he: other hand, 

parental authority over thelr 'chI1dren has its Ilmlts,and 

cannot ]ustIfy riskIng a salvàgeable infant's ~Jfe or health. 

Not' only do parents themselves have no such 'l'egal right 1 

but physIcians are not r,elleved of ,their l o~n legal' dutü~s 't:o 
1 _ , \ ' ~ J \ 

> 'provide approprlate care .if indlcated, ohly, because parents 
, ' -I{ , 

: ~ight no~ wish their child ta be sustalned. 
, , 

, J That physlciëln;:; db have tl)at ,legal dut y '?oe~ .not 
, 

'seem to enter into the calcula,t,lons of mariy of the, views', 

an~ polic~es do~umented above. ,Physiclans do appear'to ,be, 
l , 

,we11 aware that direct kl1lIng is Illegal, but sometimes\ \ 
, ' 1 

, n'ot aware 0'[' what constl tut es : ki'lUng in the ey,es of th~ 

law. KIllIng can be by ornlssion as well as commission. 

For example, Lprber and many of those quest~oned in the 

surveys may in fact be lllegally killing Infants as'opposed 

to only letting the dIsease take ItS course when they 

over-sedate them and feed them only on demand. Legally, 
l , 

as, weIl as morall)' that' would seern 'ta be "pushing" th,en') to 

die, not just "allowing" them to die. 
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Aï 'last' test rte De' appllea' tp t'he' mèaical vl'ews 
1 1/ \ ' \ 

q'~'~ p~li~les cç/nsldered ,ln. tnls 'chapter 15', that ,of' fairr~e~s;, 
• l ' ' J 1 

_tol'eratl.on and Inte'rdlscipliY1ari ty. Falrness demands tf1at,,' 
, . 

.eve'ry effort be made ta prov:Lde ec:jual and Just and treat;ment 

to QIl the infants, ~ithln a given hospltal or unit, ln 

}' 1 

\ , , 

) / 

other words that the same standards'be applled to aIl. - , , 

That, is of course 'why gUldehnes ,,~\ crI tenia' a,n? pol iCl~.S 
- - . 

are needed ln the first place,- _ta gUqrd aga ln st exposlng 

the r~ghts and interests of the dl!?abl.ed' Infants ,( Çind oth<:;r" 
l ' ,~ 

~a~~ies) td the arbitrariness and suSJ~ctlv~ty,oi 'thos~ wh6,' 
'_ l 1 \ -' _' 1_ " J, ' ' 1 [ l 

"flla'ke Qr share ln treatment deci'sJ..ons, 

But the mere ~evlslng of a.treatment po1~cy and 
" l' 1 1 

Cr;t'terlé'Ol 15,not suffIcient - If tHe formulatio'n 'or 

app?--i'èa'tlé~' of lone /or another cri. terlon is' tao 'lo.os'e, or if 
1 

.'. ah' essèntlal e1ement' such as l'who de'cides" issimply not 
l, ' 

addressed, ~t wlll ~,nvlte"not preclude-'subJectl~ity and , ' 

arbltra:riness. A prevail1ng, faul t in this regard ris the, 

tendency identlfied in the rnedicôl surveys ta allow parental-

wlshes a10rye ~o declde the is~ue as to treatmertt, even·when 

th~ Chll~ li salvageable and could have a reasonaSly happy 

life~ Slnce parents can dIffer marked1y ~n'their ablllties 

and' wlshes lrl th~~ 'regard~ li th~ir decislon alone lS'tO 
, 1 

be decisl ve th~n'·( as l's'in fact the ça,se now) som,e salvage,abl.e 
, . 

l~fa~ts will have thei~'l~ves saved, but others with 
',' 
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lt' ,1,S nel ther

l 
Just oor fair t,o place' the rlght to 

,l~fe of lOf?nts ~n such jeopardy. 

l, • l , 

Another. tht:'eat to fair Tlfe tahd detath decü;iion,s 
, " 

. " 

a~d pollcle~ ~xamlned,-is the variety and subJectivlty of 
, ", l ' \ 

, .. the' "accepta.ble' quall ty of 1 1 f'e,', Vlews to be found. 
, , ) 1 l , \.. ! 

,',éoinp,are f~r examrlle Lorber' s'value prem+se' that '0;'11/ 'th'o'Sé 
, 

, ' 
intant~ Wl th "moderate to no disabJ..llties" have ll,ves' worth',' 

~ 1 (1 

Il 11vin~t:, wlth i zacha'ry' s view ,that wlth',proper .as,sl.sttance 
/ " l ,\ '!' 

,'and enco,llrager1!ent, even many serlously IdlSable? ',caQ cope 

and thrl ve, and that every chi Id should be gl ven an equa'l 
, 1 

. , ' 

'chance to survive and thrive If there ls any hope at'all 
, . 

for~that_ tq come to pass. 
\ {\- , 

Yet the 5triKlng fact .15 'as 

regar.d~ 'fairness and, equallty, th'at both Lorber and Zachary 
1 ' 

WOrk ln, tHe same In~tltutlon. It lS surely unfalr to'the 
l ' j 

. ~nfants in 
-

thelr care,that that InstItutlon 'a~lows botQ' 
" 'iI 

these qUIte opposed quallty of life notlons and'tne 
, , 

equal~y, opposed CriterIa WhlCh flow from'them, ta co-exlst 
\' , -

l.lnder one r:-oof. Allowlng physiclans thelr freedom of . 

conSCIence and Independence in the~r practice are of pourse 
, 1 

'hlghly'deslrable goals. But when their infant p~tlents'are 

thereby denled equall ty of treatment in matters 'Of i Ilfeand 

death, it 15 tIme ta re-think prIorltles. 
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;: " 

- , 
T~e, med1cal views and polieies lookep at ln 

\,this chapter 'demonstrate a strikl,ng ~bsence of lnter-... , ' 
, 

di,sclplinari ty. Not only ,are theY,formulat~d exelusivély 

by and for physlciàns, but in some cases they betray a 

st\ong antagonism to other diseiplln~~. d b 
. 358 

As argue a ove, ' 

polici~~ produced by one discipline,in l.solation from the 
1 \ \ _ 

. , , 
, \ 1 \ 1 

others rl. sk bel.ng incÇ)mplete in one 'r'espect or another. 
- " 1 

Medidine contrl.butes the medi~al/scientific data, the 

dlagnostlc and prognostic experience', and medical, wisdom. 

B'ioethics can 'contribute skills in the ranking and balancing 
1 _ _ ( , \ 

of,the val~es, rights and prineiples, and keeps, in the , , 

,fore;front the tr?dl tional 'commi tment to respect J;qr 'aIl 
" 

human life' and the challenge to aSS1'st and compensate' 'th'e 

dlsadvantaged. Law identifies the boundarles between 
, , 

': ~ocially 'acceptable and unaeceptable aet1 vi tles 'in thlS 

context, and the legal rlghts l' duties and l'iab~li ties "whicn . , 
follow from that . 

359 
But as noted above, ,Duff and Campbell for 

~ , - \ 

'e'xample concèive of bo'th law: and ethics as doctrinaire 

and iI;1flexible. Courts in their'Vlew simply appl~ legal 

, ~ doctrine, di~regarding fa~ily problems, and the needs' of 

- '1 ' 

children. Religion and maraIs in their view insist'on a' 

,ctisease-oriented 'rather than a person-oriented standard, 

and,sanctityof life ra~ter'than quallty of life concerns, 

./ 
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_ b'li~d:ly inslstlng on tre2i'tmE!nt ln aIl cases. The law the>, 

\,é,lalm 1'5 also an obstacle ta good medical prqct:ice ln 

that It prohlbLts euthanaSla,'some~hlng wh1.ch they Imply 

phY~lclan~ do but are sllent ~b6ut because they fear the 
, ' 

! ' 

law. The goal they'propose 15 theref1re not an lnter-, 

'dlSClplinaryone, but ~ulte the OpposIte - that medIclne 

,keep ~ts distance from~oth 

'lts standardi of conduct ln 

, ...... 
mO~6 ~nd law, and determlne 

't-Hese matters by l. tself . 

Sorne,other pollcles as weIl tend to see law and 

as hav~ng no important or legltlm~te role and as' 

more or, less obstacles to letting medlclne get on' 

,:":J-th Its Job. Freeman for exa,mple Vlews thelllegallty of 

k:Llling/às an obstacle ta proper medIcal' practlce, and, 
, ,1 , 

,argu~_s '\Joq~lferously for l ts legallzatlon. 
, ' 

'that 'morallsts have 'hotJllng useful 'to' cdntl"lbute te the 

'practical resolutlon of' these problems, and ,are Interested 

'only ;Ln matters of "process",' not "outcome". 360 

ln therebyexcluding bY,omIssfon or o~trlght 
\ \ 

,re]ectlon a posltive role,for ethlcs and law ln pOllCy~ 

making and policy-implementlng, ~uch\Pol1.CleS 

b~tray c,onslderable Ignorance about' the, real, nature of 
, ' . 

\ both law ~nd ethics, and the'posIt~ve ~entilbutloris each'~as 
1 

to make. It seems generally assumed by such peâi~triclans 

\ \ \ 

, 1 

, 1 

, 1 
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that the mandate to determine treatment pollc1es lS 

excluslv~ly that of physlcians - after aIL, hos~ltals and 

nepnatal units are thei~ own world. But such a positlon 

overlooks the publlC (and therefore Legal') dimension of 

these issues, at least when the lnfant's life or health is 

at stake, as weIL as the need to clarlfy and rank the 

relevant principles, values, rights, duties and commltments 

wlth the helP of theologlcal and P8ilosophical bioethics. 

') 
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Chapter VIII: Bioethical pollc~es 

We wlll turn now to a number'of newborn treatment 

pollCles proposed by theologlans (Fletcher, McCormlck and 

Ramsey) and one formulated by, a multi-dlsclplinary group 

of whlch ethlclsts were,only one component. As in the 

previous cnapter, our method and goals here will 'be to 

determine as preclsely as posslble the speclfics and 

supporting arguments of each, how,'they agree and differ and 

how each policy meas~res ùpto the bioethlcal tests we 

have established as our norms in this thesis.: The lncluslon 

ln thlS chapter of a rate example of a multi-dlscipllnary 

neonatal treatment pol~cy, proposaI will allow us ,to draw 

sorne conclusions as to whether' s~ch an exerClse can provlde 

the beneflts we have claimed for lt. Havlng already 

descrlbed earlier ln thlS paper the general orientatlons 

and frameworks of the bloethlcs of Fletcher, Ramsey and 

McCormick, what fo~lows on aIl three can be relatlvely 

brlef and wlll focus excluslvely on thelr views and criterla 

regardlng the treatment of serloùsly dlsabled newbarns. 

A. Fletcher's indlcators of humànhood policy 

The f~rst task lS to determine and evaluqte 

Fletcher's positlon on the matter ?f sanctity of life and 

qualityof life. Fletcher clearly belongs to the school of, 

.1 
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thought WhlCh Vlews the sanctlty of 11fe pr\nclple and 

quallty of ~lfe concerns as mutually exclusive, not 

compatible.
3rl 

1 
1 

He 15 able to 50 conclude because,he 

ascrlbes to the sanctity of 11fe princ1ple an absolute or 

v1tallst meanlng - one Wh1Ch makes (mere) b10log1cal human 

life sacrosanct and Imposes an absolute dut y to preserve 

11fe no matter what the prospects, no matter what the 

damage, no matter whether the interests o{ the patient are 

served or not. To that ethlc of "rules" or "dut1es" 

fletcher opposes and proposes a quality of 11fe ethlc, 

362 ln the form of an ethlc of copsequences. Accordlng to 

thlS approach what,makes an act rlght or wrong l5 not the 

degree to WhlCh lt does or does not conform to a rule, but 

the degree to which i t "serves human values", is an 

expression of }-ove (or agapé), ma~=ing the most moral Course 

of action the one WhlCh provldes a "maxlmum of desirab1e 

~onsequences" . In nis view this approach w~ll necessarlly 

invol ve the 'fo'rsaklng of a rules-based approach to problem 

solving in favour of a case-by-case approach, focuslng upon 

the particu1ar Cl rcumstances of each case (hence "si tuat~on" 

ethlcs) . 

In his view then,' a sancti ty of 11fe approach 15 

1 

absolutlst, ru1e-based, duty-bound, deductive, universa11zed, 

an avoldance of moral 'decision-making because lt makes no 

c , 
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, discr~minatlon between cases, lS unconcerned wlth and ~nsensltlve 

to the cond~t~on of or conse~uence~ (of'treatment) fpr the 

patlent, and l ikely to produce lnhumane results. ',The quiÜ ~ ty 

\ ' 

of l~fe or consequent~allst approach ln hlS mind 15 the 

dlrect OPPoslte of aIl tho5e th~ngso 

ApplYlng to the neonatal' context thélt assumptlon ' " 

of the, mutual exclus~vity of sanct~ty of life and qJal~ty 

of, llfe; Fletcher, wri tes:, " / 

- ( , 

Pediatrie euthanasia ~s tragic declsion 
maklng, but ,to "cop_dut" of it by , 
universalizing the obl1gat~on to'preserv~' 
the llves 'of aIl neWbOrI1S or ch11dren . 
nonselect1vely, by resolutely adhering 
to a doctrinnafre mo.ral rule, is simply 
a whole-hog reJection of the problem 
itself - a denlal'maneuver us~ng a taboo 
to deny that the prqblem exlsts at aIl. 
0' 0 0 The' norm at stake ls, "We o,ught to' 
do wpat ~e can to protect the 11fe of a 
newborn 0" If this norm ls' an 'absolute 
mo'ral, rule, 'than any' bal.:inc~of relatl ve 
values 15 out of the equation, along 
with aIl respons~bllity of physicians and 
familles as moral agents or "choosers"0 
Thi's f,ollows~ 1 f the nÇ)rrn has t'o be adhered 
to, unweigh~ed ~Y s~tuati~nal,variableso363 

, , ' 

Referring spec:;ifically to' sanc:t'~ty of l'~fe and 
'". ,/ 1 

Those who 'decide,what they,ought to do by 
opt~mizing the values,ava1Iable, as for a 
sp~na b~f1da new-bor'n, have as thelr guide
line the pr~nclple'of proportionate good, 
chooslng between compet~ng and co~fl1ctlng 
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,1 ~ 

values.' Tlüs moral stançe,contrast5 
radically with one ba~~d on 4niversal 
negatl ves (taboos) and' ,blanket 
imperatlves (nonselectlve dutles). One 
is a decls1on-makin'g' ethlc, the 'other 15 

'non-dec1sional .... stlll 'another w~y to 
gescrIbe thlS startIng point ". 15 ln 
terms of a med~cpl ethlè~ ba5ed on 
quality of Ilfe as agalnst one based 
on 5anct~ty of life ... 364 

But to a ~'argè extent F'letcher' s perq=l veçl . 
, ' 

OpposItIon between sanct~ty ?f life and quality of 'life 15' 
, , ' 

a "straw man'''. argument. After aIl, as we,a~rBady noted, 
, , 

eariier. hardly any one, whether ~thlClsts'or' physiciahs, , , , 

5~riously argues the vitalist or absolute sa0cti~y of lif~ 

Vlew. Whether sbme do o~ not, It 1s not in our VIBW 

conslsterit wl±h,i~adlilonal or modern Judep-Chris~ian 
365 <, ." 

, bio!=thlCS. In fact Flètcher almos"!= seern's, to concede 

this pOInt' hlms~lf, 'despl te the elaborate' stra~ man' he ' 

, '- 366 
creates and thenat,somelength demolishes. 

, 1 

As we' have argued a n1.,lll1ber of t1mes' earrler in' 

this thesls, an ,absolute or vi talistlc sancti'ty of llfe 
, . , 

princlple lS foreign_to'Judeo-Christ1an b1oethics, and 
1 

1 1 \rr 1 

attention to th~ 1ntereSts of the'patlent ~nd the 

c9nseque9ces fo~ thai patient of'treatm~nt or nOh~tie~tme~t 

is, in fact mandated in the ,final ,analysis prec~~ely becau~e 

life. In our view the ,moral systE':?m most conÈnstent wi th 

.. 1 
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~" 
l' " 

Judeo-Chrlstlan blOE;thi~s n~ lndej2d a deontolog,lcal or 

rule ~ased s;stem; in,w~i~h.the sanctlty and ~~arie~able 
" ' 

,moral rights bf the pst~ent's Ilfe serve as the ~ulding 

and liml'tlng princlple~ or ri;lles and no'rm'I'üly require' 'th'a~ 

Ilves be saved and enhanced,' Butit lS a system wlth 

qUal1f~Gatlons and exceptlonS. Wh~n treatment and life , , 

support wlll for e;ample l~pose excess1ve-burdens on'the 

newborn, the same sanctlty of life prlnclple imposes a 

" dut Y not to, treat. But even here the 'sancti ty of l:rfe 

prl.nclple serves a necessary functlon - l t Iremlnds _ l' 
l ' 1 

dec16'10~--'ma'kers that ietting a 1.ife go is al-ways 'an ( 

exception, and lf we are to err'lt should belon the slde 

of 11fe. As weIl, it keeps t~e focus on the l"lghts and 

, \ 

1 interests of the patlE~0t " It can accommodate consequentlalism, 

,but personalistic'conseque~tlalism not soc1al consequentiallsm. 

The, deoisi ve c~nslderatlon should b,t: the CO:lsèé!uerces for;' 

the l~fant patient, not for others. 

,1hat belng so, Fletcher 1 s pi'ctwre of a' moral,' systém 

,'lncorporating the 'sanctlty of,life ,as belng one of , , 
l , 

"uni v,ersal negat:;t vas" ,or n?}anket lmperati ves" , 'one y..rhü:h 

inslsts upon' treatment ln aIl cas~s and,avoids mor~~ 
, , , 

distinc,tl0ns and deci~lons IlS' clearly a construct. of his , 
, ' 

own.' There al"e sorne, serious dlffèrences between his policy 
, ' 

and the,norms ser~~ng as our test, but the dlfference~,ar~ 

not àt thai ge~e~al level of whether selection for non-

t, 

\ ' 

, \ 
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ti'eatment lS, açc'eptable or not. 1t lS accepta~le, but 

the r~al issue 'a5always lS ~he criterl~ and assumptlons 
, , ' 

, ' 

groundlng those dec l'slon5 j and whèther' there ' are , l1.m~ ts 

lmposeq by prlnciples,sûch as the sanctity of life 

prlnClple. 1t lS in these matters that we can locate the 

real dlfferences and the e~tent'to WhlCh Fletcher departs 

from, our Judeo-Chrlstlan bloethical norms l'and i t 1.5 ta 

'those, crl terla we, DOW turn. 

, 
~eferrlng to ,spina blflda, Fletcher malntain? thcit 

there are four optlons as regards the treatment'of an 

, ,affllqt;éf-newbo\,n,' aIl of WhlCh are acceptable to him': 

\,,\ 
,( 1), Its Il fe can be' dellbera};ely ~nded. 

(·2) 

( 3 ) 

~------ .... 
~-.. / - ..... 

It can 'be n~ithe~ cared for nor treatèd. 

It can be cared for o~ly - fedcand 
hyd~ated'but nothlng done to save it from' 
lts anomalies. _ ' '/. , 

(4) It can Qè gi ven allo-put ,treatment 
~eB:r'ling 'not trylng ):;>~ecerriea'l " stagè-by-

" ,/ stage, ,wa:!. t-an,d- se~ tl)e\,apy ... , Any of, 
these de,éisions 'could be right, depetldlng 
.Upon the cllnica);. v~t:'iables. 3\57 

, none of, these opti,or:s,., inc.luding that. of kll1 ing. 'B~t first 
, 1 

, 'of aIl. what 'are hi~ cn teria\ for' deciding whe~her or not ta, -', 
\ - , \ 

actively,treat a dlsabled child? 
- , 

1:n keeping 'wi th h1.s general 

'1 : 
l , 

:.. ' 
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" , 
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>. 
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• ' /"5:1. tuation ethlcS" apprbach, 'Fle~cl;le,r' strenuous,ly avoid~ 
\ 1 

anythlng but the most general of statements as to values 

and crIterIa. He wrltes for e~ample that any ends or 

purposes ,WhlCh vëilidate the standard ,of "human happiness 
, 

or weIl' being as the hlghest g?Od'~ are ,J,ust, rlght and' , 
" 1 

"good, or that the' b,est course 15 orIe 'thÇit offers 'a' maximum 

'Df desirable consequences' ln the c1rcumstances of a 

partlcular case, br that consequence~ ar~ good, br eVll 

." 
accordln'g ta whether the;y "serve human, values Il, 368 or t,hCi t' 

( l '~( ~) 

, -, '. ,369 
need" requlres l t. But as a "pure" ,consequ~ntla'list, 

, " \ 1 

or utl,h tarlan" Fletcher is 'singul'arly vague '~i 'ta what 

'constitutes,:hwnan happH~ess Ç)r weIl be·ing, as tO',what 

are deslrable, con?equences, 'as to, what klnd of, hurrian nfeds 

J ustify settlng aside rlghts, 'and whôt to 'do' when an 
1 

, - ,~ 1 

infant's rights confllct wlth ano~he~'s n~eds (or interest~). 
, , , 

~ - l '" / \ 1 

The most ~e d~es say about t,ht: baÙ:inç:i~g of ccmfiict~ng values 
1 1 - ' 

i5 that the ,prevention of suffyr:wg' ,should com'e befbre the 
, , - 1,' 1 _ 

pres~rvation of' '1 ife. 370 'Bu~ h~', 'le~ves' ~~e, reaqer in the 
, , ' 

dark as to how muçh ;;uffer1ng' ,would be' enough ta Justify 

no longer preser~lng llfe. 

1 In effect then Fletcher.simply ar-ms physicians wlth 

hLS benedictlon 6f the utllltarian p~incipl~ of,rria~~mizin~ 

benefi ts 'and min1mizlng harms, th~ benefl. ts and harms t'o' b'e 
, , 

,/ 

, l, 

" ' 

" ' 

, " 

" 
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determlned as physiclans are incllned to do alreôdy, i.e. 

on a case-by-case basis. The ethlclst has no rlght to 

tell the physiclan what ought to be done - it lS up to the 

moral judg~ent of the ind2v2dual physlcian. He wrltès in 

that regard: 

It lS certalnly not the proper busIness 
of eth~clsts to tell doctors what to do 
... The doctor lS as much a moral agent 
as the philosopher or'theologlan. His 
moral task lS to choose between competlng 
values, a~d the eth~cist's usefulness 15 
only to pursue a dlfferentlal diagnos:ls, 
to help declsl'on ~akers' check 'Ot,lt thelr-
own' ]udgr:nent.s 'and hopeful+y" avol'd, ' _ '371 " 
leaVlt;lg'somet,hlng out of _ their calculation/s. 

J' 

-
Conslstent wlth h'l-s utllitarlan ethlçs a,nô t'hé 

central place, he gives to the minuTllzlng of su.ffering. 

Elètcher, supports thé klllHl'g of dlsabled infants from whom 

It 'lS deci~ed ta ~ithhold tre~tmè~t, on the gro~nds that 
, , " - 372 

,1 t lS the cOrnp~Sslonate. thlng to ço. ',' 
J , \ ' 

1 -

That bein,g: SC), 

l " 

hi~,fQur' tre~t~~nt~ptibns\i~sted h~~Ve'~ould for aIl 

',~racticai purpos~s be red~6ed to two,- ~111ing or actIve 

treat~~rt.' ~avlng dispensed ~lt~ the sanctlfyof life 
"\ '"' 

prlnclple a,nd ~ts Impllclt pr~hibitlon of killing as a 

for our Judeo-Çhr~stlan bioethiçi ls,the u1timate 
,~ _ 1 ~ \.. \ 1 ~," , 

l ' 

deonto16g1cal 'stueld 'aga'il'}st. carrying conseqùentla'li'sm"and . 
, , 

Gompa$s~on that far. 

, 1 

- \ 

, , 
r 
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Fle'tcher also supplements hlS 'utl1Jtarian ethics 

wIth a series of minImal crIterla of humanhood cr'personal 

statusr '{iccording- to WhlCh one determlnes not slmply 
l', -

, 

whether \~ ,treat o~'not o~ 
- , , 
and mlnlfj11,zing harm', but whether or not this lnfant patlent 

, , j, - , - , 
'\ \ ' 

is ,human, has p!?rsonal status., If i t does not meet the 

stated en teria, then 1 t bas no nghts at àll, 'no claims 
, , , 

on ,health care of, any kind, and one has no ~oral d~~y-to 
, ' 

, p -
support it. It would 'then be killed wlth l.mpunity. 'Those , - , 

,crlt~ria we~e listed and-brL~fly'discussed e~rliet ln thlS 

thesls.
37? HIS twenty ~riter1.ct for humanho~d clater reduced to 

four) lnc'lude' min:lmal ;u1t~1l1.gence; the 1 capaci ty ito relate' 
, , , 

to -others', ' communIcation; ~urios~ty and neo-,cortlcal 

AccdrdIng to Wletcher,th~ baslc requl~e~enb 
, (, \ 1 

, --

, ' J 

"is a mlnlmal level of in'tell i ge~ce. , 
, , 

There' are, -'sev~ral 'POInts wcrth notlng àbout' th'e~e 
j - l , ' ~ , ,1 , " - , 

crI terià as regards the b,l.oethiçal Dorms or test,s we are 
\ , , \ 

appl:ying! rlrst of 'aIl, Fletcher :lS somewhat ambl'gu'Ous 
• \ \ 1 

~s t~ the s'igrl1fi'çanceof' these personhood' cri te'~ia for the 
"\ " , ' 

~ , 1, 1 

,purpose of newborn tr~atment- deç1.S,10n~" and whether 
, 1 

disabled newbarn~ (o~ any' ~ewborns fOr that mat~er),are 

J pe,rsons',. On the onè han~ he -wrl tes' ,~~- one, ocèas,ion 'the 

Io),lowing: ' 

1 _ 
\ 

, \ 

, \ 

, , 

, i 
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, ' 

- \ , 
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If there is any ground a,t aIl ,ethJ.cally, -
és ~ would cont~nd there 15, for al10wJ.ng' 
or hastening, 'the end of' suen lives " 
[i.e. defective'fetuses, defective" 
new~orns, moribund patients], lt must 
'be on a gualitative ground~ that such 

"human lives are subpersonal, what 15 
critlcal 15 per~onal status, not merely 
human status_374 

,J ' 

But ohe. Wrl tes elsewhere ~ that: \ ' \ 

, ' 

, l 

, 
, c 

" \ 

, , 

, ' , , 

" , 
• i, , 

~ \ 1 \ 

" ~ 1 .... , " 

, ,> 

_ 1 

'1.... \_ 

.. , ~n the caie of newborris, thes~ are 
,persons, human beings, sothat physlcians 
,whod~clde the end,of a,malformea infa~t~~ 
life' do so on the g~oundsof a, quality,of 

, li-fe ethl cs, no t, on the grounds that 
:neonatal 11fe ls'nohper50nal.375 

l ' - \ 

, , ' 

, ' , " 

,In stlll another re'férenc'e' ta the persànhood mattèr', '~ 
, ' > 

, , ,r -, Fl-etcher, wrl tes 'in èffect 'that l t does l)ot 'matte'r what' ,one 
'1 ' ," 

\ , 

" , 
" , 

i, 

. " 

" 

'J - - \ 
\ , 

, , , 

! { , 

1 >~ 1" 

",hol,~'s' about the per$onho,od of neonates: 

7, 

The qu~s\ion 15 npt whether a fetus Dr 
neonat~ lS, a persan or not, ~ut'whether 
ln sorne sltuatlons, 'the life of a fetus 
or neonate lTlay be ended, ei t,her one,' 
even though, for whatevei" 'reasçm,1 they 
are believed to be persons. l, 

"But ln our Vlew ~ t does' very 'mu~h matter whet)Jer' 

, /, 

',' 

" ( 

/ 

>, , 

, " 

, \ 

" 
, ' 

, / 

, 1 

J 1 

/ ,"-

_ 'r ' , 

,---, ' , ' 1 

l , 

l ' 

, 1 

1 
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1 

'p~e hp~ds the ne~born' lnfant, ~hether ,d1sabled of not, to 
, , 

- - l ' 

- , , be 'persons.' if o'ne <;ioes 'not ,one will ',obviously be less 
) 1 If 

, 
th~n'strenuous ln'one'5 efforts, t9 save lt and give it 

eve'ry ehanc~ 'to develop.( 'Fletcher hJ,m~el'f i s 'a case' ,ln , , 

point. He 'dld l'after aIl propose and defe~d h'is cr:Lterla for 
, 

personhoad, ~nd ap'plyin~,them to a' Down's, syndrome child he 

1 

-, , 

l ' , 
\ 

, "" 

, l, 
" 1 

\ , \' 

, " 
, l 

, " 
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" 1 , , 
, 1 

co,ncluded, ,"True ,g;.lil t arises only, from an offence aga1nst ' 
, " \ ~ 

376 , ", a person, and a Down' s' H; not a person~' pisabl~d 

'~ewborns Judged tq lack th~ status of pe~so~s 'can be 
, 

, k~ll\ed w1thout dtnng wrong sinee they are not'subJe,cts-

1 ,/, - 317 
, wl.'l?h r1ghts' but 01)1Y obJects. 

, 
l , 

One flnds 11ttle in'Fletchér of what we ea~il~r, 
1 

, 
1 c1a1me~ 16' central to Judeo-Chr~stian ethics regarding , 

~ ] ( 1 

, " , , 

, ( 

'dlsabled'neonat~s, particularly those also retardect. , - , 

, 
We refer to the dut Y to compensate the most d~s~dvantaged 

metnbers of o~~' Isocl.ety, ,to offe'r those Wl. th any hope' t;:Jf 

sur~iv~hg and coplng,e~e~y ~pportuhity to develop to th~ 
l' , , ' ' 

, ,1 

fuliest extent po~sible, th~ chal~enge and dut Y to go 

beyoqd.just reason and, 10glC even 'at the Cost of re-orderlnd, 

societal priori tïes,. \ It was as noted ,a theme hlghl:).ght~d ' 

lin Zachary', 5 ,medlcal pollcy, bui:( l t i,s largely ab~e1)t from 

Fletoher's ethical p011CY. 
\ - ) 1 

In fact Fletcher ',51 indicators 

of, l)umanh06d lat, least' lmpll,citly 'p~omotk :t,he OPP?Si te 
, , , 

ethL'c ~ \ instead, of underl ining prnf'essiCm'al and 'societal 
, ' 

, ' 

oblid~tl0~S towards the ~isabled newborn they put the onus 

on ,the. heonate t6 prove that ~t'canlm~asure up to our 
, 1 

exacting' standards. Since It is unl~kely in most cases 

that't'ho~è qUf'l11t'les 'or PQtentl.a'litles,emCol"[1pa?sed,by the 
- " 

indl.cators 01 personhood éan 'be 'verifl.ed l'n the ear,l iest 

" , 

l , 

o 

\..) l , 

\ 

'",' , ;' , , 

" \ 

) , ~ \ 

" ' 
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period of a newborn's life, they cannet, h~lp but put ah 

already handlcapped child at stIll gr~ater risk. 

From what Fletcher ~rItes about hIS Values ~0d, 

treatment polJ,.cy we cancl'ude that he does not insist on 

the equ~l, t~eatment of,the phYSIc~lly and mentally 

" ' 
,dlsabled infant, and on that score as weIl' he'is 'out(of' 

l , 

stép wIth our normatIve blo~t0ical tests. Most 'of hlS 

indicators' of pers'onal status impl~~Ùl'y qr èxphci tly 

-- , l' 

, ' , 
1 _ c 

" \ 1 

- " 

, -, 

Involve ratIpnali~y and Intelllg~~ce. 

io Intelilgence ar~ given completély-dlsproportlon~t~ 
, l ' 

lcittentlon 'in hlS llst of Indiçators at the expense of - , - - '1 -
ot'her ablll ti'es and functions. and there is no - referen'ce 

, \ 

made to the wide latitude ln degrees'of retar,datioD and 

braln damage.' In his flrst article on these'lndiè~~Ors 
l '\ r ' 

"he 'proposep. a totally' a~bitrar'Y I.Q. level 'above whlt:h 
'. ' 

, '- , 378, 
.one IS a/person,' and below which one,is not.', 1 Nor' 

i t - "-

, 
doeS he ref~~ ta ~he p6sitive achlevemen~s many ~~tarded-

chlldren are c;apabl'e, ,of and tl;1e love they can bring _ ta 

others. 
l , 

\ 

WhIleoFletcr~r do~s focus his ,quality of life 

,\ atten"ttlon' on the benefl1:s to the newbol:-~ infa~t, he gi v,ès 

consIderable welght, ln sorne respects greateT welght, to 
/ 1 

1 

the ,SOCIal qua:).itY',of lite ~actors, ,the Impa~t bf treatmeht_ 

oh the lnterests of others. HIS pOlicy 'impllci tly ,ti,ps th~ 

, .-

, , 

l " 

\ / t 
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protectlve balance to-the ,slde of other interests simply 

by'~he SUbjectIve ànd discrIminatory q~aIIfIcatIbris for , , 

personal, 'status, and the ~bsence of - 'any affirm'at;:l.on of' the 

worth and ;i9hts'of t~e ~is~bIed Infant. As weIl, he 

several tlmes endorse~ dlrectl~ or 1~~lrectl~ the decislv~ 
J \ '\ \, 

functlon ln Itreatment ~ec~sions'to 'be played ~y sOCl~tal 

r,esource's and burdens dn the family,' and society.379 
, " 

, - 1 i 

As for, thé dut y to prov~~e contlnuing'care and 

co~for~, ~lnce'FIetcher ts' a pro~o~e~ of kl~linQ Infa~ts, 
l , 

who were not, selected for, ~ctive treatmel)t;, presumab~y , 

that preferred PO~lCY w~~ld leave no ro~m for' such a 

1 Fletche'r ,.fs , , 

,h6wever reall~tic enough te kno~ ~~at kl~llncl disabled 
" ' 

newbor'ns lS' ~ot llkely' t6 beco~e, generall)' acceptable, at 

, 380 
least for sorne tlme. Yet c;:leSPl te th,at touch' of reallsm 

1 

and the fact, that' sortie of' these infants not trea'tecf Zlt:'Ù vely 
l , \', J ' 

, ' 

can l~ve on' fo~' sorne time,' hé ,do~s not ,argue for any 

obligation to provlde continulng care O~'i~dl~a~~ what 

that care,shou~d Involve. 

On the subJect of the parental, role .in 'declsion-
, l , 

maklng, Fletcher 1 5 policy implici tly exc,ludes parents from 
r 

àny SiQI\;flca:nt r;ghts or role'. We 5'0 conclud'e' on two gro\,lndSi; , , 
1 

, " Firs~ of aIl his ~riti~gs ~r~ more or l~ss sil~nt on that 

i \ 
1 Il' 
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aspect. Secondly he makes ~t ,ao~ndantly clear that decis16n~ 

makln,g b'elongs ,more or less exclusl vel Y' to the' physlcian. 

The doctor 15 referred to as the moral,agent ln the matter, 

and lt 15 blS moral task to choose between the competlng 

, 381 ' 
values. He provldes us wlth n6 views on parental rights 

to be lnforméd ,'about the co,ndi tlon of thel~, newborn chlld, 

nor anythlng about the llmlts of parental autnorlty ln 

optlng for or against treatment when one or the other cours~ 

they chc;:)Qse may n'ot be in the' lnfant' s best, lnterests. 

the llght of our blo~thlcal,te~ts hlS readl~ess to'~eave 

the ethic~, and decl~l~n-maklng t~ the,physician, and the 
, \ 1 ~ 

fa ct that pe do~s not'even address the sCOpe and llmits 

of parent'al authorl ty, constl tute a serlOUS flaw ln hu; 

pollcy. 

In 

As regards our test' of openness and cau~lon, we 
, . 

conclude that 'Fletcl)er' s policy ln, many respects 'l,S,' i'ndeed 
, ~ l , 

ppen, but -too open. , There, can 'be li ttle doubt that a 

po~ic:y WhlCh establishes no 'moral prior:i tl'es more 'specif'1.c 

thanl that of maxinlizing ,happlness, 'which establl,shes no , 

clear moral limits and leavès al1 decislons 'to ,the moral, 
, 1 l ' , 

Judgment of, the lndlvidual P0ysfcian, wlll be ~eadily , 

Cê\pable of reSpOndl.I1g flexl,bly ,-ta new and evol v~ng medical , , , 
data"and m,oral challenges. and oan 'take int:0' àcco~nt' a 

',vanet-x of prlnciples and values. 'But the, ki'nd of response 

'1 

, , 

, \, 

\ \ \ 
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such'a pOllCy can ~rovlde, and the usefulness of that 

response, is another matter. Lac~ing moral posltions, 

rules and a ranklng of relevant rlghts ~nd values, ~lS 

treatment.p611CY can oifer 11ttle more ln the final anal~sls 

than further support for the preference many physlcians 

already have for sltua~ionallsm.382 Llttle w9nder that 

physl.clans such as Duff and Campbell, seeking as they do 
\ 

to escape ethical and legal "restralnts", great1y appreclate 

the Vlews of Fletcher. 

In sorne other' respects his approach lS more or 

less closed to some lmportant cOnslderations·. One'such lS 

the raIe bf parents ln deClslon-making, how their role 

relates to that' of the physic'lan and the sort of lnfÇ)rmatlon 

to which they are entitl~d. 

As for the ,degree of cautlon and self,-cri tlclsm 

p~ovided for in Fletcher's approach, ~n sorne fundamental 

respects,'lt lS ln short supplY. Thls lS partlcularly the 

case wlth regard,to his '~rlteria' of personhood. Though 

they are highly subjectlve and to a large degree arbltrary 

and un-tested" they were afflrmed in much detail and Wl th 

assurance. That i5 pa-rticularly s.o wi th re,qard to hlS 

emphasis on a specific 'level of intelligence as a 

qualiflcatlon, for pers.onhood, especially given the 

uncertainties and debates about the' 5ignlficanc~ of I.Q: , 
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383 levels. While there is falrly wlde consensus about the 

)ustiflcatlon of at least some of his criterla as quallty 

of 11fe indicptors (e. g. nE~o-cortical functlon, and the 

capaclty to relate to others), there lS ~o'such consensus 

about thelr use as indlcators of" personhood. Such crlterla 

are ln other words tao subJectlve, contentious and arbitrary 
, ; , 

to grounâ a treatment pOllCy for use ln a'plurallst context. 

As for the deg~ee to WhlCh hlS approach promotes .. 
fairness or demonstrates Interdisclpllnarlty, they too are 

not much ln eVldence. Given the lack of any ~ules or 

ranklng of rights, and the moral supremacy Qf each indlvldual 

phYSIcian, It lS diffIcult to pIcture how aIl the lnfants 

wlthln a given hospltal or unit ln which his policy applled 

could posslbly be given equal consideratIon and needed care 

whether dlsaDled or not. There is no reason to thInk 

su ch ah approach would promote the equal treatment of those 
1 

wlth slmilar problems. It is after aIl precisely be~ause 
'. 

of the lack of crIterla and guidellnes at present, th~ 

climate of àrbltrariness thereby created, and the consequent 

danger of discrIminatIon, that the formulation of policies 

and guidelines lS 50 urgent. In this regard Flet~her's 
1 

approach would 'seern only: t:ro confirm the status quo. 

1 
.1 
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~here is no eV1dence of lnterd1sc1pllnar1ti in the 

formulation or application of Fletcher's policy. As alreadY 

1ndlcated, h1S approach 15 essentlally an endorsement of 

physician deci510n-mak1ng, and even h15 own discipilne of 

ethlc5 15 11ttle more than a bystander 51nce the phy51c1an 

is "as much a moral agent as the ph1l050pher or theologian". 384 

That may weIl be sa, and hopefully 1t lS. "And it lS surely , -, 

not the job of the ethic1st to make moral decis10ns f,or ' 
( 

others,' 1ncluding physicians. ",But surely i t lS the~oper 

role' of ethicists to contr+bute moral gUldance in the-)orm 

of a rankl.ng of principl~s" ,rights, d).lties and va-lues-,' 50 that 
, , 

a generai moral policy is ln p1aèe an9, avallabl~'to physiclans 
1 1 / 1 

before they exercise thel.r own moral 'âgen<?y' faced wi th a 

particular case. AS for tne potént,ial- contnbuti,on of law, 

it tOO,lS Iargely ignored. In endorsing euthanasia he 

pays no attent10n to its 111-ègallty" or the possib1lity 

that that position might welt,reflect the moral V1ews of 

the Iargest part of the public~ He gives no attentl0n to 

the legal r1ghts and duties of'parents or to the role of 

courts in resoIv1ng (as a last resort) treatment conflicts. 

The last of our tests, one rese~ved for tre~tment 
1 

policies by theblogians, 1S that of the1r participatory 

contributlon and nature. 385 ' 
As suggested above, the_ ldeal 

", 
\ 

, . 
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- ' '\. -
ln ou~ plurallst ~orld'ls when the theç16g1an ~lays a 

'partlclpatory role, contrlbuting to a\pollcy along wlih 

othe~s (e.g., phl1osophers, physiolans, lawyers, other 

theol?gl~ns; etc.), being prepared'to respect and learn from 

- -thelr mor~l lnsight.;;, ~but' ~xpressing defin1 te convictIons 
- - -

and commltments. Such a bioethical policy and contrlbution 

neéd not be formulated ln expllcitly theologlcal language, 

but will by definition'be based upon Judeo-Christian et~lcs. 

S~ort'pf deny~ng or~overlooklng fundamental Judeo-Chr1stlan 

moral princ:lples and rules, the "partlcipatory tf theologian and 
• . ' 

bioethlcal poll,cy will attempt t.o seek consensus by proposing 
1 

crlter-ia acceptable from 'both humanlstic and theologi~al 

p~r~pectives. -,' 

In Flétcher's case there lS no danger of anyone 

accusing him of belng the theologlEin ,a,s, "proph,et" or 

"preserver'; . But nor is he be;ing the theolo,glan as participant 

ln the sense just descrlbéq. Not only does he studiously 

avOid ~heologlcai language or reference( but beyon4 the 

, -'ge'neral àdmohi tion to gi v.e primàcy to love or agapé there 
~ \ - ~ - 1 l '-,. 

l' ./, 

lS little ln hlS POllCY which ls identlfiably theologlca~. 
, , 

In fact, f-rom the perspective of/the Judeo-Christlan norms 
1 

aniprloiities operative' lh thls ~hesls1 F~etcher'as we, 

have 'already concluded 1s sUent or ,in dlpagreement. Thére' 
- , 

is no danger at aIl of Fletcher being-,thought of "as a pusny 

1 
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and moralizing theologian. The real dlfficulty 1s to 

concelve of him as a theologlan at aIl as regards his 

treatment POllCY. To a very large extent it i5 

lndlstlngulshablè from the policy of a pure utilitarian 

wrltlng from a human15tic or philosophlcal per5pectlve. 

B. McCormlck's quality of life pOllCy 

" We turn now from the Protestant Joseph Fletcher to 

the Roman Catholic Rlchard McCormlck. It ~ld be fair to , 

say that vis-à-vis our bioethical tests, McCormick's approach 

to the treatment of seriously disabled newborns stands in 

many respects somewhere between that of Joseph Fletcher and 

Paul Ramsey. Whereas Fletcher ,rejects the sanctity of life 

prlnclple an~ replaces it with quality of llfe concerns, 
/~l' 

Ramsey rejects quality of life criteria as incompatible wlth 

the sanctity of life. For his part, McCormick argues that 

quali ty of life and sanctl ty' of life can be c.ompatlble, though 

he ascrlbes a somewhat different meanlng and orlentation 

to quallty of 11fe than does Fletcher. 

As already lndlcat~d earlier ln thlS thesis, 

McCormick argues that the Judeo-Christlan tradition, "walks 

a balanced middle path between medlcal vitalism (that 

preserves life at any cost) and medical pessimism (that kllls 
~' 
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whern, hfe see\T1S frustrating, 
\/ 

burdensomè, lusele~S~) ... 386 

approaches are compatlble and éve~ insèparable: 

, " AC,tually, the two <;lpprGaches ought, not, to 
be set against each,other ... ' Quallty-of
llfe assessments ought to be made withIn' 
an overall reVerence for life, as ,an' 
extenslon of onè's re5pe~t for the sanct~~y 
of llfe. However, there,~r~ tlmes when r 

preservlng the lIte of one'with ~b capaclty 
for those aspects of lIte th9 t, we regard as 
human, IS a violatIon of the sanctIty df (\ 
life ltself. Thus, to separate the two ~ 
approaçhes and calI o~e sanctlty of life, 
the other quallty of lIte 15 a false 
conceptual SplIt .... 387 

He inslsts upon the sanctlty and dlgnity of the 

IndlVidl..lal persan, and stren\1ously opposes efforts to treat 
, , 

, , 

persons functlonally. To make that point he cltes approvlngly 

ThIellcke's posItion that what gives man his dignity IS 

not hlS lt~unctIonal proflcl.ency or hlS pragmatlc utllity 

but "the sacrificlai lov~ which God has invested in him".388 

At the same time he reJ ects the VI tab.stic sancti ty of 11 Îe ' 

approach, one WhlCh, argues Just to be <;lll.ve 15 always a 

success, as if the mere vital ~rocesses constitut7 a good 

ln Itself. Against that view rie malntains 'that in the 

ChrIstian p~rspectIve one does not. preser~' VI tal, and 

metabollc processes for their own sake no matter what the 

condl tlon of the patient. While person remaIns, otan' 

, ' 
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Incalculable value~'", it can arIse that tQ cpnt;lnue that 

person's physical life provldes no benefIt ta that per$on, - ' 

, 389 
and ,can, even do vIolence ta hlS dlgnl ty. But, dÇles not , ", 

the qu~l,i ty of llfe language, Imply dlscrlmlhat;LOn ln " 

treatment, ln t~at not aH lives will deserve equal 

protectIon? Not 50, ,wrItes McCorm±ck. What must be avolded-

IS unJust dIscrIminatIon, and that 1S avolded if decIsions 

fOCUS~h ~he ben~f1t to thepat1ent whether or not we 

descnbe ,those benefits ln termsof quality of lite-

390 
crIterIa. His 1S therefore a deontological normative 

system, not pn'absolute one, but a system allowing' e~ceptl0ns 

"391 ' based on trye consequences. The relevant consequènce~ are 

those fol" the infant, not others. 

McCormlck lS well aware of the dangers 'inherent 

in promotlng' a - "meaningful lire" concept and attempting to 

determine quality of hfe cri terJ.a. Defend1ng his shift 

of ernphasls from th~ earller "pr!:hnary/extraordinary means" 
l ~ l 1 

approach, he wrltes: 

The questions, "15 this means tpo hazardous 
or dlfflcultto use?,", and, "Odes this 
measure only' prolong ,the patient' s dy:mg? p' 

- while stIll useful and' valld. now often" 
become, "Gr,anted that \';e can easlly' sav~_ 

'the ~Ife, what ~ind of l,ïfe ar:-e we s~ving,?11 
Thi,s is a qual i ty of l-lfe' J udgment. And' 
we fear i t. ' And èe~,tainl,y we should. But 

l, 'NI th incr:eased ,power goes l.ncreased ' 
- rc€spons1bl.llty. - Since we have 'the, power", we 

must face" ~he" res'pc>rlsifnll. ty,. 392 ' 
,~ \ 
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" ",' Bwt to' l:u'nÜ:thé most obv~ous 'dàngers, those of 

_ ~ubJ ;=cti v,:Lty', ' ~rb'~ trarln~ss, and. the subStl tu'tlOl( of social 

" q~a'l'i.:ty of ,life con'sl.derations -fo~ tho'se', f~cuse~ ~~ the ,j 
, , , , , , ,,')' 

lnfant,' S condi t,lO~ ,anç:] benefl ts,. Mccoj.,mick Lcq.re:f"ull,Y r,larr'ows' 

and deflnes\ the meanl.ng ,'anq orH~~tatlon gfve'n', 'to ~U~ll ty of 

l'lfe. 

1 " 

F~rst of ~ll~ on~ should place, thls'aspect ,of h~s 
\ \, - , ~ \ r \ 

ethlcs 'ln,- 'thewiêl~r c~ntext .'àf I1ls p~si tian on the' relation-
J" -- ( 1 

" , 

~hlp of inçh vidual t9 communi ty~ .' The' 1.11 0. i viduaf' ~s a,n 
, , 

lntegral' part of the CO'~Unl.ty'" but ,:must ~~t~ be total'ly 
~ ,. J \ ,. , 1 

[ 

subordlnàted to '~t. The it;'lc1:\. vidual qannot, be 'h,ar:med or , 
J 

,disadvahtaged for the sak~of'ihe larg~~ soci~ty. \ That'is,' 
J _, - _ \ 1 \ " \ ,\ 1 

'a fundament.al Judeo-Cnri stîim s;t.andpoint: 393 'Applied 'to ' 
1 1 \-_ 

1 \ \ 1 

\ ~ t •• r \ \ 1 ( 

hls',quallty of, l~fe approach that",vlew ç?-n".. serve as a. 
'" 

shleld ~galnst temptatlons to make treatmèn~ declsions'for 
/ -

dlsabled UHants on the basls oi ~onsequEmt ,be~efù. ts ·to and 
-. " , \ 

burdens upon the, largèr"community - ~'.g.,' family, pare~ts, , ' 

, 
health ,care ~esources anèi sQciety,generallY.I' 'Glven . 

~cCormick"s comrnltment to the .sanctlty'of lndiyidual life, 
, 

, i t \1ould indeed be ?'d01ng harm" to a d~sabled, infant ,to 
j 

" 

,. sacrl fice l ts '1 ife or' not attempt to~ provlde itwi th equal - .' / 

càr'e and COfnpe;nsatio~, ih favo'ur of ,one of those "soc~al" 

'
quaI l ty' o,t' 11fe facto , , rs. 

" , 
-

, ' 

, " 

'c ' 

\ . 
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Secondly" gi ven M,cCormlck' s 're] ~d:10l'1 o'f assesslll9 
" ' , ' , 

"and deall17g with anyone 'on the baSis' df their .abïrities pt' 

functions, \ as i()pposed' ta' thefr' God /gl.";e~' dlgnl. t;. his ' 
\ t ~ J - ) • - 1 - \. ' 

tr~atment po11cy and quall.ty~f Iffe criteria would have 

to 'exclude anythlhg com1ng 'under the",rubric of "useless , , 

to others" or, "burden upon others" as a disquallflcatl.On from 
, ' , 

\ , 

Ilfe-saving treatment. , As he writres hlmself, 'a rejectJ.on' of 
, " 

func~ipha,h~m 1 as a' cr'i,terion oi :,alu~, " ... '"l'eacts' to a 

parbcular c~re' f'or the we~kest, mo~t voiceless, vot~less', 

defenseiess me~bers of'socJ.etyi orph~ns, the, ppor, 'the 

/ " '394 aged, the ment~11y,aQd'lphyslcal+y' ,sick', -Che' unborn.i' 
, l " \ ( ) 

, , , 1 ,- , , ' 
? 1 / , 

ThJ.rdly; Md~ortnlc~'\jist'.lng\l{Sh,es' caréfully betweep 
- , ' " 395 ' 

two factors whic,h affect "llf~' s potentiall. ty", on ~he 

one hand factors ~hlCh are "external t~ 
, \ 

the indiyidual", 
, 

" ' , 

and on t;he other h,and, the "verY'Qohd:l:tlon of 'the indivldual". 
, , 

Those f'<;'ictors ex~ernal ta the 1nfant, pres,umàbly the provislon 

of,adequate care, , lov~, heàlth s~rv~c;es and opportunities for· 
, J, ,\ \ \ ~ },r6- ' 

we can and must change to maX,~m\i ze - , 1 development, " 

HldlVJ.du~~ potentl.al". But quality Qf IJ.fe criteria should 

not l.nclude the 'right t~ WJ. thhold. hfe-sav'ing trea'tment on ' 
'1 1 ~. '1" t 

e ' 

the basi s, 'of specul a tion as 'ta tl:J,e avai ialn l i ty of those , { 

extern~ls durJ.ng the course of an inf,acnt' s life. Nor 1s 
, , 

\ \ 1) 1-

the benefit, or burden,to ethers the-declslve is~ue, for ln 
- , 

McCorm:1ck':;; word's, i t 'lS 1 n~cessary l "' ••• ta' emphasize that 

th~s~ decisl.ons must be made in tèrl1)s, of tl?e child" s good, 
, , ' 1 1 

th~s ,a10ne" ,.' 

)., 

- 1 

, 1 

l " 

,1 (r 

\ ' 
\ 

, " 

/' 
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What 1 can 'be 'decisl. ve, however " and i's the 

l,egltimate fDCUS of quall.ty of llfe concerns, 'l.S only thè 
, J 

conditiOn of the indlviduaI. 
) , 

'stl.ll more speclf1.cally, 'the 
l ' \ ,~ 

, \ 

question he addrE;sses regardlng ',the lnfant' s candi tian ~'s. can 

th~t c~nd~tlD~'be 50 damaged, the prospects,so poo~, or the 

pos~-surgical ,convalesCence 50 lntràctably pal.nful and 
, , 

dehuman1..zl.ng' that if treÇlted the mere struggl'e for ,sur:-Jl..val 
, , 

V{l.ll "absorb attentioD and energle,s ta the, point) where the 
) , 

'hl.gj1er, mor,e ;important good' is slmply t'aD diffl.cult, ta 
" 

attain?,,396 
.. '! \ \ 

McCormick concludes, "It ,is nelther lnhuman 
\ , - 1 

nor un-Chrlstlan ta, say that there CDme~ a POl~t~~ere an 
1 \ 

1ndl. vidual' s condition l tself rèpr,esents the nega~ion, of , 

, ' 

pOl.nt' lS reached, 1,5 not" the best treatment' no treatment?" 

, 
Leavl.ng aSlde for the moment his definition of 

,the "~hl.gher; more l.mportant good" as be1..ng "relational 

potentlal", hl s pol icy to that point at least would seern to 

be very much lnfluence~ by th~ bloethlcàlconsid~rations we 

establlshed earlier as norm~tlve. The sanctity of'llfe 

prlnc1pIe is clearly aff1rmed, and lt serves as the 

fundamental motivating ànd Ilmltlng princlple to h1S whole 

approach. But i t 'is not used ln 1.. ts vi ta'll.st sense or as , , 1 

if in opposition to quality of ll.fe consldera.tl.ons. ,As 

'weIl, hi~ pOll~y proposes an approprlately narrow and 

restrlcted mean1..ng fo~ quality of llfe, namely th~ ~nfant's 

<:'0'7.' 
, ,,--~, 

I~ , , 

, 1 
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, 
'coriditlon,' not the external conditlons or beneflt and bu rd en 

, \ 

, 
to others. - 'He J,s not unmi.I1dfQl of tl1e, infl~e\nce' of 

, \ \ ", )' , -
e'xternal 'condl tlons Or) the chIld 1 S condl t:Lon and prospects, , 

" , 

but the former shoul'd not bel 'the decisi ve factors in, 

treatment decls:Lons. He insl~ts on the dut; ta ,improve'those 

) ) , ~ 

,external factors, ta cherlsh and protect the weakest ,and most 

vulnerable of these lnfants, our neig~bours; andto ensure that 

tr,eatment declsions se~k 1 pr'lmar,lt1Y ,the chlld 1 s 'berTE;fl ~ ,not 
, 397' 

(pr'lmarily) the benefl t'of other:'s. : 

But we have p j~~ber of reservations 9bout McCormick's 
, , 1 l • 

use~f splri tuaI e'nds as the "more import~nt good" , ~hich 

gives val,ue'ta (physlcal) Ilfe, 'and the,èquatlng ,of that , ' 

m'ore, lmpO;rt~nt ,goOd/W1 th thê potential ,for human 
, \ , 

. , 

'rel,atlol1shlpS. ' , , 

In summary form, McCormick' argues. the followlng. 

,The deClslon to Wl thhold 'or stop llfe-saving treatment can 

be made in some case~ Qn grounds'that the means neéessary 

" ' 398 
are extraordina'ry (or "unreasç>nab'le") " that is. bècause \ 

1 

} 

i t, ~illJ enta'il excesS'l VB! pain and hardshlp. Iri some other 

cases treatme~t can be ~ithheld or stopped on qualit~ of 

llfe grounds, that lS, becaus'e mere physical or metabolic , 
l , 

life i~ not a v~lue in it~elf, but only lnsofar ~s ~he hlgher, 

'Values 1 1. e. l' love of God and ,heighbour, 'arè made possible. 399' 

Applled\to seTiously dls~bled newborns, if ,the potentiahty 
J 

) ,-

'. 
_' \ 1 

l' , 

" 

ri' \ \ 

} , 

• , 1 

, ' 
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fo~ human relationS 'ls'eith~r completely ladklng or 

undeveloped or completely subordinated to efforts for 
, l ' '\ l , 

, 1 ) 

su~vJ. val, ' tnen, tr'eatment is not', obllgatory bec'ause that 
\ ' \ \ 1 

Ilfe has already,achleved ltS pdtential. 
\ ' ' 

Fèw ~ould quarrel wIth the affirmatIon that capaclty 
'\ l , \ ~ 

, 
,for human relatIons lS an impor:tant human functlOtI, perhaps 

even the, most important. ' 
t, _ 

r 1 1 ~' , 

~apaclt~'or 'f~nction'the 

" But, ta make',this sIngle 'value,' 
l " 1 i 

\ 1 : 

~rlterlpn qf~hether there lS or 

lS'not a'd\.lty to puppç'rt sÇlme ,llves may,well be claimlng 

too muCh for, 1 t._ 

\ , 
, / 

First ,efaIi, relatio~al ,potential'~s-~nescapabl~ 

vague and relatIve. McCormick,to some,ex~ent seems ta 
, . , 

acknowledge tilis h1l'(ls~lf.. ,He noltes that i t is n'ot ,'a 

'detailed r~l~, or su~jec~ to'm~thematlcal precisIon or' 

S~fflcl~nlt ln 1 tself wi thout further 'de:t;aIL lt 15 up ·ta' 
) 

,physiclans ~'t~ pro~J,.de sorne ,more cOI1crete categories or 
, 1 \ l , 

, , 400 
presumptl ve b'iologl.cal symptoms for this' human ]udgment". 

, 
But Slnee such categ9rJ .. 'es or bl,o'loglcal symptoms are intended 

, , , 

to confirm the' presel}ce or aDse,nc~ of sorne qe9r~e of 

re.lational, célpaci ty, they would beg the question as to 

what degree of relational capacity should requ~re us to 

support an In~ant's I1fe. 

, ' 

, \ 
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.The example McCormlck himself p~ovldes 'of how' 
l ,~ ) 1 _ 

blOlc;>g;I.cql symptoms 'could g;t've us somethH'"1g" m0re, concl't;!te, , 
, - ! \ - \ , ," 

in faci only ill~st;ate the problem - he argues tha€ b~ca~se 
, ,p, 

ar; an~ncéphall~, 'infant has no relatlonal potèntl.al i t n~èd 

not be treate,d, whereas, a Down' 5 lnfant dÇ>es have such 
1 

potentlal and should 'be treated.' Whlle we agree, with his 1 1 

conclusl,on, -"'relationàl potential" may be only one of the 

groun~s for treat~ng the Down's Chlld and not the 

~nençéphaho . ;Surely l~'the case of the anencephclllc , ' , ~ 

lnfant, (and many others) a more ObVlOUS and sub~tantial 
, \' , ' 

reason 1s that that chlld wlll not surVlve long wît~ 
l, l' '\ 

Wl thout treatment. And what ~:t a;t r the 'degrees of~, , 

relational poten~lal betwe~n the p,hèncephallc and the- 'Down', s 

Chlld, and, even withln the category of Down's,syndrqme 

lnfants? 

Secondly,' the achlevement ,of humém relationships qepends 

not'only 6n the inherent capacl.ty t~ relate F just one 
- ,\ ! 

party to the relationshlp. How Can ,one deter:-rn,ine relatl.onal ' 

-pote~tial' wlthout meas~ring. as weIl the encour amant and, 

'in,centive tb relate, WhlCh will hopefuli~oVided to 

the dlsable'd int'ant duriIlg the course of, i t's, :pfe? Since" 
, , ' 

\ ' \ ' 1 

that cannot be known' wlth,any acauracy at the start of life, 
, , 

uSlng that criterlon as, the declsive factor for o~again~t 
, " 

treatmeni may ~ot he ju~tified. Obvlously the relatic;>nal 

1 _ 

, / 

, 1 

/ i 

'i 

, '. 

, 
, 1 
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stimu~u~ and tral~lng'which bthers ~~n provide,to a dis~bled 

" 
infant i~ ~ot a rele~ant factor in ~be ca~e of anencéph~llC 

l' l , 

ne~borns, but lt, can be :for tho5e less damage~. 
, 

" , 

Thirdly, because' the r~lational potential ctiterion 

i5 n~cessar11y vÇ3.gue and 7~la\ti ve, Ü' cannat help 'but lack 

equal,i ty, ln 1 ts application, ,and is therefore potentially 
1 _ ( l' 1 \ 1 l ' ' ', 

\-ln'] ust. 40.1 It 15 simp'ly a, tact that ,llot every :persoh, 

dH;abled o'r 'n9t, 'lnfant 'or 'not,,' has thè samé le~el of 

~~paclty to relat~.' Th~pefore ta re~uir~ a spe~lfic: level 
, ~ 

for tre~tment purpose~ is ,like+y t~ be '\.m)U5t., 

1 A further diff;lcul ty lS' th~ l.mp,ressl.on created that ' 
, ' ,\" 

expected aècomplishments o'r achievem~nts (i. e,. relational 
, , ' 

abl.litJ.es) are to,be the"standar'd for q\lah,fying:fo!'\life-
, 1 

sav:rhg treatrnent" which sugges,ts 'ex'actiy 'the sort ?f ,', " 
" , 

~e hl.mself ins~~ts ~hat 

himself reJec't5 'as hoted above,. 
\ 

'- 1 1 \ 

" ' 
\ \ l ' \ 

Wh~t'merit~,re~pe6~, a~d prot~ctiQn 

functionall.Sm MdCormick 
_ JI' , , 

, ' 

, in humans is ,not what they db pr accomplish, but what they 
1 \ \, 1 , , 

, are' - beings created. ,cherished and loved byr God. But in 
\ ' ' 

proposlng the relat~o~al abilit{e~·crit~riont he appe~r~tb, 
\ \ 1 \ ~ \ , 

be ln vlo1~ti6n of ,his own commitl1')ent ta respecting Il'fe' 

for what, it is.~02 

f~ 

<; 

, , 

1 , , 

H, 
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, , 

McCormlck 1 S trea,tment approach ~s by no means a , 

comprehen~lve po~iciy capabie of ~tand~ng'on lts o~~ and 
1 

by itself in a hospital or neonatal unit, nor does i~ 
, " 

pretend tb be. His concern lS to,prov~de a 'J,ustif;icat'ion, 

, fa~ thful to Jumeo.;-Chrl'stian theology, for a 'relatl vely 

narrow no'ti'onof quallty of, life to be the,deci:;dve factor 
, ' , 

ln sorne ct'ecls~ons' not to treat. "Relatlvely" ":larr~w that 

is when compared for instance to Fletcher's Vlews, but not 
" ' , " 

narrow en~ugh ~n our view for reasons indicated above. 
1 

But he is qui te 

supplementing 'by 

aware 

more 

that his 

concrete 

general principles need 

categOr1é~', :~nd b101ogical' ( 
, , , 

symptoms, and bY more reflection about, wh,at i5'a "r~asoné7ble" 

option vi's'-,à-V1S treatment, in cases of 
l , , 1; 1 

~eriously disabled 

n'ewborns 91 ~e'n a ';,arJ.ety of condi ti?ns and prospects._ , 

Glver: al'l ~ha-t;:.we do no,t flnd i~ McCormick'spo!;5itiQn l , 

~ 

, , ~noùgh s'peclf~cs and detall 'to knoy.) for, cer'tain ho~' h:i:s 

approach measure~ up te aIl our remainlng bioethical tests. 
" ~ 

But we Can at least dtaw s~me tent~tiv~ d6nélusions by 
~\, " " ) 1 -'" 1 ~ 

"rea~l.ng between 'the li'nes" of what hè ~ say. 

Thoùgh McCorml.ck does not expll.citly aqdr'ess the 

morall ty, or, immoral l ty of euthanasia or ~i Il ing, ib~ 

, \ ' 

rejection appears ta be lmplicit in hlS strbng insistence 
) \ \ 1 

upon the sanctlty of lifè and its God-givenland'God-cherished 

nature. As weIl. h~s explicit concern throughout is te 

li 
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Justify in sorne circumstances the withholdlng of Ilfe-

sustainlng treatment, not kil1ing that newborn by act or 

omlssion. The sarne point would seern to ~pply to the 

contlnulng dut y to provlde care and comfort in the event 

that theraj)eutlc treatment is de'emeà to be"useless. He 

does not explicltly deal with the point made so strongly 

by Ramsey, that the dut Y to care continue's even when , 

efforts to cure or save Ilfe cease, or the additional pOlnt 

insisted upon by Zachary, that caring treatment can be 
, ! ',. 

called for not 'just,' 1~ order to save a life but also to' 
~ " -... 

... ~~!' 

preserve fun~tiori, for whatev,er period that inf'ant lives~ 
, ' 

\ 

Though h\does not ~XP,~~~i tly add,l1€ss 
l , 

commitment ~o acting always in the infant's 
\ ' 

these points, his 
o l '"1 ,. 

best ü1,terests 1 

and to the pr~te~tion of the,weak and most vulnerable 
\ ' ' 

implles 'col)1tin~tng care' and copcern for' the' lnfa~t whether 
\ ,,' 

treated therapeut\içall y~'-or not'. 
, ~, : " 

As regards anob~~ of our tests, that of,protecting 

and treating equally or )airlY the mentally and physically 

dlsabled, the geri~ral principles and orientation of his 

policy - e.g. the rejection of unjust ~iscrimination, the' 
1 

centrali ty of benefi t to the 'patiént l, and the' dut y tci" 
ù 

protect and cherish the most vulnerable of our neigh~~urs -

would seem to ensure that the mentally disabled infant would 
, ' 

be safe from discrimination under his policY. Unfortunately, 

'" . 

" 
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, . / 

however, it i5 hard to,seé how his quallty'of lifa crlterion 

.,of relational potént~al~ty wo~ld not put the mentally ... 
, 

disabled infant at greater r~sk th an the one who is only 

physically d~~bled. The capàcity to establlsh and malntain 
~~', 

hu~an relatlonshlps 15, after aIl, largely (though not 

~excIusiveIy) dependant upon intelle~tual'andlemot10nal 
• .' 1: 

abilities, both of WhlCh the retardeâ infant will be in 

short supply of to one degree or another. 

McCormlck would no doubt reply that,' yes, there~ll 

of course be discrimlnation, but not unjust discrlminatio 

giyen the differences in capacities and potentialitles, 
o • 

. 'and t~e focus on the, infant· 5 benefi t. That may of course . .-
be so when the'newborn is accurately diagnôsed to be with t 

any capaclty to relate (e.g. the anencephalic tnfa~t). In 

?uch cases it may weIl be to the infant's benefit not ta 

initiate life-saving treatment (which may not even 'be 
, 

possible). 1hat degree of retardation is likely to be . .., 
ac~ampanied by other very serious physlcal problems and 

/ 

impairments~~and the infant wlll elther have no interests 
'. 

at aIl, or to treat it thera~eutically would be to inflict 

or perpetuate excessive hardship. But for relatianal 

incapacity less than total, it is difficult, if not 'impossib~e, 

to establish the point a~.which it i~ truly beneficial, hence 

net discriminatùry, te allcw it ta,die . 

• 

" 
r, 

.. 
-"'; ..... - ___ ...,-_ ..... w._ 

" ' 

" 
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After all, how ,much relational capacj ty, and at wh9t 

level of mentation'(as opposed to less intellectual and 
" 

'more inst1nctual levels) 1s to be considered enough to . , ' 

ind1ca,te nurnàn potentiality Çlnd hence treatment? Can that 

quest10n really be answered w:th enough conse~sus and 

pl"ecision to formulate concrete b10logica~)symptoms and 

criteria to conf1rm its presence or absence? One doubts 

that this can be d~ne- w1~hout much subjectivity and 

arbitrarlness. If that is sd, this critérion of relat10na~ 

potentiallty is llkely t? further encourage that tendency 
... 

noted earller~ to apply far less rigorous and careful 
\ 

standards ta treatment decisions for the mentally retarded 

compëi1red to those who are only physic,ally hand1capped. As 

weIl, there would ~nevit~y be unfairness within the! 

, , 402a 
mentally r.etarded category '~tself. 

C-. • 
" ",' ',:. Wi th regard to parèntal decis1on-making authori ty, 

McCormiek' 5 POliCY: do~snot establish any speCifie, gUi~l1nes •• 

nor does he even dis~uss 'the issue. ~owever, the gener~ 
principles ~nd ~oals bf his policy, especlally those of 

benefi tting and protecting the infant andavolding unjust 

disciimination, would se~~ to' rule out allowing parental 
'. 

decisions preJudicial to trye infant's welfa~e to be 

decisi ve 1n opting for, or against treatment. Tha't th~s", -, , 

is'indeed McCormick's view 15 further confiprned by his 

... .) - ri " 

• , j , 
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" , . 
" disapproval' of the outcome, in the farnous "John Hopkins 
\ - i 

c,ase", ,in which parents l"efused permission to cOrrect the 

intestinal blockage in their Dawn's syndrome child, the 
, . 403" 

doctqrs acquiesced and the baby died by p'tarvatl.on. 
. 

As regards the1rights of pa~ents, that i5, those of norrnally 

being the decision-makers',' and of being' infarmed about their 

\ chiid's condition and the treatment options, McCorrnick 

affirms triat i~ the majority of cases. including those 
j 

which fall into the gray area, ":.. indi vidual decisions 

will ,remain the anguis~1ng on~ses of parents in consultation 

wi th physi cians Il • 404 

~Given both the generality of McCormick's policy, 
.;;:..- ~ 

~ )' 

and the vagueness of his relational potential cr:-iterion, 
of 

his approach is certainly not a'closed one. Tt is very 

·definitely open to new rnedical data and challehges. The 
~ 

v,ery fact that l t needs s~pplementing {as McCormick" 

'~cknow~edges L br mor,e ~peciric éategori~'s and medical 

crit~ria, urid~rlines- its open and potentially evolvin~, 

n4ture. In sorne respects that'is a very definite plus 

factor, espec1ally when, compared for instance ,ta the 

exce~S'iVely deta'1led a~d "frozen" ,~riteria used by LOl·"ber. 

~ut~ as already irnplied above, in sorne respects his approach 

is not open enough, that 15, open to aIl the ethical 

prio~ities and'principles. In view of hi~, relational 

. -
\ "1.. 

, .' 
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capacities standard, one of these threatened values is 

~hat of fai~ness. At the same time hi~ policy betrays 

sorne lack of caution, ln that capaci ty to have human . ' -
rela~lonshlps is altogether tpo contentious, vague and 

,J 

variable ta play the defl.n:Ltive normatlve ~role, in o~r \ 

plurall~t context gi~en to it by McCormick for sorne càses. 

Interdlsciplinarity does not.appear to be a major . 
feature' of McCormlck ',5 treatment polfty,. though he Qoes 

n leave more than ample room ,for contrlbutlon "by physiclans 
.f 

,·,,1. 

te such a pOllCy. It 5eems fairly clear from what he writes 

that in hlS view~the role of ethics and ethicists in POllCY 
i 

maklng 15 that of establlshing,on solid moral grounds the 

general ethical principles, priorlt~es and. criterIa in the 

form' of guidelines WhlCh should underlie the more specIfle, 

medical categorle~ ~r blologlcal:syrnptoms serving as the 

operative crIteria. But these latter crIterla are for 
f ' 

physifians, not ethicists to provide. To thlS pOl.nt we 

agree fully, ~hou9h ldeally physlCl.ans will'also have 

important ethlcal In51ghts to contribute to'the general 
'ft , 

ethical princlples and priorltles. 

But where hlS approach is somewhat deflcient is 

the implication that once the ethlcists have establlshed 

those general princl.ples and values, they then.back off, 

, 

" 
" 

, ,\ 1 

9' 1 
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and leaye physlclans a free hand in effo;ts to make 

the speclfic medical/blological crlterla conslstent wlth 

the general prlnclples and values. But ln our Vlew that 

would be an abd1catlon of one aspect of the ethlclst's raIe 

ln contrlbutlng to pollcles. It is of course true that the 
1 

med1cal experience and wlsdom of physlc1ans makes them . 
~ -4 .1 ..... 

• \ uniquely equipped to propose the speclfic medlcal condltlon~ 

, .... 

and criteria which could be dec1slve for or against 

treatment. But the ethlclst should retain sorne role in .. 
judging thelr moralit~. Th1S would espeç~ally be the case 

when the general et~ical quality of life standard is as 

vague and open-ended as that of "relatlonal capacityll. 

It invites subJect1vlty and arbitrarlness in the 

medical/olologlcal symptoms and hence requlres ethical 

reV1ew and evaluat10n of those symptoms. 

A point made above (p.182b) should be recalled here, 

namely that Just because a newborn treatment pOl1Cy lS to 

apply in a hospltal or neonatal unlt does not lmply that 

phys1clans alone should formulate 1t. These pollcles w1ll 

lnevltably have large ethlcal and'publ1C pOllCy quotlents. 

Glven that publJC pOllCy dlmenilon, the law too has an 

important role to play. McCorm1ck, however, does not refer 

at aIl to the publlC pollCy dlmenslon or the role of law. ~. 

<{ 
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Whatever our judgment of sorne aspects of' McCorrn~ck's 

pol~cy, ~t lS ~ndoubtedly partic~patory in nature. He ~s 

on the one hand clear and emphatic about nlS pOlnts of 

vièw and convlctlons, but at the same tlme he concelves 

h~s approach as only a contr~butlon towards a policy 

requi~lng the lnslghts and experlence of others. He goes 

,to great palns to assure us that hlS approach ~s not totally 

original and personal, but shares a great deal wlth the 
, 

Vlews of many other bioethlclsts, and he ~s prepared to 

debate w~th and take serlously those who dlsagree wlth 
l 

405 him on one or more pOlnts. 

C. Ramsey's medical indicators pol~cy 

The two most dlst~ngu~shlng features of Ramsey's 

treatmént policy are f~rst of aIl h~s cho~ce of a med~cal 

ind~cators approach rather than the ordlnary/ 

extraordlnary means or the qual~ty of llfe approaches, a~d 

\ 

secondly, h~s inslstence that even when curatlve treatment 

ceases (because the patlent ~s dying re0ardless) there is a 

contlnulng obllgation to care. Most of our descr~ptlon and 

evaluatlon of hlS POllCY ln the l~ght of our b~oethlcal tests 

406 Can be related ta these two legs of hlS poslt~on. 

Underlying both of them and blndlng them together 

is Ramsey's strong comm~tment, already noted earlier in th~s' 

theslS (pages 88-95), to the sanct~ty of lnd~vidual life: 
, " 

\ ' 
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The value of a hum an llfe is ultimately 
grounded in the value God is placing on 
it ... That sacredness is not composed 
by observable degrees of relatlve worth. 
A llfe's san~ity cons1sts not ln lts 
worth to anybody ... 407 

Ramsey's flrst concern, the on~ evident in hlS 

choice of a med1cal inèlcators pollCy, 15 to remain focused on 

the obJect1ve condltion of the patlent rather than to the 

wishes and subjective preference of varlOUS part1es involved. 

That was, he acknowledges, a strong point about the ôrdinary/ 

extraordinary means approach - lt tended to foeus on the 

patlent's cond1t1on and the available medlcal remedies, and 

whether a pat1ent 1 s refusaI of treatment amounted to "choosing 

death" (l.e. reJect1ng an ordlnary treatmentl or rejeet1ng an 

excess1ve haràsh1p (l.e. exceSS1ve eosts, too long a journey, 

repugnance of d1sf1gurement, unw1Illngness to leave home). 

But he feels that a rnedlcal lndicatlons pOL1Cy lS preferable. 

It too focuses on the obJectlve condltlon of the patlent, but 

avolds sorne of the arnblg~ltles of the rneans approach (WhlCh 

ln h1S vlew lrnpl1es' a' "customary rnedlcal practlce standard"). 

He refers to the terrns "ordlnary" and "extraordlnary" used 

as a treatment gUlde r as "cumbersome, opaque and 

unlllumlnating. ,,408 
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But hls'main'reason for reJectIng the 

approach IS that that approach was meant to be applied 

by patIents who could make thelr own' cholces, and not 
. . 

those already dyIng, and by those whose Il ve&,:could be 
1 

meaningfully prolonged by herOlc means. 
. ~' 

He w'rï t~s: 

,. , 

• 
, , 

Today we are begInnlng to thlnk It may\be 
rlght to 00 unto others (1. e. refuse \\ 
treatment' fQP'volceless patIents, whethe~ 
dylng Or not) as conSClOUS competent 
patIents ln former tlmes could do for 
themselves (refuse extraordlnary or 
hèrolc means and sorne standard ones as 
weIl). Thus the orIgInal meanlng of the 
ordlna~y/extraordlnary dIstInctIon i5 : , 
applled to cases for WhlCh l t was neve'r 
intended. That leads stralght to qual~ty
of-expected 11fe Judgments in the case of 
the desperately III or "incurables" who 
are ~oiceless. We are beglnnlng to thlnk 
of them as dying.409 

1 He therefore opts for abandoning the ,"means" 

approa6h in favour of a medIcal indIcatIons approach. That 

, ':' pOlicy-.can be slmply descrlbed. It first of aIl assumes and 

includes making a clear distInction between the dylng and 

: :,' those not dYLng. For those who are dylng and wIll dIe despite 

l, ~,treatment, attempts to cure or save Ilfe are no long~r 
\ , 

,~edically indlcated. Instead, we must provlde them wIth 

,e. 

l , 
care and comfort whlle they dIe. For those not dylng, thlS 

pOllCy 1nsl sts that they should be treated (not "allowed to 
" , 

J ' s;:he" Slnce they are not dYlng). The questIon ln their éases 

not be1ng whether or not to treat, but choos1ng between 

, ,,' 
, # /~ 
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treatments, choosing the partlcular treatment Whlch 15 

medlcally lndlcated ln Vlew of the patien~'s condltlon. , , 
<:.> 

In Ramsey' 5 vievJ such an approach 15, " ... a more subtle 

and mor~ p~tlent-orlented modulatlon of what was meant by 

410 ordlnary /extraordlnary ... Il Yet l t remalns ob] ecti ve as 

well as patlent-orlented becaus~, " ... a comparison of 
r , ~ 

treatment5', Ol'l- of\,treatment Wl th no further curatlve 
~~. . 

'.4 

15 ob] ecti vely relatIve to the patlerit ,)S, .. r -treatments, 

preseht condl tl'C!? - not to Sorne notl0n of stan,dard rir~çiiC2tl 
.. ( f\ .1 

h ;;., d ,,411 care ln a p yS1Cran s mln . 

, 
Barnsey is partlcularly emphatic and absQlute iri 

his r~jectiort of quality of 11fe conslderatlons, and i~ 

partlcular ln hlS d~sagr~ement with McCormlck's approa~~ 
,and hlS relatlonal capaclty crlterlon. He accuses him of 

shiftlng the ordlnary/extraordlhary means approach away from 

the con5ClOU5 non-dYlng patlent and erroneously and 

dangerously applylng lt to non-dylng patlents lncapable of 

sharJ.;hg ln that deC1Slon. It 15 applied: "to a non-dYln\ 

a gerlatriC\ 

patient's lost further potentlal ... McCormlck takes the 

~-patient's developmental human potentlal or to 

step from dlscusslng whether treatments are ln some mea5ure 

beneflClal to patlents to d~scusslng whether patlent's 

1 412 
lives are beneflclal to them." 
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To examine and evaluate Ra~$ey's'posltlon 

regarding quallty of life, and to determlne the implicatIons 

of his medlcal Indlcatlons pollcy, we move now from hlS 

general framework to the speclfIc context of the severely 

dlsabled Infant. 

Applled ln thls context, Ramsey wholeheartedly 

approves of Dr. Zachary's treatment pollcy WhlCh was 
\ 
described and evaluated earller ln thIS thesIS (pp.284-298). 

ln hlS Vlew Zachary's tests for no treatment dlffer 
'" ; ... «"---

" ' sUbstantlally from McCormlck's and comprIse an excellent 

example of a medlcal lndIcatIons pollcy Slnce he asks only 

whether the ChIld's death 1S lmpendlng or whether the woun~ 

413 is Inoperable. ' 

Ramsey concludes about d1sabled newborns, that 

the same dangerous fusIng of two qtn't~:~d.ifferent categorIes 
\ ~~. 

takes place as noted 1 Wl th adu,ft, P?~~_en~5'" - the dylng and 

the non-dYlng patIent. Many handlcapped newborns are born 

dYlng and may weIl be beyond curat1ve treatment. In these 

cases the grounds for not trea~lng are that lt cannot help or 

mlght make them worse. But many who are "benlgnly neglected", 

not ·belng treated and "allowed to dle" are not ln fact dylng. 

Instead, wrltes Ramsey, the y are being pu shed to dle (e.g: 

as Lorber appears to be dOIng by over-sedatlon and 

, l' 
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starvatlon) . The non-dYlng.should be treated act1vely, the 

only question being the cho1ce of treatment depending on 

the Ch1ld's condltlon. 

He takes serlOUS lssue not only wlth Lorber on 

not dlstlngulshlng between the dying and non-dylng, but 

also with Duff and Campbell who reported the deaths of those 

. W1 th severe lmpal rments but not dylng as hav1ng been "perml tted 

to dle", no doubt, adds Ramsey, because they were not 

414 treated. The standard for lettlng a dlsabled newborn 

Ch1ld d1e, lnslsts Ramsey, must be the same as that applled 

to a n~mal Chlld. A normal Chlld wlth a bowel obstruction 

would be operated upon to rem ove lt - the same should be 

done for a Down's syndrome Chlld wlth duodenal atresla. 

As far as Ramsey lS concerned the "benlg,n neglect" 

of non-dylng defectlve lnfants lS slmply a form of lnvolun:ary 

euthanaSla, both ln the eyes of morality and the law, for: 

... when care lS not even attempted ln the 
case of Gefectlve non-dylng lnfants, there 
lS no morally slgnlflcant dlstlnction 
between actlon and abstent10n. Morally, 
what ln this case lS not done lS the same 
as dOlng. The ben1gn neglect of defectlve 
lnfants - who are not dylng, who cannot 
themselves refuse treatment, who are most 
in nyed of'human help - lS the same as 
directly dlspatchlng ~hem ln voluntary 
eu~hanaSla.415 

, ..... 
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He argues about the defective 1nfant sltuation as 

he d1d about adul ts, that the cont1nuing use of "ordInary" 
"-

and "extraord1nary" beyond the context of the conscious ~ 

patIent 1S one of the pressures push1ng us towards Involuntary 

euthanaSIa. As weIl, he fears that 'act1ve Hlvoluntary 

euthanasia 15' thereby made more attractIve and 11kely: 

Tt happens ta be a good moral argument 
(granting the prem1se, WhIÇh l do not) 
to ask, 1f we ,may W1 thhald medIcally 
Ind1cated treatment (or only glve ' 
treatments called for by qual1ty of 
1Ife expectatl0ns), why may we not 
dIrectly kIll 1nstead? Nonvoluntary 
euthanas1a and Subst1tuted judgments 
about fortunate death wIJI be the terms 
that ease our passage to direct kl111ng.416 • 

Ramsey emphat1cally reJects the attempts bi Fletcher 

anà others to f1nd "ind1cator-s of personhood" as being an 

attempt to play God but not the way God plays God, for, 

" ... there 15 no Ind1catl0n at aIl that God lS a ratlonalist 

whose care 15 a funct10n of Ind1cators of our personhood, 
. 

or of our ach:î..evement wi th1n those capac1 t1es. He ma~ces his 

rain to fall upon the Just and the unjust alike, and h1S 

417 
sun to rIse on the abnormal as weIl as the normal." 

to seek such 1nd1cators lS m1sguIded he clalms because, 

Even 

" ... 1 t would launch neonatal med1Clne upon a trackless, 

ocean of, uncertainty, dlrectly into arb1 trary winds". 418, 
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What'is leg1timate he malnta1ns lS a med1cal 

~ndlcations POl1CY, Qne requiring a: 

... cholce among benef1cial treatments 
and ,a sImple refusaI to use medlcally 
nonbeneflclal measures. The questIon to 
be asked concernlng nondylng patlents 
incapable of consent 15, what wl11 help, 
what wl11 ease? To contInue dlScusSlon 

'of these cruclal issues under the 
al ternatlve "to save or let dIe" forces 
an ethIclst or a physIcian to move from 
consultatIon about cond1tIons of life that 
are benefIc1al to the possessor thereof. "419 

\, 

Before movlng on to cons~der Ramsey's applicatIon 
1 

of the contlnulng obllgat1on to care to the dlsabled lnfant 

context, we should comment on the slgnIflcance and 

lmpllcat10ns of hlS medIcal ind1cators pOllCy. The trïp'le-

barrelled questIon to be .answered lS whether a quall ty of ' 

llfe approach really is necessarlly as threat'enIng to the 

sanctltyof llfe as Ramsey malnta1ns, whether a med1cal 

indIcat10ns policy is, as he lnslsts, a marked Improvement 

upon the "means" approach, and whether a meèical indlcations 

~pol1cy really can be totally insulÇl,-ted from quality of llfe 
1.,," J 

conslderatlons as he clalms. We are not persuaded that any 

of these questIons should be answered with a clear 

afflrmatJ.ve. 

\ ..... 
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~;,' , 

~ .. , ;( r' 

".'~ ": 
, " As have indicated several we times' earlier in 

this·~tudy, the Judeo-Chris~ian ~~sisténce upon the , , 

sanctity of indl.v~dual l~fe does indeed oblige us to .:: 

incorporate as essentlal factors in ~reatment policies 

elements such as fairness, Just~ce and oOJect~vity. 
c • 

-1 
i. • Excess~ve subJectiv~ty and arbitrariness are clearly 

inlmlcal ~? respect fo~ indivIdual d~gnity. We therefore 

agree wlth Ramsey that the standard for letting a disabled. 
~ 

newborn.child die should be the. sa~e as that applied to a 

normal child, or as Zachary put it, that just because'the 

.-;' newborn ~s li ttle, helpless and unable to soeak lS no' 
1 

excuse for not extend~ng the same considerat~on and expert 
" , '- . 420 

help cons~dered normal for an adult. We also agree with 

Ram,sey, for reasons already indi'cated, that McCormlck' s 
1 

!:'relational capacIty" may well be too personal, subjective .,' 1 . 
. ~nd o~en to arbItrary InterpretatIons to serve as the 

single all-encompassing quality of l life crIterlon. The 

same lS true for Fletcher's "lndicators of personhood". 

And, finally, we agree that non-dylng disabled Infants 

should normally be treated and have their lives saved and 

that the decislve consideration should"be their medical 

condit~on. 
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,But that said, we do not àgree that ~>quality 
" ,1 , 

~f '.1~'(~ or, 'e~ep~ed-q~allty-of-.11fe factors are always 

o\"r~':'o,f-order fcir the non:-dYlng, and, alw~ys incom~atible 

,w~th 'the sanctity of lifé principle. 'Relatl0nal potential 

andlndicators ~f ~umanho6d may weIl be too va~~e apcl 

achiev'ement oriented. ,But surely it dep~nds upon ~ 
, 

qualitl.es br condlti-ons are at issuel,...-whether $ubJ~ctivity , 
, \ ~ \ 

" , 

anG abuses cah be minlmized, and whethe. 'patlënt benefl,t, is 

, , 

'.' 

\ ' / -, 
, '~\ ~ 

\ _ _ J. ... ; ,r~ 

/ l , 

, -

the primary concern. " ... ' - 1 

, ' 

F~~st o~ aIl, Ramsey'regreté t~at the ordina~yl , , 

extraèrdinary tneans appr'oach is often' appl'ied beyond i,ts " 
-- ~ l ' l ' 

, "1 

or,iginal context, that of the' nOr)-dying', and,' c'ompeten~ 
/ ~ ~ 

l, 

, ~ 1 0' 
~ . ~" 

, , 

" 

, , 

, , , 

, 1 \ 1 

.. \ 

, , 
, ad~l t. ''fout there ïs n~ ~nherent 'reason"why ,the "ex€éssi vely 

, , 
\ 1 l'" 

burde1"lS'Omè"~ c~iterion,. ~eg:irti'~ately,' used"by competent adul ts 

to : r~fu~'~ av~l~ble 'll'fe-saving" treatment 'acco~àing to the 
,- , " . 

means ~pproach, 'c,annot in sorne' c'ases be applied by physiciàns 
) , \ , 1 ~ ,1 ~, l ,'\ j' \ 

, a~d fanlllie~ to, ~isablecf r:o,n-dying infant~,.;- ln >effect 
, , 

,_ t!;tat c,ri teno,n focus.es on, thE! quali ties of' ,li,fe whl.ch woql4->l.' 

be affected if treatmènt were undertaken '- e. g:' leavHl~ 
t 

,11ome, disfigurement resul t'ing from the opera'bon, the 10ss 
r 

,'of an important rneansof ,communicatiém such as speech, etc. 
, 

T~ere ~eems no ~easqn to conclude, as does Rarnsey at least 
-

by implicat'ion, that families and physicians cannot mak-e' a " 
" 

reasonable judgrnent as to whet~er the burdens resulting from 

<i ' 
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, r ' ~ 
. ' 

" ') \ a:n." ~~era:ti.o~ on a 'n<;>n-d,~i.ng· seriously disabled child, rnight 
J " ~ '" " ... 

, ii'npo~e an ~xc-ess'l~e b~~de~' ()~ that infaIlt, therel;:>y ma~in9", ,'," 
~ P 1 ~ 1 ~ '1 - \ .. 

the treàtment "~:xtraordlnar.y". ,1 

, 

~, 1 • 

, " , 

\ ' 
, " 

\ , 

" -

, of course ~here are dange~s, and absolute 
i ' ", , , 

J ' 
'. 

" 

l , 
'" ( -- - ~\ ,t \ r 

, , . ' 

, ," 
,obj ectivi ty, and cérta:i"nty cannot' be guarantefi!d" but ~'o ' :-" ." 

\ r ~ \, \ ) 1 1 -, -' ~" ' 

, 1 \ < - ..... ' 
, .', 'appr:-'oë\ch', includ~ng a m~dH:al i'ndicat10ns one can\excluoe 

- .... f" ~ ~ , - ___ ' \ \ ~ 

. ' ili." sUbJ e~cti vi"'çy '.pt' :t:h,è need ~or, medical judgment in the 
, ' 

.d1agn05is and prognosls. :' To d~ny the avallabihty of this 
.. ,.. 1,' : 

\ 

-, , 

) . 
" \ 

( 

.. CI 

1."" 1 

~ - j , 

1 -
, , ' 

in!lerently quall ty of life approach to thenon-dying 

disabled infant couldbe 80nstrued as a form of 
• 

discriminatIon and unequal tr~atment. To allow it is to 
r 

./' ' , 
" find Ramsey,' s medical' indic'1~t'brs policy deficient in the way . , . 

he appIles it to the noIT7dying disabled infant - rather than 

,l', --just"'involvlng a "comparison, of (curative) treatments", it 

, , 
'shouid include as weIl the possibility of no (curative) 

treatment at aIl. 
" 

.. 
Secondly, as not'ed aboye Ramsey argues ,that quali ty-

of-expected-life concerns force ethicists and physicians 

-ta move from, considering, "beneficial and nan-beneficial 

treatments" (alone), to, then considering "condi'Ùons"'Of life 

that are beneficial", and final1y, "to -th~, possessor thereof" " 

B.ut how t!p.n 0x:e make an Informed 'judgment about' whether a treat

ment .:ts or i5 not "beneficial" without'making a prior prognasis 
J 

and judgment about the "conditions [i.e. qualities) of life" .. 

,. 
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l " 
, " 

which w~ll 'be afrected, improved· or limi ted by the treatment's 

·under C0risid~ratJ.on, and whether one (or al1) of the-

, ,f avaJ.).able treatments could reasonably be construed as l ikel y , 

ta make things worse by imposing an excessive burden? to,', '. 

propose the sort of wall Ramsey, does between' {stri'ctly) 
, \ 

medical indJ.cations and the con~itions res~lting, verges ori 

'a vitalist policy, and/or would seem to limit treatment 
l ' 

decisions only to pre?~nt me<;Ùcal conditions to the exclusion. 
" 

of prognoses about longer-rarige 'resul ts fOF the whole patient. 
1 

It would seem to us then that a policy based upon 

a choice~between me~cally in~icated a~d non-indicated 

treatment cannot reasonably exclude weighing sorne quality 

of life implications ~nd including them in the calcula~ion ' 

as ta what treatment 1S or 1S not indicated. ln the flnal 

analysis real disagreement would s,eem to be more about what , 

patient condlt1ons should count as legitimate quality of 

life consideratlons. 

It is by no means clear that Ramsey's medical 

lndications pOllCy 1S a rnarked improvernent on the ordinary! 

extraordinary me~ns approach. The latter may weIl be 

ambiguous. but Ramsey is incorrect to imply that the 
( 

preva111ng interpretat10n of "ordinary" is that of "usual" 

and that the approach focused exclusively on p classiflca~ion 
1 • 

of the treatments themselves to the exclusion of the 

. . 
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\ ' 

;:>arti,cUlar pirc~,,-stances and condi tians of. patlent~'. 
.. 1"'... ' 

Ph,ys1cians: (and -ethicists') 'are "s'ophi~t{cated enOl~gh to 

Most 

, , 

hpve'been well'aware that what i5 ordinary or extraordinary 

depends in the final analysis ory the patient's condition, 

cirèuil'Ist,anèes, and procinoSis·. As indicated apove. that 

-this i's ihdeed the 'preva1ling v~ew '1s confirmed by the 

421 \ of pnysicians. s~~veys 

,--
No pol:i,.cy fbrmulation alone, wh,ether "ordinaryj 

,extraor<;linary". "quali ty of li fe" or "medical indications",. 
,., " 

" 
provldes wlthout further detail thé objective features 

which will make a -treatment '''ordlnary'', or "indicated". 

Ramsey does not tell us i;; the formula i tself what i t l's, 
l ' 

that will make- a treatment "indicated" t n~r are the notions 

of "curàtlve" treatment or "dying" patient read'ily 

l, tr~nsparent. ~s McCormlck for example has pOinted out. the 

no~i6n of "curative" has many levels - it cou rd mean for 
.-' 

example simply staving off death, or it could mean full 

422 
recovery, or varlOUS stages ln between. Whatever the 

partlcular termlnology of the policy label then, lncluding 

Ramsey' s, they can all be somewhat "cumbersome, opaque and 

unillurrnnatl.ng" Wl. thout further c~arlfl~atlon and 

explanatlon. 
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the""rneans" 
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Nor are pohcy, ' th'e .. quall ty of lifé", 
1 

,policy or the' "rnedica1 indicators" policy necessari1y free 

',' . of potentlal abuses sl,lch as exc~ssi ve subJ ectl vi ty, 

discrim1nation or arbi trarln'ess. - In each case l t i5 no_t 

• 

~he termlnology or label WhlCh counts, but the meaning a~d 

appllcatlon given to the policy and 1 ts terms. It is hlghly 

doubtful that anyone can support ~ claim that the,' "mean~j, 

approach protects life better than thequality'of life ' 
\ ' 

approach, or vice-versa, or that Ramsey can support 'h1-S 
, 

.clalm that a medlcal indlca~ors P?licy clearly protects 
, , 

newborn life better than-the others. It depenqs mairyly ·c;m, 
, 

where the 1Ines are dra~n ln each case and npt on the 

language alone. 423 

, ' 

We turn now to the second leg of Ramsey's 

policy, hi5 1nsistence on the continuing obligation to care 

for the dylng. His general posItion ln that regard was 

already described earher ln the thesls (p. 91) . Here the 

focus lS on Its appllcat10n to the context of the newborn 

infant, and speclfica11y on a pOlnt deal t Wl th at sorne 

length by Ramsey - lS l t ever morally perml ssible ln the 

case of the dylng Infant ta Shlft from carlng to kllllng? 

In other wards, lS aetl ve euthanasia absolute1y prohibl ted 

ln his policy, or are there exceptIons? 
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By'way ,of preamble we sbould note that Ramsey 
'(r \.. • 

offers ho examples at al'! of except10ns to h;LS princ,iple 

'that equall y V1 gorous, treatment should be gl ven to 

,non-dy1~g) dlsabled newborns ,a& to the non~dlsabled. He 

d d th f h 1 · b 424 oes cbnsl er ,e case 0 the anencep a 10. new orn', 

,a' case where McCorm1ck' feels i t 1 S J ustl fied not ta ,treat'. 

6u~, Ramsey's pos~t1on is tbat treatment should not eve~ be 

a~ 1. ss~e ln' thl s case, b~ca,use such infants are already 

, - , 

:~! -JI< ' -, 1 

. ~,:'- ':b()~n dying and the~e:fore the moral i ty of lettl.ng' die ,cle'~'riy" 

, 1 

, \ 

qppll€S.' He goe5 on to argue (persuas1 vely, ,ln our yiew) 

\tPlat in fact such an' lnfant (thou~h 'generlcal,ly 'human) il~-
\ , 

not in reallty bern alive S1nce it 15 lacking a brain 4i5 

and th,erefore does nat èven "enter the human commun:i, ty" or 

make a clalm to our care and protection any more than does 

a bra1n dead adul t on a heart-Iung machlne, Tha \: bel.ng 50, 

we are not only j ustl fled ln WI thholdlng Ilfe-prolonglng 

treatment from such infants, but lf they perslsted ln 

llvlng ln that cond1 tlon (WhlCh they do not), we should be 

wIlllng ta "klll" them. As he goes on to note, however, 

to speak of "klll1ng" them is a mlsnomer Slnce one can 

comml. t homlclde only on those born allve. 

",.. 

But can there ever be exceptlons to hlS moral rule, 

, a (one we have endorsed and adopted as one of our bioeth1cal 

tests) that we should never abandon the care of the dying? 
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Earlier in tl?is'thesl.s '(pp.93-95) we butlined Ramsey's 
, " 

\ i \ , , " 

" 1 \ 

l '.' 
, ' 

, ,\", ',', _: ,_~'~,ai and tentatl ve response (provided l.n l':lis 1970 book 

, ," The Patient as Person), namely that there could perhap.s be 

,\ two e~ceptlons, - one being wh~n the- dyl.ng person ls 

1 -

\ 1" 1 

, 1 

,/- ,.' 

'" - , , 

, , 
1 / --' , 

, , 

~ 1 ~ 1 1 
, " 

\ ' , 

" , 

i c~mpletely' and i'rrevèrsibly beyond our reach and çare, 
\ '; 

when' i t has become a matter of indl.fference to that' p'e'rson' .,1" . ' " . , \ 

whether or not we contlnue to provl.de care; the se,cond 

example be:Lng those lnvolved :Ln a pr<?lollged dyi,n~, pr.9:t:éss 
" , 

who are ln lritractable pain. For both cases Ramsey " 
, ! ' , 

acknpwledged that by exceptlon hastening their death'by , ' , ' 
"" 1 \ 

, , ,actlve 'euthanasia w.o\.lld be mori311y perml.ss,it;>le. "' l '. ~'" 

il 

He returned to tnose exceptions sorne years later 

(in'his 1975 Bampton lectures, revi~ed and ~ublished in 6is-. 
. - , 

1978 book Ethl.cS at' the Edges ûf Li~e) to apply them'to 

d15abled lnfants and to re-evaluate ,them ln the light of 

earller crltlcisms. Rômsey flrst of aIl proposes an 

example of a blrth defect of a terminally 111 lnfant which 

isso severe that ln hlS vlew lt puts hlm beyond humqn , , 

care and may abollsh "the moral dlstlnctlon between~~'lways 
426 

continulng to care and dlrect dlspatch". That example 

" 

15 the genetlc defect referred to as Lesch-Nyan, There 15 1 

apparently, no therapy for lt and lts victims suffer 

uncontrollable spasms and mental retardatlon. When thelr 

teeth begln to appear they do great damage to themselves br 
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- )", , 

, , 

,t::>tting 1 gnëiwlng, ~hrpygh and self-mutilating any part of 
, J 

1 - __ f , ' ,,", .. \ 

l ':thè-ir' own bocHes tlley' can reach. ,They are in Ramsey' 5 
, \ 1 - -

l ' , . " \ ""', ',,' viE!~ '~eyond care', 
1 \ .... , 

l , ' 

\ , , 
\ , 

" \', " 
.. ~, ) > -

\ " 
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l, , 

, But in thè l.'igl1t 'ofa, ,numt:)er of critl,è,isins, Ramsey 

\ - \ \ 1 \ f , ~ " ... '\. \ " 

, ' a retractibn-" as to the existence of eXCE'ptlons to tne moral 
/ -' . '\ .. 'I,:"" \ 

,_ 1 \ ...... ' 

" 
,\ . 

,1 

"Ci 

" 1 

',( 1 

prohlbltion against kll11ng. He first of aIl ~nsists that 

: \, i, "', '.ornY tôtal acces~ibility could Justlfy the end to the 

',' 
',' 

',' 

(' ' , . 

'obli'gptlon to provide care:, which would l'lot threaten the 

p:rinciple that there ,is à c;ntinuing obligatipn ,to provl~e 

ft, but simply'acknowledges there is ~ poi~,peyo~d whi~n 

lt Cànnotgo. Seco,ndly. he makes 1 t clear tha't these 
, 

excepti-qns ~re Just that - not proposed as a "rule of general 

practic~". but only provlding that 11':1 exceptional and 

indl~ldual lnstances one may not b~ morally culpable for 

contravenlng the general rule, H1S exceptlons in other 

'words were not meant to be turned lnto the rule of general 

practlce sorne others have made of lt Thlrdly, he lnslsts 

that his only lnterest was in "whether there ever cornes a 

time when the care of a human agent ... no longer reaches 

the subject cared for.,.", 427 and never that: 

c , , 

') 

.\ . 

, 1 

, , , 

-, ' 

-' 'e , 
, , ~ 

" ' 1 

1 ~ ) 

" ~ ~ 
" ' 

, , 

, ,\ 

, ' - . , 

, - { 



1 • 

i . 
" l"~ { 1"'-

.' , 

... ' 1 ~, 

. " 

( . 

'. ' 

( 

\ "". . . ' .... 
" 

·1 
-379-

... 'one shoul d base ,,,moral J udgments in any 

'. , '/ 

:deg~ee upori an evaluation of the patient 
subJe~t as such, There was not the 
slightest suggestlon that one shoVld 
declde flrst whether the patlent-subJect~ 
are 50 overwhelmed by thelr struggle for 
eXlstence that they have lost effective 
capacl ty for meanlngful relationshlp. ' No" 
quallty-of-llfe Judgments were glven 
entrance; only uselessness of agent care 
was suggested.428 \ 
It would appear that in this last clarification 

, , 

'Ramsey in his eqgerness to resist any talnt of quality ?f 

~life thlnking, is making altogether 'tao fine a distinction, 

ô~e ,WhlCh 'seems to defy lOglC and common sense. 

denying vehemently any, quallty of life lntru5ion, he in 

effect cbncurrent~y takes full advantage of an obviously 

"quality of, Ilfe argu~ent whlle pretending it i5 something 

else. 'It surely lS stralnlng lOglC ta the utmost to lnslst 

that patlent care and patlent condltlon can be dlvorced in 

the manner he does, or that the overwhelmed condltlon of 

the dlsabled lnfant lS not the ultimate reason why human 

eare can go no further. We do not ourselves agree that 

these exceptlons should permlt kllllng, even by exceptlon 

(for the reasons glven below), but he has in our Vlew made 

a convlnclng quallty of Ilfe argument for an lnstance ln 

WhlCh care and accesslbillty'may indeed have their limlts. 
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\ 'Afcer ~9klng the above clarlflcatlons 9b t hlS . ( 
eariier positioh; Ramsey th en proceeds to almost but not 

qui te, ~etract his origlnal view on' the legltimacy 9f kllllng 

a dying pat lent who lS "beyond care". 
- -

HIS moral reason for 

pro~ibltlng:direct kIlllng or hastening deat~was the dut Y 
~ \ 

- ,; < '-

, ' 

to always care for the dying. But when a patient becomes 
, ....... 1 \ ~ 

'lnacce~sibl~ to care and that care COrnes to an end, then /.------ -....., 
" \ 

.,,', '. '(he had argued) the /?'istinctiOnj between dlrectly kill1ng 

al')d allowing to die/ becomes "a/matter' of indifference" . 

. ' \~t/" ~~ber of o~ct.ions were made ta that 

.' conclusion~~)hree q e most serious were from Maguire, 

M~çOrmiC~\d Jon~s. Mag~.llre argued tha't the exceptIons 

nct as ~ref~lY ~lrcumscribed as Ramsey claimed, since 

were, 

( \, ( 

l ' 
nei ther physic\q.aps nor ethlclsts are at all sure when the 

'--

429 dying patient enters into "lmpenet:rable 5011 tude" . 

McCormlck made a slmllar pOlnt, but added as weIl that the 

dutles of carIng are not necessarlly 11mIted by the llmlts 

of "care' s communIcatIons" but the self -conSClousness of 

the patient, a functlon WhlCh may weIl persist long after 

430 ?blllty to commun1cate 1S lost. As for Jonas, he made 

an Important dIst1nctIon between on the one hand ceas1ng 

efforts ta delay death, and on the other hand when to 

start dOIng vlolence to the body. For the flrst purpose we 

only need to know 'Chat the coma is irreversIble, but for 
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the second we need tô khow the ,borderlinebetw,een life and 

death wlth absolute certalnty. Since we don't know that, 

nothlr;g short of the "maxlmal deflnltlon" of death wlll do. 

Jonas concludes that any sustainlng artlflce on an 

lrreverslbly comatose patlent can be turned off, but, "let 

him die aIl the way. Do not, lnstead, arrest the process. " 431 

Ramsey does not quite retract his earller exceptions 

in, the face of these crlticisms, but he does admit th~y are 

ipdeed serlOUS moral obJectlons and promote an et~lcs of res~ecting: 

432 life and contlnulng care rlght to the point of death., 

Our own view lS that the obJectlons to Ramsey's exceptions 

to the moral prohibltlon agalnst kllllng are lndeed compelllng, 

esp~clally those of McCormlck and Jonas. Self-consciousness 

lS lndeed more arguably the characterlstlc slgn of hUIT3n 

eXlstence than lS the abillty to communicate, and, Slnce we 

do not and probably cannot know the exact borderllne between 

11fe and death, the safest, Inost conservative course is to 

let the patlent "dle aIl the way". We would add as weIl, 
~ 

that from the theologlcal and biblical perspectlves we 

know of no good grounds for argulng that once a pat lent has 

become "lnaccesslbie to care", the moral dlstlnct,lon between 

allowing to dle and kllllng, and the moral prohlbltlon 

agalnst k1111ng, become "matters of inciifference". The 

---- / \ 
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Bl.ble does not after aIl say, "Thou shal t not kl11, except 

when the patlent has ~ecome impenetrably lnaccessible to 

) care". 

Another of our bl0ethlcal tests to be applled to 

~amsey's pOllCy IS that of parental decls~on-maklng 

authorlty. 
\ 

He acknowledges the parental rlght to be 

involved ln the treatment declslon, but endorses the practice 

of separating the declslon about care from that of custody 

Slnce the y are very dl.fferent and more tlme lS needed for 

433 parents to decIde about custody. He also lnslsts that 

ln the eyes of the law aIl the partles wIth a role and 

relatlonshlp wIth a human beIng havIng a claim on thelr 

care, includlng parents and physIcIans, are gUl.lty of 
(:~ .. 

offences ranglng from abuse to manslaughter lf the~Jfkil 
434 

to provlde the needed care. In our Vlew both these 

posltlons regardIng parents meet the central concerns 

artlculated ln our bloethlcal test. 

What can we conclude about the elements of 

openness, cautl.on and self-crltlclsm ln Ramsey's policy? 

WhIle hlS focus on the Infant's ObjectIve medlcal conditlons 

and hlS reJectlon of quallty of llfe consl.derations lS ln 

many respects laudable and undoubtedly cautlous, his medlcal 

indIcatlons approach wo~ld seem to err on the side of caution. 

,- , 
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By re]ectlng aIl appeals to quaIIty of rife faètors and 

not Just the excesslvely sUbjectIve and arbltrary versions 

(lnvol vlng fot example "relatlonal capacl ty" or 

" 1 ndl cators of personhood"), Rarnsey' s pOllCy fall s to J11ake 

sorne lmportant dlstlnctlons. \ One lS that between on the one 

hand quall tles or condl tlons WhlCh connote "achlevernent" or 
, , 

the "earnlng" of treatment and C!:âre, and on the other hand 

those WhlCh are more ln the nature of "burdel)s" on the 

patlent. ReJectlng as he does the whole concept of quallty 

of Ilfe, he provldes no asslstance by way. of crlterla to Ilm~t 

its scope and exclude aspects and appllcatlons of the quality 

of Ilfe ëoncept WhlCh clearly should be reJected ln the llght 

of Judeo-Chrlstlan bloethlcs. Since sorne degree of quallty 

of Ilfe declsl0l1-maklng lS undoubtedly' Justlfed and here to 

stay, Ramsey to sorne extent deals hlmself out of contrlbutlng 

to the needed restralnts on the scope of quahty 9'--llfe: 
, "; 

The somewhat doctrlnalre and closed flavour of 

hlS pOllCy lS helghtened by hlS lnslstence, seemlngly 

agalnst lOglC and common sense, that hlS "comparlson 

of treatments" pOllCy can be completely dl vorced from 

present and future condltlons of Ilfe beneflclal to the 

patlent, and can be dlvorced from the notIon that blologlcal 

life 15 not an end or value In.îtself. Not to subscrlbe 

at aIl to the latter would seem to bring Ramsey, at least in 
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princj:.p,le. dan.gerousl,.},'close to being a vitalist~ Happi~y. 
( 

~arnsey 'in practice. according to sorne of hi s examples an'd 

.F0n,a,Jl,us~ons, does in fact provide some open~ngs to quali ty 
: ,', 1 

1 ~', of 'hfe factors. He would undoubtedl y deny that. vehemently. 
~ ,,.,. <,) f 

but as ~ndlcated abovè. sorne of J-tis statements seem to be1.ie 

such den'ials. 
t\, 

The only' point, 'about which Ramsey could be said .' 
, 1 

to be insuff1ciently cautious has to do with his 
" 

exceptions to the prohibition agiünst kill ~ng. As 

indicated above, there are sorne strong objections to tnat 

part of his policy, sorne of which lead to the conclusion 

that he pretendS to far more ceruainty th an ~s Justified. 

15 h~s policy tolerant, fair and interdisclplinarx 

"in nature?' We would conclude that in sorne respects it is 

not tolerant at aIl of other positions, even when,in 

substanoe sorne of those others are not in reality aIl that 

diffe~ent. In our,pluralist context that becomes a serious .. () , ~ 

.r liabili ty mak1ng his policy difficul t to use as i t stands 

? outside the ci rcl-e of t'hose who agree wi th his very personal 

approach. The obvious example is his absolute and vehement 

rejection of q~alitY of life conSiderations.
4 75 There is 
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approach carefùlly to see whether somé of hi s differences 
• 0 

o wi th ethers are more a question of language than substance, 

and whether there are more common elements than he realizes. 

Insofar as Ramsey 1 s P?ll.Cy seeks to excl ude . 

sub]ecti vi ty ançl arbi trariness, i t would seem te be a very 

fair approach, one .like~y to provide as much equall.ty as 

possible wh~n applied to the disabled newberns' in a given 
1 

hospltal or unit. It l'fIay not be complete or open enough. 

but there cao be little questIon about its fairnes$. 'The 

enly aspect >'Jhich could somewhat Inhibi t falrness if 

"~-'~~lied has"to do 'witli:LhlS exceptions permitting kl.lling. 

AS observed ab.ove, the determinatl.on as to when a patient 

ha s' became "lnaccess-1'ble to care" lS open ta sorne 

sub]ectivity gl.ven the fact that we cannot 'know far sure. 

As for interdisciplinari ty,. Ramsey' s policy is 
1 

very aware of the roI e and contribution ef both law and 

medlclne towards his criteria and conclusions, and he does 

not hesi tate to incorporate insights and posi tions from both 

of those other discj,plines. He pays considerable attention 

to the legal d~ties and liabili ties' of various parties wi th 

respons1\::>ilities towards d~sab~ed infants, and in doin~ so 
- ". 

impl ici tly acknowledges that there is a large quoti ent of 

public policy in treatment policies. There are in the final 

analysis legaJ.. limi ts as to what a policy can propose. 

1 
/' 
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" - ~ ~s weIl, Ramsey bU1t"ds hlS pol iey to à large 
, 

ext'~nt o~ the medièal reali ties 1 and attempts to integrat~ 

in~p. his own thinking and approach specifie medical policies ~t~ 

and Vlews. The discusslon and endorsement by Ramsey of 

Dr. Zachary's treatment policy is an example. At various 

points' in his policy he indicates that determinations of various 

sorts fall within the proper role of medicine, not ethics. 

At the samé tlme, he lnsists that the mandate of medicine' 

has its limlts - physicians are'not for lnstance expected 

to alleviate aIl the world's suffering by exercising 

judgments outside th·err expertise and calling. As Ramsey 

notes: 

" 

, ' 

1 • 

One can understand - even appreciate -
the ~otives of a physician who considers 
an unhappy marrlage or family poverty when 
weighlng the tragedy facing one child 
against that f~cing anotherj and rations 
his ,help accordingly. Nevertheless, that. 
surely is a species of ln justice. 
Physicians,are not'appolnted to remove 
aIl life's tragedy, least of aIl by 
lessenlng medical care now and letting 
infants die who for social reasons seem 
fated to have less care ln the future than 
others.436 

On the other ha~d it may weIl be that Ramsey views 

medical judgment and practice a little too mechanically. 

In urging the physlcian as he does to confine his attention 
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" 

and ]udgment exclusively to ~ comparison of treatments on 

the basis of present medical indicat~ons, and to ~gnore 

longer range cond1tl0ns, qualities, benefits a~d burdens, 

one h~s the 1mpression he 15 somewhat artificlally 

restr1cting medical practice and jud~ent, focus1ng only 
/ 

on one stage and on the more mechanical aspects at the 

expense of treating the "whole" pat1ent. 

Our last.test has to do with whether Ramsey adopts 

a participatory role. In view of the above we would suggest 

that Ramsey' s pol~cy reveals sorne elements of the theolog1an 

as "prophet" (1. e. the tendency ta somewhat intolerantly 

.' 
denounce the views of others and ta have ane's own perspective 

incorporated ta the exclusio0 of others), but also elements 

of the theologl.an as "particl.pant". By the latter 15 meant 

one wi th defini te convictions and points of v~ew which _ a·r-e 

"" defended w1th vigour, but who neverthele9s con~r~bûtes, more 

or le~s as a partner, to a common undertaking with others. 

For aIl his intolerance and impatience with ~ aspects 

of other pa11cies and thel.r promoters (notably of c?~rse 

the notion of qual~ty of life and those who use it), Ramsey 

does show much respect foi" the v:i.ews of other,s on var10lus 

" matters, including 'theologl.ans, physicians or lawyers . 
• 

Insofar as he shows himself ready to debate with them and 
1 

leai"n from them, his policy and the ins1ghts he provides do 

~ndeed contribute much to moral sensitivity on the matter of 

" treating infan.J.s. 

\ . 
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D. The Sonoma interdisciplinary pOI1CY 

~ rare exampl~ of an lnterdisciplinary policy 
~ 

proposaI for ~reatrnent decisions involving seriously disabled 

hewbo'rns lS that resultlng from the "Sonoma Conference" in 

1974. The conference was sponsored by the Health Policy . 
~, 

Prbgrarn and the Department of Pediatries. UniverSlty of 

California, San Francisco. Twenty people participated from 

the foilowlng professlons and dlscipllnes: pedlatrics, nursing, 

eConomics l _ social welfare, psyehology, law, philosophy and 

theology. The ,conference materials prepared before the 

meetlng, dlstpssed durlng it and further revised afterwards, 

437 
were published two years later. Subsequent to tbe 

conference a specific poliey was formulateà by two.of the 

participants in the light of refleetions and consensus 

during the meetïng itself.43~ It purports tQ be an accurate 

reflection of the mood and tope of 'the discussions and 

decisions 

The stated goals and questions of the Sonoma 

conference were the following; 

How, ~hen and for what purpqse should we 
employ the SClenee and technology that 
burgeon in our tlmes? For example, when 
should medleal technology be used to its 
fullest in trYlng ta keep a threateneQ 

.) 
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" ' 
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infant alive, and when doe~ the b~by's 
probable future hold such grim prospects 
that it becomes more ethlcal and humane 
to wlthhold ~eroic measures?439 

The part,lclpants belleve that the conference and 

resulting POllCY make a slgnificant contrlbutlon towards the-

ethical and policy issues of neonatal health care. We do 

not agree. Whlle much in the background materials 15 

lnterestlng and lmportant, ,the Vlews of the participants and 

the moral pOllCy itself underllne some of the inherent . 
llmitations, difflculties and pltfalls of attempting to 

formulate consensual policles on value-laden matters in an ,. 

interdisclp11na~y group. It is partlcularly disappointing 

in terms of the Judeo-Christian bloethlcal tests or norms 

we are applylng in thi~ thesis. To demonstrate the 

shortcomings of this effort we will foeus on the answers 

provIded by the partlclpants ta four questions they 

addressed to themselves, and to the ethlcal propositions 

• 
comprislng the core of the moral policy ltself. 

The four questIons addressed ta and answered by 

the partIcIpants were these: 

_ J-.:.. _____ . ______ -

1. Is lt ever rIght not ta resuscltate an infant 
at birth? 

(The participants answered unanimously in the 
affi rmati ve ) . 

-" 

., 

l, 
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2. Is it ever right to Wlthdraw llfe-support 
from a clearly-diagnosed, poor-prognosls 
lnfant? 

(The particlpants answered unanlmously in 
the affirmative). 

3. 15 it ever rlght to intervene directly to 
kill the dying infant? 

el? sald "yes" to active euthanasia in 
sorne circumstances, '2 answered lino" and 
l was uncertaln). 

4. Is lt ever rlght to displace poor prognosis 
infant A in order to provlde lntenslve care 
ta better prognosls infant B? 

-- 1 

(18 sald "yes, and 2 salO "no"). 

As for the ethical propositions comprising the moral 

pol~cy i tself, they are the followlng. (the emphasis lis as in 

the original): 

1. Every baby born possesses a moral value which 
entitles it to th~ mediçal and soclal care 
necessary to affect lts well-belng. 

2. Parents bear the prlnclpal moral responslbllitx 
for the well-belng of thelr newborn lnfant. 

3. Physlclans have the dut y to take medlcal 
measures conduclve to the well-belng of the 
baby ln proportlon to thelr flduciary 
relatlonshlps to parents. 

4. The State has an lnterest ln the proper fuIfllment 
of responslbllltles and dutles regardlng the 
well-belng of the infant, as weIl as an lnterest 
in ensuring an equitable apportionment of 
limlted resources among lts citi4ens. 

• 

" 
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5.' The respons1b~lity ,of the parents,' the dut y 
~f the phys1c~an, and the interests of the 
State are cond1t1oned by the med1comoral 
prlnc1ple, "do no harm, w~thout expect~ng 
compensatlng benefi t for the patlent". 

6. Llfe-preservlng lnterventlon should be 
understood as dOlng harm to an lnfant who 
cannot surVlve lnfancy, or wlll live ~n 
1ntractable pain, or cannot partlclpate 
even mlnlmally ln human experlence. 

7. If the court ~s called upon to resolve 
d~sagreement between parents and physic1ans 
about medlcal care, prognos1s about qual1ty 
of llfe for the infant should weigh heavily 
in the deClS10n whether or not to order 
llfe-savlng 1nterventlon. 

8. If the infant lS ]udged beyond med1cal 
interventIon, and if lt is Judged that its 
continued br1ef life will be marked by pain 
or dIscomfort, it is permlssible to hasten 
death by means consonant w~th the moral 
value of the ~nfant and the dut y of the 
physlc1an. 

9. in cases of l~m1ted avallab1llty of neonatal 
intens1ve care, it lS ethlcal to terminate 
therapy for an infant wlth poor prognosls 
in order to provlde care-for an lnfant wlth 
a much better prognosls. 

The proposed POllCY also lncludes a serles of 

"procedural recomrnendatlons", to sorne of WhlCh we will also 

refe'r ~n what follows, though they do not appear to constltute 

an essentIal element of the pOllCy Itself. 

In these V1ews and proposltlons (and in the 

supportlng explanatlons and arguments) there 1S, first of 

aIl, Ilttle eVldence that the part1c~pants were greatly 



r 
l, 

. ..{ 

-'-
.h \ ,. 

-392-

influenced by the sanctity of life and guality of life 

positions proposed as normative in this paper. Though some 

were so ~nfluenced on an ~ndlv~dual bas~s, the ethical 

policy ~tself and the numbers alone of those for and 

against certa~n propos~t~ons are at best ambiguous and 

vague. At worst they promoLe a subjective, arbitrary and 

"social" not~on of quallty of life. 

The closest the policy comès to an affirmation of 

the sanct~ty of each ~nfant's life and the dut y to protect 

it is proposition one, above. But it i5 hardly e~phati~ 

or specifie. The comment on that proposi tion does" however, 

add more: 

,.. \ ~ 

Moral value indicates that the lnfant, 
although unable to comprehend, decide, 
commun~cate, or defend its existence, 
requires by ~ts very ex~stence to be 
approached with attitudes of respect, 
considerat~on and care. The ~nfant is 
des~gnated as a being ln its own r~ght 
and morally, if not physlcally, 
autonomous. Its l~fe is not mere1y a 
funct~on of others.440 

But the ~ndlvldual reasons behind the unanimously 

affi~mative answers to question one, above, make ~t 

abundantly clear that the partlcipants ass~gned the most 

varied, d~vergent and even mutually exclus~ve meanlngs possible 

to approaehing. a newborn "wi th att~ tuctes of respect, consideration 
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and care". The unanimously affirmative answer to that flrst 

questlon is not at aIl worrisome ln ltself, and in princlple 

is qUlte conslstent wlth our normative Vlew of sanctity of 

life as havlng a non-vltallst meanlng. But sorne of the 

reasons g~ven for'not resuscltatlng lnfants are more troubllng. 

They range from those who a~rèed, but (only) if the baby is 

dead (as ~vldenced by tissue decay), or dYlng, or anencepha+lc, 

to those who agreed lf the quall ty of l ife "wlll be 

f intolerable", if the infant has "no chance (or small chance) 

. of normal life", or if, the infant "is clearly below human 

standards for meaningful life", to those who agreed if the 

infant' s death "would mlnl.mlZe the suffering of the parents", 

or "avoid unbearable finanClal costs to the family", or

"avoid emotional burctens on lts siblings"." 

Given that range of reasons for not resuscltating, 

from proof of death to preventing emotional problems for 

Msiblings, it seems of very doubtful value and slgnificance 

to indlcate a unanlmously afflrmatlve answer to that first 

questl.on. The consensus 15 entlrely superfl.Clal - the 

particl.pants are clearly not consenting to the same thlng 

at a11. Thelr quall.fYlng reasons belle the apparent consensus. 

ThlS same feature of an apparent consensus to a 

very general proposltlon in reality masking a wide variety 

of qualificatlons and dlfferences, characterizes many of the 

.L 
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positions and proposaIs comprlsing this pOllcy. More 

examples will follow. That may weIl be one of the inherent 

~! lim.ltatlons of pollcy-maklng in a value-plurall.stlc and 

multldlsClpllnary context. The temptatlon âlways eXlsts, 

sorne would say the pragmatlc necesslty, to sacriflce or 

cover a variety of strongly held views 'for the sake of 

consensus. But the'resultlng consensus bought at that price 

can be little more than skln deep, and the proposltlons so 

general that they offer llttle real guidance. , 

Essentlally the same points could be"made about 

sanctity of life and quallty of Ilfe regardlng the responses 

to the second of the questlons to the partlcipants, that 

regarding the withdrawal of llfe-support.' Again the 

-
unanimously afflrmatl ve answers, but a wlde variety, .of 

conditions and qualificatlons added by lndlviduals. Here too 

the prevalling notlon of quality of life strays very far 

from the objectlve medlcal condltlons and beneflt to the 

lnfant and expands that concept to lnclude hlghly subjective 

and vague soclal qualjti of Ilfe formulatlons. 

One such formulation supportlng a yes ·ta wlthdrawal 

of llfe support, quallfles the answer by saylng, only lf the 

infant's quallty of Ilfe i5 Intolerable, and then "deflnes" 

intolerable as: "the infant's llfe will predictably lnvolve 

!.-_--------------~.- ~~. 
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more suffering than happlness and ~t w~ll probably be 

wlthout self-awareness or soc~allz~ng capacit~es". But 

what wlll caunt as "more sufferlng than happlness", why lS 

that necessarll y "Intolerable", and how can that sort of 

future balanclng of hapPlness and sufferlng posslbly be 

"predlctable" ln Infancy? And even If "self-\'3.wareness or 

SOCl allzlng capacl tles" were not the vague and loose crl ter~a 

they are, why should It be sufflclent ta wlthdraw llfe 

support If the Infant WIll "probably" be wlthout these 

capacl tles as opposed to "certalnly" or "beyond a reasonable 

doubt"? Yet another of the stated condl tlons wrllch InVl tes 

subJectlvlty and arbltrariness lS thlS: "If the lnfant 

,f • , , will be markedly ~mpalred with small chance for a normal 

eXlstence" . Among the several assumptlons casually captured 

by that cr~ terlon lS that "normalcy" lS a read~ly known 

and agreed upon commodlty, and that whenever It lS lacking 

It dlsentltles one from llfe-support. 

One flnds in the responses of partlclpants the 

same readIness ta treat the mentally and physlcally dlsabled 

Infant unequally, to provlde ln effect more rlgorous tests 

to be met by the mentally retarded than by the non-retarded. 

For example, wlthdrawal of llfe-suppqrt lS acceptable to one 

partlclpant If l t has suffered, "lrreparable damage ta cruclal 

organs, especlally the braln". Presumably the damage to the 



brain need not be sérious, only lrreparable. Another vvted 

for wi thdrawal of Ilfe-support lf thè lnfant "has a genetlc 

defect Ilnked to severe mental retardation requlrlng 
1 

instl tutlonallza tlon". Woul d that partlclpant have voted 

for wlthdrawal lf lt had only a severe physlcal dlsablllty 

requlrlng lnstl t(allzatlOn? 

As f~ the speclflcally soclal quality of life 

crl teria, the responses to aIl the questlons lndlcate thelr 

lmportance to the partlclpants. In answer to questlon one, 

would be acceptable for examplé lf: 

1 t would mlnlmlze parental suf ferlng, 

lt would avold unbearable flnanclal costs 

to the famlly, 

- , costs to the state of the infant's survlval 

are consldered. 

In answer to questIon two, withdrawal of Ilfe-

support would be acceptable If for example: 

lts survival would threaten the famlly's 

qua 11 ty of llfe, 

ItS survlval would impose excessive costs 

-on the famlly. 



( the parents don' t want a severely han<hcapped 

chll d or want a "more speedy death" for the 

dying Infant. 

In answer to question three, very slmilar soclal 

quality of Ilfe factors were mentloned ln support of killlng 

a dlsabled lnfant - parental wlshes, flnanclal burdenf on-
\ 

the famlly or threats to the famlly's qualJ.ty of Ilfe. 

It seems reasonable to assume that the ethlcal 

proposltlons comprlslng the moral pOllCy ltself were largely 

lnfluenced by and attempt to capture and gather the Vlews of 

the part lClpants such as those Just referred to. If 50, 

then propoSl tlon number S1X makes one very uneasy, especlall~ 

the second part, "or cannot partlclpate even m1nlmally ln 

huma!). exper1ence" . That lS clearly a formulat1on borrowed o 

-
from McCormick, and the comment on that formulation does 

indeed attnbute 1 t to hlm. It lS doubtful that McCormlck 

would approve of hlS crIterlon and formulatlon servlng as 

a summary of the very elastlc, open-ended and socIal quaI i ty 

;,' o"f llfe Vlews contrl but1ng to thlS pOllCy. As we noted above 

ln d1scuss1ng McCormlck' s pOl1Cy, he does at least take great 

1 

care to ensure that hlS "relatlonal capaC1 ty" crl terlon focuses 

excluslvely on the Interests of the infant and condltlons 

lnherent ln the Infant. But used in the context of thl~ 

pollcy hlS crlterlon seems to connote far more than he 

, 
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intended. 'One cannot necessarily fault McCorrnick for 

abuses by others of hi~ position and formulation. But this 

e~tens1on of his position by others conf1rms our earlier 

hesitatlon abOut his "relational capaclty" cr1t-erl.On, namely 

that because It is too vague it will be applied in subjective 

441 and arb1trary ways. 

As indicated above in"establishing the elements of 

our sanctity of life test, a central d~ty which flows from 

that prihciple is the dut Y to save .~nd protect lifi. From 

the Judeo-Christian perspect1ve the hias is in favour of 

life, and not to save 1t, not to treat aggressively should 

be seen as exceptional and requiring very serious 
1 

justifiçatlon.' As weIl, there is a moral dut y whenever in. 

the infant's' interest te do more, not less, for the rnost 
u 

disabled, most disa~vantaged, most helPless of our infant 

~:i~hbours~ to compensate them ra~her than discriminate 

against them, even if this means a re-ordering of our 

societal priorities and resources to do 50 adequately. 

But the tone of thlS policy promotes a quite . 

different moral emphasis. ,Rather than a pOSl tive formulation 
~. 

,prom~tlng the above. th1S policy adoptsas its"central 

"medico-moral pr:inciple" that of "do no harm". as ,stated 

in ethi'cal" proposi tion number six. It 19 proposed as being 

1 

. " 

, 
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more stringent than a posi ti ve principle (such asi "preserve 
( 

life") because positive formulations admit of exceptions 

and quaI if:i.cations, whereas negati ve formulatl.ons admit or' 
~ 

t · d . l 442 no excep 10ns an are unlversa . That may be so, bute 

exceptlons to a posltive~formulatl0n do not necessarily 

threaten or weaken the principle at aIl, and negative 

formulatl.ons tend to connote a mlnimal rnorallty, a 

reductlonist ethic. 

That this is in fact the case here becomes apparent 

from thè defini tion gi ven by the authors to ,'4harm" in 

the disabled infant context as found in ethlcal proposltion 

number six. The ultimate harms in medical and other contexts 

are normally thought of as neglectlng, abuslng'or killing 

patients. But this policy turns the ward inside out by 

saying that efforts to bring ald by sustaining life or 

provlding intensive care (for babies unable to survive, or 
" 

who are sUffering severe pain, or who lack_capacity for 
Il l 

human relations) are the real harms of interest to a 

treatment policy. 

No doubt bringing (treatment) aio can sometimes 

itself inflict needless further suffering on an lnfant. 

But .i t does appear s'!;range ta say the least that a moral 

policy does not even mentlon wlthin its definition of harm 

0' 
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1 
the more obvj.ous, more ultimate, more Judeo-Christian 

meaning of harm in this context - the denial of life

sav~ng aid to' saI vageable infants (despi te alleged burdens 

ta others ,or "future uncertainties), or the denial of 

life-improvlng aid for unsalvageable lnfants (who cannot 

have years added te their llfe, but at least Ilfe added to 

their years) . 

The same reversal of the expected emphasis i~ 

, , 

te be found in the ethical proposltions referring te the 

use of "1 imi ted resources" (proposi tlon four) or "1 iml ted 

availabllfty of ne0.natal intensive care" (proposltlon nine). 

Here too there 1s a missing balan~e and more than a hint 

of minimal or reduction~st morality.: What is missing f~om 

proposition four from the perspe~ve of our Judeo-Chrlsti~ 

bioethical norm is any hint of an appeal to compensate 

r ' 

those' in most need, to do more (as a society) ,than stri ve - " 

for "equi table apport~onment of limd. ted ,r:-esources, âmong, 

its citizens/ I , 

, . 
o • 

The propo,sl..tion .seems' to \assurne. that the meaning' 

and application of "equi·,table a'pportionment" j,s self-' 
, ' , 

evident, and implies i~ the context of the whole pOlicy 

that sorne "rnaster resource-all<:,Jcat<;>r" 1,5 ensuring, that' , 
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everyone gets an equal a~ount of health resource money. 

Of course that l.S not the case. It lS ..... in fact genéralfy 
1 

the case l.n our society that the rough and ready allocation 

prl.ncl.ple in praatlce (at lea?t for life-sav1ng resources) 
. 

is "to each according to hl.S need". That operating 

principle is, in effect! essentially ~eflectlve of our 

Judeo-Christian ethic, whether health planners are 

conscious of that or~not. That being ~o, to attempt to 

impose on disa~"heweorns (alone) a principle of strict 

equality ,in the divi$lOn of emergency health resources 

would be clearly discrlmlnatory, and would in fact 

\ ' 
take away from th€m resources they presently have. The 

disabled newborn infant is ObVlously' glven more health 

resources than the non-disabled 1nfant. But unhealthy 
1 

children and adults are also given more than their healtHy 

counterparts. 

As for proposition nine, it somewhat strangely 

introduceS the (:on,c'~pt 9f "triage" into neonatal intensive 

, care. That pr9E~du:re is, normally confined to a mili tàry 

or clvil dlsaster, and 1nvolves dividing casualties into 

those who wlll not survive even if treated, those who will 

survive wl.thout treatment and those who need treatment ln 

'order ta sUrV1 ve (the priorl ty gr·oup). As weIl, those with 

special skills needed ln the disaster or who can be patched 
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up qU1ckly pre g1ven first priority w1thln that last group. 

In such dlsasters, the fact of limited resources 1s ohe 
\ 

c'ons1,\ratl0n lead1ng to triage, but the major factor is 

the urgent need for people wlth needed skills to help an 

army or a community, to restere funct1on, communlcation, etc~ 

In Vlew of aIl that, triage seems a somewhat 

strange approach in a'~e9natal unit. In the first place, 

in our soclety at least, condi tions ',can hardly be descr1bed 
, , , 

as akin to a dlsastèr. ,Rèsources are genera~ly not 50 

limited that ch01ces have to,be made between salvageable 

infants. And it is ObVlously lmpossible to think of the 
.r 

infants themselves as havlng abilitie~ and skills needed 

in a disaster, to the 'extent that those most needed àre 

treated first. 

But the reference to limite~ 'neonatal èare 

resources and the hint of special ~isaster prov~ded by 

propos1ng triage, manage to furtber underllnè'the policy:i 

general tone of restrlctlng rather'than expa~d1ng the care 

we,give to dlsabled newborns. 
l"~ 

The impresslon 1S left 

that the authors of the pOllcy conceive of nebnatal care 

,a9 qU1 te unlque in the range and stages of medical care, 

a form of med1c1ne which is generally speak1ng an excessive 

'burden on society and where special rules are needed and 
l' , 

)ustj,fiable. If the triage rule threatens, as it does, 
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',the tradi tional notion that aIl humans are ihdependent and 

equal, so be it. After aIl we have ,here a, sPecial "disaster 

"51 tua'tl.on" . These are, after aIl" only disabled newborns, 

" 

not adults, 50 triage can be proposed for neonatal care. 

But the aut~ors do not suggest ft for aIl the other forms 

and stages of (also expensive and sometimes limited) 

intensl.ve Care for "poor prognosis" ,adults. The same 

reasoning seems to be b~hl.nd the calI by the authors (ln 

tOel.r commentary on the ethical propositions) for a degree 

of State planning and efficiency not proposed for expens1ve 

and sometlmes l imi ted intensive care dl.rected to "poor 

prognosis" adtil.ts. Thelr explanatlon is 1hat: 

\' , 

, 
" ) 

the interest of the State can be' 
invoked as an ethlcal considerat1on Sl.nce 
the State has an'interest 1n the 
recognition of values, in fulfillment of 

/ , 

:, rèsponsibl.li tles and duties, ln the fair 
and effl.Clent dl.strl.butlon of beneflts, 
and 'in the promotlon of a healthy 
populatlon.4,43 

J I, ~ 

\ ' In the context of thlS poll.cy, one fears that, ' 

" :''fa~r and efficlent dlstributl.on of benefi ts" and the' 
, ( ... 1 

, ,"promo,tion of a heal thy population" are meant to be 'earnecl 

, et the expense of sorne dl.sabled newborns. The first part __ 

) , , 
>of the four th ethlcal proposl tl.on (ll.sted above) ',sp'eaks ;of" 

,~ , \ 1 

,: 'the 'State's responsibilities and dutl.es regardinj;J the 
" , 
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'well-being of the infant. Surely the well-be~ng and 

interests of d~sabled lnfants wo~ld b~ better served by 

ensuring that enough neonatal intensive care ~s made 

available sa that bath 'the "poor prognoslS" and the "better 

prognosis" infants caro be glven app~6priate care, rather 

th an imposing a triage approach and forcing a selection 

between them. 

\ 

What" of our bioeth~cal test prohiblting euthanasia? 

This interdisciplinary pollcy ls somewhat.ambiguous ~n 

, 

',the relevant ethical proposition (numl;>er elght), but i t 

most certainly dbes not rule out killing. Referring to 

infants' "beyond medical intervention" or in continued pain 

.a'nd dlsçomfort, the proposi tlon affirms that, "i t is 

permissible to hasten death by means consonant with the 

mor~d value of the 1.nfant and the, dut y of' the physician". 

,This appears to be only .. a softer, more amblguous version 

of the straightforward questlon addressed ta participants (in, 1 

que;st:lOn three): "ls ~ t eyer rlght ta intervene directly 

t,o kill a self -sustalnlng infant?". 

The 9nswers gi ven (12 "yes, 2 "no", 2 "ullcertaih") , 

, ,caver es'sentiall y the same wlde range of reasons' as the' 
, ' 

, ': ' .first two questlons, though wi th a number of additlonal ones 
.. )(" /~ , 

. , 444~ 
a's we11. (Those, who say yes, do sa for example if: 
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i t is "irretrievably dying a lingering 

death" , 

- , 1. t is "defectl ve and unwanted by parents 

and un-needed by society", 

it has a fIat EEG, 

it is anencephalic, 

it has Down's syndrome, 

it threatens the quality of life of the 
r \, 

family or parents, 

'the parents' consent, 

there is prl.or review and consultation, 

the nurs'Lng staff will not be demoralized. 

,\ 

The authors' comment on the eighth proposition 

:begins by noting that the question o,f active euthanasia lOis 

ftir from settled". It would' have been more accurate to say' 

that not everyone agrees about it. It certal.nly is settled for 

most people, for the most part (lt would seem) people are either 

agalnst it (absolutely), or for it (under certa1.n conditions) . 

From the perspectlve of our Judeo-Christlan b1.oethical norm 

i t ~ settled, and on the s1.de of prohlbi ting 1. t wi thout " 

exceptlon. Not only does thlS policy leave the questlon' 

"open, but 1 t provldes a clearly dlSCrlminatory reason, why, 
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euthanasia should be in effect a less serious matter when 

it is newborns be~ng k~lled as opposed to adults. They 

wri te: 

We suggest that there may be a slgniflcant 
moraL dlfference between an infant whose 
therapy has·been termlnated and an adult 
whose condition lS dlagnosed as hopeless 
.,. For the adult, the tlme intervenlng 
between verdict and death may be of great 
personal value. For the lnfant, the 
intervenlng tlme has no discernlble 
personal value.445 

But while that infant obviously has no memories, 

plans or matters to arrange before dying (or belng killed), 

surely lt is pres~RtuoUs on our part to interpret and 
,..----

limit the value of llfe by the amount of tirne lt has lived 

or c~n live. Certainly from the Judeo-Christian perspective 

... there are po grourids whatever for asslgnlng less value ta 

. ~he· intervenlng time between the stopping of therapeutic 

treatment and death of an lnfant, than the period between 

v~rdict and death for an adult. As lnsisted upon many times 

in what precedes, only because-therapeutlc care stops for an 

~nfant for whom lt would be useless, does not mean we 

abandon care.' What remains is the continulng obligation to 

provide the best care we can for the tlme remaining. Merel~, 

because the lntervenlng period has no discernlble (l.e to ~) 

value, does not mean there lS none. To asslgn a value to 
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that period for adults but not for in~s is in the final 
~ 0 

analysis only another example of promoting the inequality 

of the disabled, newborn. 

As for the parental .decis~on-making authori ty test',' 

the policy itself does insist upon parental responslbil~ty 

for the welfare of thel r chlld, and the dut Y to :1,nform and 

counsel them. The second of the ethical propositions stateS: 

"Parents bear the prinCipal moral responsibili ty for the 

well-being of the~r newborn infant", And the s~xth of the 

"procedural recommendat~ons" states ~n part: 

Parents, qt risk sho'uld be counseled about 
the poss.lbili t.les'., ~l.nce they bear primary 
responsibllity ,for thelr infan~, explanatory 
and supportlve counseling i6 ma~âatQry 
before and, in the event of a_sick lofant, 
after bl rth. 446 

,But the poltcy 15 at 5 ab.out the' 

'$cope and limits of that author~ty. Et cal proposltion 

number seven (in the above list) does t 1east foresee the 

pO~Slblrity that the physician and arents might disagree 

,abOut ~edlcal care. But nel ther t e ethical proposi tion,s 

nor the proc~dural recommenda ' n~ refer to any moral or 

, , 

,lega1 limlts to the optlons fr m which parents may clioose. , , 

,T~er~ i5 ah ~pparently delibffate amblgui ty on that score. 

lf, however, we ~efer ta the partlcipants' respans,es 

, " 'to the four questions (listed at the st art of this section), 

, " , 
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theré is apparently no amblguity at aIl in the minds of . 

manyof them. Thelr answers make lt quite clear that 

parental decislon-maklng author1ty is not only pri~ry, 

but without llmits. As weIl, conslderatlon for the welfare 

of parents takes precedence over that of the infant, in the 

opinion of ~any partlc1pants. 
\ 

It 15 for instance acceptable 

to some that an infant, not be resuscitated lf the infQnt's 

d~ath would minlmize the s~ffering of parents. It is 

acceptable to sorne that llfe-support be withdrawn from a 

"poor prognosi?" infant if that newborn lS unw'anted by the 

parents or lf' the parents wa.nt a "more speeè.y èeath". It ts 

acceptab~ .. e to sorne that an infant (including a Down' s 

syndrome baby) be dÙ"ectly killed if the quail ty of parental 

life'is threatened, or if the lnfant is unwanted by the 

parents. 

Ih the light of those Vlews one i5 tempted to 

, c6nclude. that the "well-being" of thelr newborn l.nfant 1S 

':'::: 

in effect whatever parents say lt ls, and that the well-being 

of the lnfant, lncludlng ltS rlght to Ilfe, takes second 

place to the lnterests and wlshes of the parents. Those 

views also have lmpllcatlons for ethical propositlon number 

three about the dut Y of physicians: "Physlclans have the 

-, ~ ,dut y to take medlcal measures conducive to the well-belng 

of the baby in proportion to their fiduclary relationshlps 
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to the parents". But lf parental wishes and conslderatlon 

for parents Qan take precedence even over the rIght to Ilfe 

of the lnfant. that propOSl tlon must ln effect mean that, 

"phYSIClans have a dut y ta look after the baby' s well-belng, 

unless the parents do not wlsh lt or thelr own lnterest 

would be thereby threatened". If that lS sa, dlsabled 

newborn lnfants would certalnly be ln stlll greater danger 

than they already are should what is now only the abusIve 

practIce of (sorne) physiclans, now be formally endorsed by 

a rule. 

We flnd nothlng ln thlS pOllCy to support the 

important 'practice referred to earlle'r whereby ln dealing 

with parental declslons, the treatment deC1SIon 15 to the 

e~tent possIbLe kept dlstlnct from declslons about custody. 

They are ln fact two qUIte dlfferent matters. 

Is thlS pOllCy sufflClently open and cautlous? 

In our Vlew i t lS inadequate on both counts. It purports 

to be a fresh response to new challenges of medIcal technology 

and th~ consequent need ta determlne more clearly the 

relevant rlghts, Interests and benefits, partlcularly those 

of the àlsabled lnfant, In reall ty thlS pollcy speaks Hl 

very general and amblguous terms, and provldes few clear 

lndlcatlons of l ts motl vatlng principles or '-prlorl tles, an.d 

-.-------
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the rights, benefits and Interests of the infant are left 

very vulnerable Indeed by thlS pOllCy. It lS not ln other 

words an open POllCY, open that lS to new challenges and 

posslbllltles, provlding a careful welghlng of relevant 

prlnClples and values. 

One of Its shortcomlngs ln thlS regard lS precisely 

that the "ethical proposl tlons" are r.1ore ln the nature of 

recornmended "medlcal practlces" th an afflrmatlons and a ranklng 

of princlples and values. It lS more a statement of how 

to manage cases than of the baSIC prlnclples and prloritles 

WhlCh should underlle that management. statementsrabout 

prfctlce and management are not of course out of order ln 

a itreatment POllCY, but ln a "moral" P011CY, as thlS purports 

to be, they should be the second stage, and Ilnked to the 

ranklng of prlnclples and values on WhlCh they depend. 

As l t IS, we have essentlally a list of medlcal 

practices or pollcies wlth no clear Indlcatlon of thelr 

ethical roots and s~ope. In Vlew of the dlverslty of 

individual Vlews eVldenced by the responses of the partlcipants 

to the four questlons, It may weIl be that no agreement was 

po~slble on what princlples, rights and values should 

predominate and how they should be balanced and ranked. 

If, as one suspects, that 'lS Indeed the case, and that the 

, . 
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somewhat vague, open-ended generkl1ties of the propos1t10ns 

were the best they could do, then we may have clear eV1dence 

~f one of the major d1ff1cultles Inherent ln such inter-

,dlsclpllnary pol1cy-maklng efforts - that of gOlng beyond 

platltudes and produclng a pOllCy wlth sorne ethlcal teeth. 

The general absence of llmltlng and balanced 

prinClples upon Wh1Ch to draw sorne Ilnes'and put sorne 

suostance into terms such as the "well-belng" of the Infant, 

or "hasten1ng" 1ts death", or "means consonant with the 

well- beIng of the lnfant", al so gl ves the "ethlcal" 

proposltlons a generally incautlous flavour. The pOlICy 
lJ ...... -

as worded clalms a great deal, e.g. that death can be 

hastened ~presumably even by euthanasla), that the trIage 

approach lS acceptable ln neonatal care, that the real and 

important harm ln neonatal care IS not abuslng or kIlllng 

a newborn, but treatlng a Chlld who cannot surVlve or 

cannot experlence, etc. 

Comblnlng th~ ethical pro~osltlons wlth the 

actual Vlews of the participants, a dlsabled Chlld would 

not be overly encouraged by 'the ge~erally altrulstlc tone 

of the POlICY. The Interests of parents and socIety seem 

to be the real crIterIa for sorne partlc1pants, and thlS 

pOllCY as worded could accommodate that view aIl too easily. 
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This. interdiscl.plinary poll.cy does not fare well 

when ~ested for fairness. It 15 difficult to see how it 

-'-~?rUld encourage ~qual protection' for the rights and interests 

<;;f aIl th'e dlsabled newborns to whom l.t,mlght apply, or 

how it could promote !airness in the care and protection 

exten~e9 to bot~ infants and adul ts. A mpJ or jt,'lstiflcation 

for treatment policles 15, ajter aIl, that of establishi~g 

so~e l~mits to arbitiariness and the subjectivlty of the 
~ 0 ( ~ , ' \ 

decision-mak-ers, . t,'ot'h c;>f which put fairfless at risk. But 

if.the'pOli.CY itself 15 too vague and ambiguous it can 

defeat i ts own purpose., It m,ay even make things worse by 
- " 

prov~dl.ng, a sort of formaI ized approval and b+essin'g for " 
, -

trye wide variety of personal views and approaches which a 
-1 , 

very'gener;al gui'Qeline .can too readJ.ly accornmodate. 
J , 

Among theselgen~ral and open-ended formulations 

are for instance the crlteria of ~mlnlmal partidipation in 

human experience" (ethlcal .proposl tlon six), or "a life 

marked by pa ln and dl.scomfort" (proposl tion eight). Those 

criterla may not be so threatening in themselves, but 

s1nce they are presumably rneant to accommodate the wl.de 

varlet y of personal Vlews represented l.n the participants' 

answers to the four questlops, we have a clear slgn of jus.t 

how elastlc and arb1trary thelr use would ll.kely be, On 

the bas1s of those Vlews, the Crl.terla for allowing 

non-treatment or "hastening death" whl.ch are 
" 

. ' 
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found in -the ~thica1"'proposi t~ons, (e. g. "minimal 

par<ticipation , in hufnan experience" l "~.ain or discomfort", 

," intractable pa~n", "bey€>nd medical interv~r:tion") may 

:'- 'presumab1y ~be translated into som~ of the ~~~ll iooser 

and, more subj ecti ve grSlunds to be found in the· P4ticiPants' 

responses, e.g., "if the infant, has no chance, or snlall 

chance for normal l ife", "if the ~nfant i~ bèlow human 

standards fqr meaningful life", "·if th~- 'in'fant"has Down 1 S (1 

syndrome", "if tb"7 infànt is dead",' "if the Infant 

. . , 

lJ,suffered 1rreparable damage te the brain". fi' . 

But thi5 P91icy, ~s more than Just vague·and 

arlt15l:g~ous. . It '15 a159 unfair. in th,at in,~ number of ways, 

bath by what' 'i t does. say and does not. say. i t' cornes down 

'against the r.i 9ht to li,fe of disabled infants ~ri favour 

of les~er interests of other parties, 
. , 
lts .openness to 

-
euthanasJ.a, dJ.scussed ab ove , }.-s b~e example. By leaving 

'. 
itself open (J.n propos1tion eight) ta hastening 'death by 

mean'p,.of klllJ.ng, by noting ln the accompanYJ.hg comment 
, , 

that the subJect of actJ.vé euthaflasia J.S "far from settled", 

'the moral prohibltlon agalnst killing lS ln effect removed. 

tt is only one more step to accepting as legitimate reasons 

for both non-treatment and kllling the sort of views 

actually found ln the partlclpants' respon~es, e.g. if the 

baby' s' deqth would avold parental luffenng or financ.ial 
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;c6s:ts' to the pc:lrE:nts, if the, parents prefer fts <~arlY, d~ath,> ' 
, \ ,0 ~ l , 

'~,;, if it;s continued life 'threaterls 'the fa~i~y!s' quaiit~ IO'~ ,':" '" 

, < , 

,life, or ~ f the costs of treatment are t60 h~,gh for soci'e,;ty;" ' 

Should those grputlds, for kJ.lling' preva~l, as thJ.s policy, 

. , i.mpl ü:i tly permi t~, then the lesser interests of other 

-,,:~J ' parties would prevail over the infant' s right to life. 

, 1 

'" 

, 
, '~Clearly that i5' al1inJ ustice of the most, fundamental kincl. 

other ~xamples of unf~irness exist as weIl. O%)e 

invqlves the poliç:y's pos~;ti~n_ on limitedrespurces, 

,iüready d{scussed abov~. As noted'" that position implicit:ly 
- - ," 

discriminates against,the disabled newborn. There is as , 

weIl, the "proportional ity" aimed at in ethical proposition 

three between the physician' s duties to th,e newborn and 

duties td the parents. As formulated, wJ.thout any reference 

te the, particular rights of the Chlld and the ,parents Whléh' 

:are at lssue, and wh~ch ought to have priority in what 

circumstances, that proposltlon is open,to an interpretation' 

th~t a salvageable baby's rlght to lite may have to g~ve 

way to parental wlshes and parental inconvenience. 

As for the test of 10terdisclpllnarity, we have 

already lndlcated what appears to be the major shortcoming 

at lea~t as regards thlS pOllCy -, the tendency to submerge 

and accommodate many dlvergent moral views and professional 

perceptlons withln vague and general formulations open to 
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'vêr:Y 'dit'ier~n,t ~'nd 'oppbs~d ,interpret:at'ions:. ,. Wht?ther this 
, . , ) (l' _ 

is due more to the var;iet'y of moral ,vl"ews ,as ',!;?ue-h, or '.to " 
. , 

',,', .~~h~ dJ.fferences_ ,inprG>fessional perspect.iv.è's 1s :i:mPQ~'S'ible. 

to' say'.) . '\ 

One resul t 'i~t importan't and strongly helci ' 
r 

indi vJ.dual moral pOpi t'ions and dJ. fferences 'do not stand" dut 

) , 

, 
sharply in ,th~' pol,iey i ~'self, - they are, pushed 'pack, ~ut 

, "," of s,ight (though H; ttùs caSe, the'y wer'e a~cessible 'thanks 
("" ,( rI, 1-... .. \' _ l 

, 
, " 

-te ,the parb~ipantrs' 'responses ta' the 'four questions). But 
- J # ' , 

th6se divergent Individu~l moral vi~ws and pro~essional 

. -perspectives, If strongly 'held.' are not likely to go- a'w~y,' 
• • 1 

, ' 

; - -Instead of appearlng "up front" in ~he pol,icy i tsel,f they , 

, , 
" ' 

.. ' 

will no doubt have the same effeci l~~i!eC~ly -'~h~'~eneral 

J:>ropos{tl0ns of the policy wi~l ,very likely' l:>e int-érpreted . ,. 
, 

byeach J.n the light of their'own indiVidual morality and, 

,~, ,~'-, ,- professional' stance. If so, thel!-the f:inal result will, ' 

'be one very general policy in theory, one which doe~ not , 

. comé,to grips with the really difficult and urgent issues, 

a policy ta WhlCh no onf: pays rnuch attentlon, and th~n ,'many 

in4ividual treatment polid{eé applled ln actual practice:, 

In other words, nothJ.ng much wlll have changed. 

Ahother result demonstrated by this part1cular _ 

~n~erdisclplJ.nary pOl~cy effort J.s the apparent tendency to 

re?uce the scope and moral intensity of the policy to a 
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~~nima~ m~rality, td the least con~ênti6us issues è~~ 
, - DI) 

" 1 

: ,(" J' 
]' l' 

,_ 1 _ 

~ l,.r f 
" ~~l ~~o~; aSlTlu7h as possible reducing, cons1de,r:a,tions 'of, 

\) , ...... ' \ 

public poll~y,and morallty ta thoseor,merely private' 
l , _ \ " ' 

r <\ ' ~oral~Y: ~ome ~xample,s of ,thatt~n?ency wer~ already 
\ ~ j ~ 

'indioàte~' above.- But an example directly r,él,eva~t, to 

interdiscip,lin~rltY'ltself 15 fcund in propositlon ,seyen 
, " 

" l, 

\ , ' , , 

,with ,reference te the role assignéd tà'law and court~~ 
, ' ' 1 
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That pro~9sition stat~s: "If, the court i5 called, ' , 1 .1 " 
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, , 
açou.t ,medical care' pragnos1's about qua li ty' of l Ife for the 

- \ 

, , i,nfant shou~d weigh heavlly in the dec,lsion as 'to whether 

, " 

" J 

or not to 6rder l ife-:'saving 'in:terve'ntfon,l l '. 

, , ' ,1 ' 
aspect of_the s~at,em~nt i5, not necessarily 

The worrisome 
, " 

the referenc'e 

to' qua, l 1 ty of llfe pr6gn~sis, but to ,the imp~ièation th21't, 

th;e ro/le OI 'courts and law 15 only that of inter-ven'lng to 

resolve .private dlsputes between parties. No qther role 
l , 

or va~ue is' asslgned ta courts and, law 
, .1 .... , .-

elsewhere in ~he 

, , 
. /. 

, 1 policY'. ~47, Two assumptio~s seem to be at work here. ' 

., , 

, 
,First of aIl' that a treatment decis10n lnvolving a disabled 

. newborn 15 essentlally and only a prlvate matter between 

,physic1an and parents, the court,called upon ta lntervene 

, when they cannot agree. Secandly, that 'as long as parents 

and physician do agree"whatever the grounds for the 
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l ',d~c'isiçm and 'what.E:ver the9u~comè' 'ff):r the cl":i:ild; courts! , 
, ., • ~ \ 1 

" . , -
/ ' 

/ rhav.e no, busine,ss, intervening in th~s '~,s$,e0'ti~1'lY' "pr"ivate" 
-! ,r' \ 

, a.gre~ment. ' 
\, 

1, l 1 

" 
But, ,as' alr~ady 'st;ated a nurnber 'of ,t~~e~' ,in thls, 

'thesis (and as we -~il~ indicàt~ 'in ,g,rea~er detaH in the' 

" ( \ '1 

, ' 

',', ne'xt, chapter), these treatmeht issues invoiv~ fiar 1J10re 

than just pri vate morallty or, ~rl va'te ',';igr:e~ment,s 'p~twe~~ 
, , 

:parents and physicians. There is a large, qLl~tl\=!nt'- of:' 

;puqllC morali ty, 'and puqlic :pol,icy as -weIl gi veri that 'thè" 
\ > 1, ',~_ _' ' 

\ ~ , ~ 1 

lives and health of chi~~~en are at,stake, and ~t is th~ , , 

from'hegligencè and abuse. Thqt do~s' not of course me an 

,that, the law ~nd 'courts' are or 'should be invo1ved ~n alî 
/' 

these dec~aions.' Not at ,aIl.' As f,ar as pos!;iible th~se ' 
\ " \ l 

~~c,ision~ should. ?e 1eft to the pri vacy of pare~~s, anj 

physician, and ~n most cases the best interests of ~e 

infant wi Il no dç>ubt be we Il served by them.' But_ t.he l.;.tw 

as the ultimate expresslon of socletal tolerance and 

protector of both lndlvlduals and essenti~l lnstltutlons 

" 

448 " from harm, has somethlng to say about the o~er limita of 

what soclety lS prepared to accept. It also has a responsl~ 

bility to sometlmes lntervene to protect rlghts and perso~s 

,whether lnvlted to do so or not by parties in disagreernen~. 
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have labell~d' the 'Ip~rt:icipatoryll ,model" -the l.deal 
, ' 

theological biOe'thlCl.S't has deflnl. te 'moral posi tions 'and' 
\_ r.1' 1 r (~'--~'~ ,,! l ,-\~, 

~efends them VigorQ'usly,' but conceives of his -po'lic;:y-mq,k'ing 
r ( \ J' " 

contrlbut1on ln an a.n,t;erdisciplinary, group as that of 1 a 
, , -

)J'artner. As such he ~s "also re~dy to, learn from o-thèrs 
, -
,~nd _,tp seek common ground wherevet' possible Wl. thout 

'," s'aCrl.flC:lng his own 'moral com.;ictl.~ms. Our quèstion then ' 

- iS-: ,èlid the theologl an invol ved in this partic-Ula,r _ eff~rt 
, \1, l '_ ' \ 1 \ ,'- J , 

(-1. ~. ;lbert 'Jon$e~) in fq,ct play ,a partic~pà.tQry' ;ole 

in the sense,described? 
\ , 

( 1 1 

Obvi'ously we can only answer- tl;'la,t 'question' if we 

know the ~heologl.çal tradltion and/or relevant moral 

convictions of the particular theologian dl" theologians 

in qùestlon. Only then are we ln 'a posi tio~ to see whether 

~he pOllCy to WhlCh a theologian contributed reflects to 

any degree the tradltlon and/or convlctlons of that 

_bioethlc1st. As lt happens we do know at least one such " 

pos1tlon held by Jonsen (along wlth hlS philosopher 

colleague and fellow partlCl.pant, Garland), namely that he 

,is emphatlcally agalnst the Inlllng of d1sabled newborns'. , 

Th1S we know from one of the Conference's background 

1\ l' 

" ( 

\ ",
, , 

\ i 

( , 

articles written by Jonsen and ~arland.449 That belng 50, .~~ey , ) 
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, ",-,~ >,"-"w~~e' very likel"y' the two who answered "no". 't~' t,he question 
, ' 

,', about whether, 'i t ~s ~ver 'right to 'dti'rectl'y k1l1 la dying', 
\ -",.. ,(, ) " , 

\ 

.infant.' Armed Wl. th that information Vie can only copel ude 
" 
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to'a't a,t least as regar.ds actIve euthanasIa, the theolQgia~ 

in, th{s lnstanee did not defend that' convicti,on 

with'vig~~r and/o~' sucee~~. The' ~ol~cy Itself j as already 

6- 'noted, by no means é~eludes' aeti ve ,euthanasia. On :the , 

contrary, the "has~enlng death'" formulation of proposi;tion ' 

, \ elght could reaçÙly accom,modate ~nl'lin~ il) the context 

Qf,the'~hole polic~. 
" , 

, ' 

',1 

1 \ ,;' t 

l 
'\ t __ , 
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1 \'," 

, ' 
_ .. -,', 1 

One "suspects' his convictfori ~gainst euthanasia 

may not hav~, been defended w:l th much vigour. How el'se' , 

l 

the, policy ,and aiso th,e commentary' in whleh they s'aid ;'the, 
! ~ ~ - - " 

, , '450" , 
morall. ty of euthanasi9 is "far f,rom settled"; , ,Assuming 

, , , , 

,·tOen that Jonsen was not, per$uaded to change' hi 5 position' 

• 1 

, , 
'<. ,- _ ... , 

1 t \ ,1 

) '\ .. "- -- -" 

... ~ f" 

,- 1 !' 
" 

'; , " 

against active, euthçmasia and contlnued to hoid i t l' the -, ,--' - l, .... , ,', __ '. 

, ' 

;only other explanation for his acquiescençe with a,po11cy 

which at best soft-pedaled that pOlnt, was his eagerness 

to produce and contribute to a cQnsensual and inter'-

discipllnary po11cy. But our question then is, how far 

should the theologlan go in that dlrect~on? Does there 

not come a pOlnt beyond WhlCh one 1 s own convictions and 

theologlcal tradition should require that one bow out of 

the' effort or explicltly dissent? We will leave a more 
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glol;>al answel" to' th.;lt question ,unti ~', tpe conclud:1l'lg chaptal"; , 
, , 

, ., 
suffice it, to say how tnat our answer 1,5' ilye$'~' t,o -the second , , 

question. , 

A hint that Jonsen may have' been .overly -e~;ger to 
, 

compromi'?e for the sake of con&énSus is to be found in 

'the goal and. expectation he prov1des for the whole exer:ci5e, 

~ar'nely that: 
',\ 

, , 

when many individuals wlth dlverse 'mo~al 
convictloBS' face a series of declsions about 
,similar cases, the-Fe--soould be a way to 
aCcOmmodate the diversity of prlvate 
beliefs within sorne degree of broad 

-agreement about how su ch cases should he : 
managed.451 [E,mphasls added] 

- -, 

.~ . '. ' 

, - ' , 

/ 
" J \ 

That such an accommodation and agreement:- i5 desirable 1 

wè'fully ,ag,~ee. But that there shou'ld (always) be q way of 

actua'H_y,'aclùev'ing lt'given a diversity of beliefs would 
! , -

seem to ~e a largely utopian hope. Our examÏJîatlon of ' 

this tnterd1sc1pllnary effort suggests that there can come 

a point ln the search for agreement and consensus after 

which both can be achieved only at the (unacceptable) cost 

of either producing a policy WhlCh 1S too vague to be 

morally helpful and protective of the disabled lnfant, or, 

by bargaining away a theological or personpl convlction. 
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- ! ~ , We Itürn nowto ,th.e leg~l policies' regçrdïng tHe' , 

l ' . , 

1. 

" 

, " 

~reatment of the seriOÙ,SlY disabled t;lewborn'. Three' pr~limlr~a~y 

PQlnts should bé made at the outset·of thIS chapter~ T~e -' 
, 

first .15' that th1S chapter cannot and does not pretend to' b'é': , 

an exhaustive treatment of the position of the l~w on this 

Given,th~ size'and complexi~y of this subject, 
1 l '"0 __ 

i~volving as it 'should ~ourt decisi,ons" ,1eQislation ar1d(le,gal, 

'analyses 'lI? rTJanY diffel"ent countrles and 1,~gé71 systems l 'a 

comprehensive treatment woul'd requ1re a separate ,thesi's on 
1 

,that perspective alone. Gl ven both, spac,e llml. -:ôtlons and: 

the 'bioéthicàl f~cus of tras thesis it lS nei ther pos;;ible 

l'1or necessary}::ç:> provlde m<;>re th an a sununary of the ,le~~l , 

,~ta~ces' on the matters of lnterest to us. 

, 
WhIch'brings ~s to the ~eçond of ,our preliminary , 

, , 

,points. ,There a\e poten'tially a very large number of Issues 

'one could address under the general rubric of the law and the 

disabled newborn. But the partlcular normative bioethlcal 
o • 

tests belng applied iri th1S thesls ]ustlfy narrowing the 

, number of questions addr~ssed to the law to matters of 

relevance to those tests. Accordlngly, we wIll dISCUSS the 

position of the law on the~e three related matters - the 

'killlng or a,ct:l.ve euthanaSla Df dlsabled 'l\ewbor~s, the legal 
1 

pos~tion on allowing seriously dlsabled infants to die , 
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" ,'-- :' (~,~c,i-Udirtg th~ scofle, of qual i ty of hIe conslderatl.ons), 

ahq the roie and limlts of parental authority, Most of 

our other tests are includedwlthin one or more of' these 
, 1 

three, and wlll be tou~hed upon as weIl. As it'happens, 
,; 

,those three questlons are the on~s Whlch have rece.i ved 
, , 

the most attentlon by courts and legal analysts in'~ecent .. ,,~ l,' 

, tlmes, and the ones about which there' is the y unanimi t:y. ' 

Thlrdly, we wlll not find anywhere in statutes or 
.. , 

C?Ul"'t deC'l-SlOnS a single, detailed ,and comprehensi ve lé9~1. 

poJ.,iCY cov:erin'g' a11 the legal nghts, dutles, habi 1 i ties an'çl ,. 

. 'pr:ocepu,res lnvol ved in tteatil!9 di sabled infants, OaEie, 

, ,'dec:is/i.ons for example act;ually dec;tde only the relatlvely 
1

1
- ," _ ' 

:!"lar-r'ow ~uestion àddressed to it' by the 'par,ties (ln clvil. 

acti ons) or the State (in c"nminal prosecutlons). 'Courts do, 

however, provide a great deal of signlflcant legal reasonlng 

about related matters by way of background and reasons for 

/ 

thelr ]udgmentEi. Chlld welfare and health protectlon statutes, 

'and the Crlminal Code, do not address explicltly or comprehen-

sively the sub]ect of dlsabled newborns, but one can readlly 

apply many of thelr provisions to these lnfants. We wlll 

therefore refer' under each of our three headings to varlOUS 

relevant court declslons, legal analyses and statutes. 
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A. Euthanasia and the law 
l ' 

A flrstand fund~mental questlon concerns the 1ega1lty 

of euthanaSla. Our questIon here 1S. wou1d,the k1111ng by 

,a~t or omlSSlon of a serlous1y dIsabled Infant, for Instance 

for motlves of compaSSIon for the 1nfant or 1ts parents, Incur 

crlmlnal 11ablllty? The answer is yes, ln prlnclple It wou1d. 

, 1 Whether such an act or omIssIon does ln practIce lead to an 

actua1 prosecutlon depends upon a number of condltlons. 

Severa1 conceptual and semantical pOInts shou1d te 

c1eared up at the outset. FIrst of aIl, ln the 1ega1 context 

it makes Iltt1e sense to dlstlngulsh between actIve and passIve 

euthanasia (though It is somet1mes done). From the 1ega1 

perspectlve, what makes somethIng 111egal or not IS not whether 

It was an act or an omlSSlon. OmISSIons can sometlmes Incur 

the same 11abI11ty as commlSSlons. There are especla11y two 

decld1ng factors as to whether an omISSIon wlll Incur lega1 

llabl11ty. The flrst IS whether or not one had a legal dut y 

to provlde what was omltted. If 50, then not havlng done so 
pô' 

Incurs essentlally the same llaOlllty as an Illegal act 

l ' WhlCh achleved the same resu1t. The second IS whether that 

omlSS10n of what one had a dut y to provlde was actua11y the 

cause of the result ln questIon. If that resu1t wou1d have 

happened desplte one's omISSIon, then the omlSSlon was not 

, . its cause and Implles no 1ega1 liablllty. 
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{' In Vlew of the ordlnary meanlng of euthanasla, ~hat 

is, "rnercy-kIlling", there is therefore no legaf pOInt to 

dlstlngulshlng between "active" euthanasla (klllJ.ng by act) 

and "passIve" euthanaSla (kllllng by omISSIon). The legal 

issue IS not whether one IS kllled by act or by omIssIon. 

both belng forms of homIcIde If there was a dut y to"provide 

treatment. but whether one's act or omISSIon kllled, or the 

disease alone. In our Vlew It would contrlbute greatly to 

legal (and ethical) clarlty If the quallLlers "actIve" and 

"paSSIve" were b~'mned forever from quallfylng the w!=,rd 

452 
"euthanasIil" . The Importilnt legal dIstInctIon IS therefore 

between kllllng (by act Dt' OmISSIon) and allowlng to dIe '(when 

there IS no legal dut Y to do otherwlse). The latter lS the 

subJect of the next sectIon ln Whlch we WIll examIne the 

condItIons wnlch can make an omISSIon to treat legally 

acceptable as opposed to a eulpable causlng 01 death. What 

concerns us ln thlS sectIon lS essentlally the Issue of 

euthanasla or k1111ng, an aet or omIssion WhlCh can be legally 

categorlzed as a form of homIcIde wlthln the meanlng of 

sectIon 205 of our Crlmlnal Code. That sectIon provldes that: 

A person commlts homIcIde when, dIrectly 
or Indlrectly. byany means, he cause~ 
the death of a human belng. 

, 
/ 

~ 
1 
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Î 

We should add that accelerat1ng death 1S also a form 

of homlc1de accordlng to sectlon 209 of the Crlm1nal Code .. 

Even though a person (lnclud1ng an lnfant) lS already dy1ng 

from"a "d1sease or d1sorder", 1t lS a crlm1nal offence ta 

cause a bodlly 1njury WhlCh resul ts ln death by accelerat1ng 

it. In the eyes of the law, therefore, one who hastens the 

death of a dlsabled and dy1ng Infant 15 not relleved of 

crlffilnal liablllty for causIng death by arguIng that the 

newborn was already dylng. 

There lS also another crIminal offence Wh1Ch could 

apply ln our context, though It does not fall wlth~~ homlclde. 

It 15 that" of "caus1ng death by crlmlnal negl1gence", provlded 

for ln sect10n 203 of the Crlmlnal Code. It has been 

establlshed for Instance that If a parent of a mlnor child 

recklessly denled treatment ta thelr chlld, thereby 

ac'celerat,lng death, that could be an example of cau51ng death 

L.53 
by crimInal·negllgence. 

The sanctl~y of llfe prIncIple 15 undoubtedly the 

most fundamental of prlnclples in law, especlally in crlmlnal 

law. Though not understood in a vltal15t manner (as we shall 

demon~trate ln the next sectioh) respe~t for and protectIon 

of human life 15 fundamental ta aIl modern legal systems. 

Whatever the cultural, SOCIal or polltical dlfferenc~s, on 

. 
r 
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at least one point the~r laws w~~l agree (though unfortunately 
- , 

somet~mes selectively enforae), namely that one'may not k~ll 

other human beings with impunlty. A 'major , portlon of Canada's 

Cr~minal Code 15 devoted to offences agalnst the person, the 

largest slngle portlon of w01Ch ~s devoted to,the varlOUS 

forms of hom~cide. Though the Criminal Code does not refer' 
, " ' 

exphcl tly to euthanasia, ln prl.nClple i t co~ld be murder 

" " 

, . 
(i.e. causlng the death and i'ntend~ng to do' so) :~r 

(caûsing the death in the heat of passlon,or under 

manslaughter 

prOvoqitiO~) ,~54, 

, , 

But do newborn ~nfants fall within the meaning of 
1 

"hurnan beings" ,whose kllllng ~s proÈl~bited by the Crimlnal 
1 

Code? Are' newborns entl tled to have the;t.,r Il ves and heal th 

protected as lully as ch~ldren ?nd 'adults? As we observed 

earller ln th18 thesis, phys~clans do' not normally refer to 
\ 

infants as anything ~ess th~n human ,belngs or,persons. 

Neyerthel~ss, we ldentified a tendency of many to gl~e much 

more welght to parental w~shes and burden5 ln the case of 

disabled newborns than they would lh the case of chlld~ep; to 

the pOlnt that some find ln parental wlshes or burdens 

JUsti'flcatlon for l'01hng the former (even when salvag~able), 

but not,the latter. We suggested that whatever the conSClOUS 
~I~' 

reasons, thlS lmplles the assumptlon that lnfants have less 

. ', ~ 455 
lntr~nS1C value than others and may not even te persons. 

Sorne phl1osophers argue qUlte expllcltly that newborns are 

l ' , 
- , 
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not pèrsons in the full sense,' but at bes't "potential 

persons", and' that therefore disab1ed lnfants cou1d '}je 

, " , 

~acrlflced'if thelr contlnued existence threaten~ the "self

'reè11:lz,ation" of "existlng" persons. 456 

,..-
But in the' eyes of the Ü1W sucl"\ assumpt'i,ons . and 1;':, 

propoSI~lons are complete1y untenab1e. Fro,m' the momen,t ,of ' 

birth a newborn lnfant, dlsab1ed or not, is considered a 

person 'in the full 1ega1 sense, and a~ such lS ent~tled ,to 
, , ' 

\ , 
r· 

, ,. 

, ' 
F'ar:' ,crl~fnal 'law . 

, " 

. full ând equa1 protectIon of the law. 
é , 

1 • 

purposes, inc1udlng the homlclde provlsions , 'sectidn' ,~06 (1) ~ 1 

, 1 
qUl te clear: of the Criminal C9de makes that 

, 1 

/ 
, ' 

J \ , ;-

A child becomes a human being within the 
meanil')g of thlS Act when i t ',has çompletely 
proceeded, in a 1ivlng state, ftom the body 
of 1ts mother ... 

. " 

(
, ' '. ' _.-

.' " " ~ 1 , . ' - ,. .. 

) , 
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'.' 

If the existence of a lega1 dut Y to do something 

,,', is one of the elements WhlCh can make an omission lnto a 

\ 1 

'form of culpable homlclde (rather than slmply a110wlng to dle), 
1 

th en what are those dutles and who can have them? The legal 

duties of lnterest to us are those referred to ln sectlon 197 

of the Crlmlnal Code as the provlslon of "necessarles of 

'life" ta mlnor chlldren unable because of age, 111ness or 

1 

other causes to provide for thernselves. What they involve 
\ . 

are those thlngs needed ta preserve Ilfe, and lt 15 c1ear in 

,law that this can include med1cal treatment needed to preserve 
. 1 
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Those who have lega1 duties to provide necessaries 

o! Il fe, are those who have these mlnor children "in their 

charge", el ther by virtue of thelr faml,ly relatlonShlp 

(,1. e. parent, foster parent, or guardian) or professional 

l h 
" 458 re atlons lP, the latter including phySlclans. Ir 

princlple then, should physlCl.anS or _par:erits fail to provide 

necessaries of ll.fe, e.g. Ilfe-preservlng medlcal treatment, 
, l " ) 

to a disabl ed but saI vageable lhfant, wi th the resul t that; 
1 - 1 j 1 

~ 1 -' 1 

'-
tne infant dies; the y are ,liôble to prosecution for homiçlqe. . ' . 

- " ,1 ' , 

Butçônnot~~ re1ieve 

dueies in' thlS regqrd~ they, n'ot 

p~ysicians of thelr legal 

extlnguish the physician's 
, 1 

obli9,atiors by w~ thholdlOg thelr consent to the life-savlng 
1 

t~eatment of thelr selvageable newborn chl.ld, and requestlng 

that it not be treated? Not at aIl. The physlclan's dut Y 

to provide appropriate treatment can be founded lndependently 

of any ~ont~act wl.th the parents of the dl.sabled Chlld to be 

thatuinfant's physiclan. 'As Robertson affirms ln'this regard, 

the tradltlonal tort doctrlne would undoubtedly apply, namely' 

that one who assumes the care of another, whether gratul tous l'y' 

or not, contlnues to have a dut Y to care lf not doing so 

459 would endanger Ilfe. In Canada, that dut Y has been 

lncorporated and codlfled for crlminal law purposes in 

sectl.on 199 of the Crl.ffilnal Code: 
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, " 

, 1 

" , 

Ev~ryone who undertake5 ta do an act 15 
under a legal dut y to do it if an omission, 
tQ do the act' is or may be dangerous to 
llfe. 

, . ~ ~ \ 

That provisIon does not of ,course, lmpose a dut Y on physicIans 

to provide life-sustainlng but therapeutIcally useless treatment, 

but it does provide a basis in crIminal law for the, physIcian~s 
p' 

--
dut Y to provide treatment independently of his contract with, 

1 

the lnfànt 1 s parents. \ 

1 • 

The physicl'ah 1 s, dut Y fac;ed wi th p,areritàl refusal o~\" f 

medi~?llY, i.ndlcated 'lif~-preserving tr~atrnent. i.S to seek to 
, , -

provide ft regardless. He should normally do so by first of . . -

. _' all'jëPorting to the hOSpl tal o~ JudicIal authori tI~S _instanc,es 

, in ~iCh parental refusaI to aJthorlze treattnent ar'nounts in . 

\.~, ~~, \/ his m~ Judgment to ChIld abuse or neglect. The source 

of the phys1c1an's dut y to report 1S ta be found in the' 

provincial Ch1ld Welfare Acts, which 1mpose a legal dut y to 

report cases of parental neglect. If the court decIde5 that 

treatment ln th15 instance 15 l.ndeed a "necessl.ty of ll.fe", 

a guardl.an WIll be appol.nted and the treatment authorlzed 

despite contlnulng parental refusaI. 

It should be emphasl.zed that a compassionate motlve 

for kill~ng by act or omisslon does not make the act or 

omISS1on accept~ble or less' legally culpable. MotIve is not 
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, ' \ . 

an essentiq l' eiement of crimes in Canadian cdmir'lal law, 
:-, 

or l, 

in-other common-law Jurlsdlctlons, so that compassion is of 

no leg~r consequence as regarqs guilt or 1nnocence (though 'it 

maY' weIl affect -thè '$ente,n,R.e j~ .. All that matters 15 whether 

,...~~ ".-
or not one 1ntended to çause de~th, whatever the motive, be 

-'i t compass10n, vengeance or personal galn. That being so, 
- \ 

to kil1 an infant out of compas,slon for the sUf(ering chi)d 

and/or, for the p'arents,' cannot serve, as j ust1 fying reasons 
, 

, :""in 'the, e'yes of the' law. , , . 

,. , 

, ' Th~ sp~cffi~ matter of'pain~killin~ drugs and o~her 

, forms of.' palliative care which can 'also hasten death' shollld " -, ( , - ~ 

also be noted. ,l't 1s gener;-ally ac1mowledgedth~t drugs o~', 
l , 1 1 / l 

,other forms' of care, can be prov1ded' :iLn the d?-I:?éS req\lir:ed 
". 

to adeqJately control a~ lnfant's p~1n and discomfort, even '. 
, ' , 

- 460, 
,th04gh death might thereby be hastened: \ If déath' is' , ' 

thefeby haste,ned, that ls a sometimes 1neV1 tab~e by-product 

',o~ ladeQUate c~re. What makes such treatment good 

med1cine and not homIC1de is when the intent lS to relievé 

the (newborn) patient's d-1scomfort, not to k1ll 1t, and the 

dosage 15 proport10nate t9 ~he paln and dlscomfort. Whôt 

would make such treatment a form of culpable hom1clde lS 

when a s~dative pall1atlve treatment lS admln1stered Wh1C~ 

hastens death and 1S clearlY excessive for purposes of only 
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comforting the' pàtient. By this standard, those physlc1ans 
" -, 

, 'sùçh as Lorber 'who apparently over-sedate sorne ,of thelr '. , 

'$eriously disabled lnfant patlents ln order to starve· the,m, 

" 'ançj ac:h~eve qUlcker deaths, undoubtedl y incur pob;mtlal 
i) 1 t \ 

~crlm~nal 11abillty for' homicide. 

-The mere fê;lct of potential criminal liabllity'in 
, . 

the. ways discusse'd above,' does not of course' meantha't- ' /, 

,p~r~rits'. physiclan~ o'r otrr-ers ~ill i'n, fact be :pros~c~ted .-
, \, ~ '.o' 

, , / 
, 1 

In the- relatively rar_e ca'ses ih 
~ ,1 1 

" '--

! '1. ~ , • --

\' \ \ 

, "" 

, , 

, 1 

Whl?h parents have been prosecuted for killing t'he1r d-efecti~~," " 

. " 

, , 

, ~, 

~j \ 1 l " 

-' ~ ( 

.' ' 

'1. ,- , 

\ ,~ ~ 

~h~l~, they have usuaily (though no~·alway~) been ~çqultied.A~r ' 
, , 

" It w'ould appeartha't no Phy'slc'lan has yert, been prosecuted for' 
-

-'ki1ling by omission, ,thou,gh a, physlCial1 was, rècenti y Ch'arged', 
, 

" :m. th murder, 'allegedly for kllllng a dl.sqblec,i' lnfant by the 
, , 

adml.nlptrat~on of a massive overdose of morphine. (See belp\i. 

, 'pp. 432-434). In the rare instances where charges have been 

lald, th~ acqulttal rate has been h19h.
462 

Several factors ha~e been suggested ta explaln both 

the rarl ty of prosecutlons and the frequent acquittaIs for 

euthanasla by act or omlssion. One 15 the high standard of 

proof requlred ln crl.rnlnal law ("beyond a reasonable doubt") 

combl.ned wlth the dlfflculty of provlng causality, that i5, 

that the aet or oml5Slon of the aecused physic{an caùsed the 
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, " , i 

'-1 .pat1ent~è.de~th. En sorne cases the evfdence 1ndioated,tha~: 1 \ J _,' 

, , 
l' 

, " 

1 

" " the ,pa'tient 's death l'and/or that stopping ot l';i.fe-support 

" ' qteasùres 'was Justlf1éd given that tt:e patient! 'was, If:or exampi~ 
" ' 

, v 

.>,' J 

deeply ~o~ato$e ~it~ no chance' of recovery. 
, ' 

, . , 

In' ot~er 'w~rds. 
" , 

d, , ' 

'"1 \ j, omlss1ons are often held to be qui te acceptable legally 1 
, \ " , 

" , 

rno,r.e lh .the, natu're' -of "allowlng a patient to die" from- hi,s 
~ \ "'" '~ ... ' 

" , 
,1 

" ;~ : " '. di sease th'an a, fai 1,u~re t~ perfor~Tf ë;l "leg:a1 dut y . An example. 
1'- 1 ~ JI' : .. 

'-1 J! 

_. '""" 1 _ ~ 

, ", .~~ , ) -- , ( 

\ ';, ,', .' 'is 'a recent Cal ~~or'n'l.a' case in 'whi.~h, t\;"'9 'Ph~5iC~at1s', were : ~ '. 
". \ .... -1 

'<'"'--('."ï ", 'Char~~'d 'wi th ~~r:der ,f~~ stopping, .1,ifel,,:suppor~ !llea~ures fOr,"~'.' ", .,' " , 

l, '.. ", cpmatose q,dul t' patient Cwi th the concurr~!'1cé' Qf' the patient· s 
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'463 ' ' 
'fam1,ly) . , 

. ' -, 
" . ,Another ex&mple, lea<iing" t,a a ,éharge, ;" t~,er,. ,~h 

',thi~s instance not 'by om~sslon bu~, 'by, 'cOm.misS,lon; ,i:n" I,ved 
,\ 1 \ 

"the alleged overdose by morphine Dl a seriously disab1'ed 

, r newborn glrl ln an Edmonton, A1b~'rta hospi ta1. This casé' as;; 

'Wéll 111ustrates how the major and rnost difflcult element in 
, 

pro~eçutlons is that'ofprovlng causality. Candace Taschuk 

~ was born in an Edmonton, Alberta hospi tal ln October, 1982. 

\', - She suffered from serlOUS braln damage and convulslons. 
, , 
Sixteen hours after"her blrth a forelgn doctor practlcing at· 

the h,OSPl tal admlnistered a massive overdose of morphlne, to 

Ca9dèce, 15 mg of morphlne, f1fty tlmes what was considered 

te be a '''normal'' amount. It was adm1nistered 1." two separate 
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\ {\ ':ï "inj~çtio~s i'n: ,~'~~,~: :~'f, :t~~ ~'~b;:'S th~$h,~: / SHe' c;ri,e
c? ,;b~~; 

,,1>'. ' : ,\', ,f ' , _ ,J 

1', -' 'c ,'." '-rnJ.nù~es 'lat'er. Sho~tly aft,e-rwards, t.he j:>hysician t.old the' , 
~ ) \ ~ 'J ' 

~ , , ' 
- ,', . '~egi'str:ar' 9f the (~lbe'rta) College of Phy:sicians and Surgeons 

, , . 
", " . \!/hat ,he, nad done, ,and that he hëid intended ta kill' the baby: .- : -

., , 
" o'ut o,f compa'~'5lon .. 'l'h'e cO,llege suspended his ll.cence ~s a , , 

>-:.. ~ 1 

, J' 1 _ - \ 

',-- \ 

" , 
, 1_' 1 1 

, , 
\ ('-'; 

" ) 1 \ ' ..... , , 
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" - . 

result. AS,we!'~; ,the two, nur:ses Wfl<;> 9-ctually aàrnirll's-tered 
'!' . ; , ' \ 

:' " ' ,the. }Tlorphine on the physic(an "s 'orders were 'su~pended' by , 
, l " r , , "-1" ' 

'their nurses' 'assoçlat~on. 'ButSy the time' the incid~nt çame 
" 1 

f to the' attention of ·the Attorney Genera'l' s Department som~ , ", ' 
, \ '" - ~ '\~ J 

,j \ '1 

,1 • ~~nthE<I:~ter', the physic~p .h,a~' q~d the, co~,lntry and .retu~ned 
, , , 

fi, 

,', ,to his own land. 
, ' 

1 .. ' ~- , 
, J 

( . ' 
1 1 \ "-

, . A pr'~vin,c*al Court' j~dg~ wa~ then 'appointed: to do a' y : ' ,-' , 
! .., .. ' ~ -. 
J " , ;:. ~ - .. 
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administered by that physic~an actually kJ.lled can,dace :', th~!?, 
( , 
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, " was ,to be a prellminary step to assist in the decision as -: ' ~' .... J - 2, ) 
J,' , 

" 

" ( 

-. ' 1 
, ' , 

J' ,- \ .- ~ -

, , 

, ' 

, ' ~o whether or not ~o lay charg~s. It was never ~n dispute 

,that' the phy~ician ln questlon adminlstered the dose;,~hat lt 

~ potentlally lethal and that he lntended to kill the ,'baby. 

~he'physiclan had admltted aIl thlS ta the Reglstrar of the 

College. But thé judge headlng the lnquiry concluded that ' 

because Candace was dylng from ,other causes ln any case, and 

a complete autopsy was not conducted after she dled, her death 

could have been caused by the morphlne, by asphyxia or a 

comb~nat~on of both.
464 

The physlclanwas neverth~less 
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, 
chftrged with first,degree murder in the baby's death, 

l , 

as, 

weIl as eight other charge~ ranglng from bodily harm to 

attempted murder. Attempts to extradite hlm and h?ve hl.m, 
, Q 

retLlrned to Canada' for trial pre apparent l'y ,cont~nuing 1 

A second factor to be reckoned wi th, at least 'in 

oasès which could be construed as homlcide by,omission, 

is the neeè to prove one of the required elem~nts of a 

brimiinal act. tha,t is, the mens rea or wrongful intention.' 

S:i;~ce' i'n practice ,the physician has the' responsi'bility of 
, - , 

-de~èrmlning whether a treatment is ordinary or extraordinary ,\' 

in ~he circumstances, he 'could in sOlTle cases escape prosecutl0t:t 

,b,Y '. arguing that the trea trnent omi tt~d was exuraordinary and 

thèrefore not withln hlS legal dut y to provide. In sorne 

cases. ,even if the physicl.an "l.ntends" that the lnfant' not 

surVIve, If the wlthholdlng could be cdnstrued as a 
l " 

c~nscientious withholdlng of what l.n those circurnstances 

was extraordlnary treatment, a prosecutlon would not (and 

h Id t) d 
465 s ou no succee. 

A third reason for the rarlty of prosecution5 for 

killlng by act or omissIon ln neonatal units 15 the obviouS 

one that whatever the actual frequency of such incidents, it 

would not be easy for law enforcement authorltles ta flnd, out 

about them. A number of factors could account for that. First 
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o~all, rnany cases of selection for nori-treatment do in fact 

fa11 somewhere in the grey area betwèen cauplng death' by 

failure ta perform a legal d~ty (hence homi~lde) and ~~mply 

al,lowing to dle (bec'ause therapeut~c:; treatment wi Il, serve no 
, " 

purpos~) " , , 
.' l 

,In such cases lt IS most unllkely that any one 

would t~port a potential abuse to the aut};lori 1:;ies t es~ecial1'y 

when ,the parents are in agreem~nt w:it;h the non-treatment. 
" , 

'SecondlYt 'provis1on a1ready, exists for: parents or, physic+ans 
)1 _ l" , / / 

{ ,- ,.' , \ \ \ 

t'o ,seek a court' s ,ruHng bet;ore the event shou1d one p,at'ty, , 
, , , 

,~r, the other feel 'that a pr'aposed course (for or against 
, ' 

, " , , 

treatment) might be abusive and ,iIlegal. 'Thlrdly, given the -

general dis,regard of physicians for the lega1 implications 

" of' selecting Infants fol' non-treatment' (an attitude we noted 
, .. \ \ , 

, 

'~a.rller when exa'mining ,the results o~ polIs and survey~') it 'is' 

nardly surprising that physlcians dO,not themselves tend ta ' 

report IncIdents, of potential cr1mlnal1ty or abuse involving 
'\ 

other physicians. The general att1tude of most physic1ans 

appears ta be that these deCISIQnS are essentially medical, 

not lega1 at aIl, and shou1d be decided ln private in 
\ 

consultation w1th the infant's parents;, if abuses do take 

place and do become known ln medlcal clrcles they will 

normally be hand1ed within the1r own self-disc1pl1nary med1çal 

, 466 
structures. 
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'The rarlty of crimlnal prosecutlons to thlS pOInt' 
'. 

for the kl1l1ng of dlsabled newborns should not, however, 

, be taken as a rellable plcture of the future. We tend to 

agreè wlth th~se who predIct that as the practlce of selectlng 1 

infants for non-tre?tment becomes more,widely acknowledged 

" 467, and known, the pressure to prosécute'Wlll Increase. 

B. Allowing tO.die, gualltY,of Ilfe and the law 

l , 

, ' ' The ab'ove conSIderatIons were hot meant to suggest 

that the law demands that the lives of aIl dlsabled infants 

mus~ 6~ activeiy supported ~p ta the last breath. Despite its' 

cie~~ bias in favour of' Ilfe, tHe.1aw ln thiS regard is not 

in the final analysis "vI,talist" ln Pl~:i.nC1.p\E= 'or in practlce. 

Whi lei t prohlbl ts absol utel y and unequI vocally the kllllng 

of disabled newborns, it does acknowledge that there are 

~,ipcumstances when therapeut1.c and llfe-supportlng treatment 

may cease or not be InItlated, and the Infant patIent be 

"allowed to dIe". Our quest1.on ln thlS sectIon then 1.8, what 

,~ are the legally acceptable Ilmlts and crIterIa WhlCh should 

~pply ln makIng these decIs1ons, what weight doe8 the law 

give ta the patlent's condItIon, to the patient"s p,redicted 

quall ty of llfe? 
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At first slght it may weIl seem that the law, at 

least the law as written, 15 1ndeed vltal1st, and that 
, 

treatment, once begun, may not be stopped unt11 the pabent' s 

death. A. prov1s1on of the Criminal Code referred to above 

1f read in lso1at10n seems to support that conc1us1on, name1y 

sect10n 199, "Everyone who undertakes to do an act l s ,under 

~ legal dut Y to do lt lf an omlSSlon to do the act 18 or may 

l:;)e\ dangerous to 11 fe" . 

Taken Il terally and ln lsolabon that could mean 

that the law requl res the use of what ln effect woul d sometimes 

be useless aggressiv~ or therapeutlc treatment, the continuation 

of which may be worklng agalnst the patlent: s best lnt.erests, 

by inflictlng pOlntless and senous addl tlonal sufferlng or 

merely prolonglng the dy1ng process. As the Law Reform 

Comnll SSlon of Canada and others have clearly demonstrated, that 

provislon of ~he Crimlnal Code must be read ln context.~68 If 

that l S done-, l t becomes' cl ear that sectlon 199 must be 

lnterpreted aga1nst the background of the central lega1 

standard of conduct, the reasonableness of the aet under the 

t.69 
Clrcumstances. Further clariflcatlon and quallflcation lS 

to be found ln the crlmlna1 negligence prov1s1ons of the 

-
Crimlnal Code. They establlsh a speclflc standard directly 

relevant ta our context and lssue. The law (ln thlS case 

section 45 of the Cnminal Code) does not conslder every act 

.' , 

: \ 

, , 
, ' 

" , 
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or omlSSlon endangerlng llfe to be crlmlnally negligent, but 

only those ln WhlCh one "shows wanton or reckless dlsregard 

for the Il ves or safety of other persons" . 

While there l s adml ttedly sorne amblgul ty ln this 

regard ln the law as wrl tten, whlch ln out' Vlew argues for 

470 
Sorne clarlflcatlon and reform of the Crlmlnal Code, there 

lS conslderably less amblgulty about the perrnlsslbillty and 

crl terla of non-treatrnent ln the law as pract1ced. It lS 

especlally ln the ]udgments of courts and thelr reasons for 

]udgment that we flnd the rnaterlal from which to construct 

the criterla WhlCh the law has thus far applied ln decldlng 

(before or after the event) that an omlSS lon ta treat was 

(or would bel elther a violatlon of the dut Y to provlde 

necessar1es, or a legitimate Instance of stopplng Or not 

startlng therapeutlc treatment because 1 t has becorne useless. 

We w)" Il therefore turn now to sorne of those cases. 

Before looking at sorne specific declSlons of courts, 

we wlll fl rst of aIl summarlze what ln our Vlew are the maln 

prlnclples and cri terla governlng non-treatment from the legal 

perspectl ve. The declslons and legal analyses to be dlscussed 

below wlll ampllfy and provlde the support for these crlterla. 

We propose four general conslderatlons or prlnclples, and four 

speclflc Justiflcatlons for non-treatment. Flrst ta be hsted 

will be the general conslderatlSl)s. 
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1. The flrst of the general principl es central to the 

concerns of law lS that declsions not to contlpue or beg~n 

therapeu~ic or llfe-support treatment for a dlsabled newborn 

must be made ln the best lnterests of that lnfant. Ll ablll ty 

for the death of a saI vageable chlld as a resul t of i ts 

5electlon for non-treatment, lS especlally llkely lf 

treatment lS Wl thheld ln the lnterests of persons or 

conslderatlons other th an that chlld. Gl ven thé- comnn tment 

of law, especlally crlmlnal law, to the sanctl tY,,1' preservatlon_ 

and equallty of indlvldual human lives, there lS no support 

w~atever to be found ln the law for tradlng off a ~alvageable 

newborn 1 S rlght to Il fe for the lesser lnterests of others, 

be those interests the burdens on parents, heal th profe'sslonals 

or soclety. As wlll be dlsc~ssed below, there is no legal 

obllgatlon for parents ta keep custody of a dlsabled newborn 

they are unable to care for" and legal mechanlsms are al ready 

avallable and should be lmproved to allow those parents to 
,1 

termlnate thelr rlghts and dutles to thelr newborn and 

transfer them to the state. The legal emphasls on the best 

interests of the lnfant does not therefore imply no legal 

interest ln the pllght or rlghts of the parents, and is 

premised on the need to separate the treatment declslon from 

the decl Slon about custody and subsequent care. 
',' 
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1 

2. 
o 

The second of these general consideratlory~ ls,the 
... 

related one that the law 1S somewhat skeptical of ~r;gumen:!=s, \ 1 

, ',- J - / 

and cri teria defend1ng the non-treatment of a disabled l.nfaprt:;;' -' ,,;,' 

'or Chlld on the grounds that thlS would be in the best 
-' 

interests of the Chlld, that treatment Gr contlnued Ilfe-
\ -

support would lmpose unbearable burdens on the 1nfant now and/:_ 
-) 

in the future. There lS a tendency to somet1mes clothe' 
; , 

self-lnterest ln the garments of altrulsm, or to make one's 

own subJectlve (and non-dlsabled) perspectlve the rule for , 

others. Therefore courts understandably place a heavy burdert 

of proof on those advocating non-treatment, whether ln hearl~gs 

to seek court authorlzatlon before the event, or crlminal and 

C1Vll proceedlngs after the event. Courts are not easlly 
'\ 

persuaded by arguments made by healthy and normal persons to 

the effect th~t an lnfant wlth thlS or that dlsablllty'would 

,clearly not want to llve wlth the limltàtlons or paln.whlch 

would result lf the 1n~ant were allowed to llve. Such 

grounds are sometimes accepted, Qut they are subJected to , 
'. 

very careful scrutlny. Should a court not be persuaded 1t 

, wlll reply that the perspectlve of a healthy, normal person 

cannot be assumed to be that of a serlously hand1capped 

infant wlth few or none of the experlences or expectat~ons ot' 

the non.handlcapped. The dlsabled patlent may weIl see even 
-' 

a severely Ilmlted and instltutlonallzed llfe as preferable 

to no' llfe at a~l. 

. ( 
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3. The thlrd of the general le~al consideratlons nas 

to do wlth the accuracy of the prognoses and criterIa u~~d 

,by a physlclan or a 'neonatal unlt ln selectlng infants for 

non-treatment. The attitudes, practlces and treatrnent 

\ , 
/ ' , 

~ _ 1 J 

, '. ,\ 
, , 

,. , 
,- ,.' , ' 

" 1 

1 ~ '\' 

pollci-es of physlclans noted and evaluated earller ln thlS . ~ 1 ~ 

thesls tend to conflrm thlS observatIon by the legal writer, ~," 
, " 

Robertson: 

[S]everal facts suggest that rnany more 
l.nfants than would meet the crl ter1c for 
justlflable selectlon for non-treatment 
are not being treated. Flrst, most of 
these decislons are not made on the basis 
of artlcu1ated, clear CTl teria. ' Triey vary 
wi th the àoctor, the hOSpl tal and a mixture 

'of factors not expllci tly stated. Secondly, 
there are no legal or other checks on the 
discretlon of doctors and parents. Ther;-e 
is no required declslon-maklng procedu~e, 
and though non-treatment currently would 
be i1legal and crimlna1 ln nearly every 
Jurlsdlction, the law has not been enforced 
and 1S not much of a check. Thl rdly, those 
dec1s1ons are often made ln a hlghly 
emotlonally charged settlng ... 471 

Çlearly there is a r~sk posed to the lives of infants 

who should be treated and saved, by treatment crlterla WhlCh 

are too SUb]ectlve, two loose, too unclear or applled with 

too Il tt1e attentIon to speCl flC confl'rmatory procedures and 

processes. That risk glves rl.se to this third general legal 

consl.deratlon, name1y that the treatment crIterla themse1ves 

must be formu1ated and appll.ed ln a manner Whlch precluQes 

as much as posslble the danger of not trea~ing and letting 

dle lnfants who shou1d not have dled. 
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As ,regards conf~rmatpry processes, this Iegal' 

conside~ation would appear ta support and encourage not only 

second and thlrd opinlons, but aiso the lnvolvement of 

hospltai commlttees to reVlew tentatlve declSlons ln the 

interest of reduclng the frequency of errors. It would also 

discourage non-treatment declsions from being made too early, 
.~ 

since reasonably accurate dlagnoses and prognoses sometimes 

require tlme. An example of a treatment policy WhlCh ln ,a 

number of respects would fall this legal test lS that of 

Dr. Lorber. He hlmself admlts that applled as rlgorously as 

he does and on the first day of llfe, sorne lnfants not 

treated turn out not to have met even hlS own criterla for 

not treatlng. But by the tlme he lS aware of that the infant 

is elther dead, or allve but :~ much worse condltlon than if 
/ 

treated at blrth. 

4. Even though there are sorne legally acceptable reasons 

whX therapeutic or Ilfe-support treatment may sometlmes stop 

or not be started, there would appear to be no legal 

Justlflcatlon for denylng that lnfant needed palliatlve care. 

ThlS would not be care needed to prolong or save the infant's 

J ( ~ J 

Ilfe, but to relleve as much as posslble lts paln and dlscomfort 

or to malntain or improve the infant's baslc functions for 

whatever tlme lS, left to lt. Slnce the physiclan stlll remalns 

that lnfant's doctor after a deC1S10n not to treat therapeutlcaily, 

he contlnues to have legal obligations to provide care, Just as 
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he would ta a Ch1ld or ad~fl't determined to be beyond the help 

of therapeut1c medlC1ne. Not to provide that çare could 

undoubtedly be construed ln the eyes of the law as a form of 
, 

abus€ or neglect. As such, such omISSIons could Incur ll~b~lity 

under {prov1nc1al) Ch1ld welfare leg1slatlon. 

Turnlng now to the speclf1e Just1flcatlons for 

n?n-treatment, there are arguably four Wh1Ch are conSIstent 
\ 

wlth the legal 1nsIstence upon the best 1nterests of the 

'Infant patIent and the equal respect due to each. The four 

,cond1tlons or c1rcumstances are these: 

1 

1. If the 1nfant has an lrrevers1bly llfe-threaten1ng 

conditIon, and death 1S Imm1nent, and no available therapeutic 

or llfe-s~vlng treatment can do more than prolong for a short 

tlme the dYlng process. It lS hlghly unl1kely that the law 

ImpOSeS a dut y to treat ln such a case Slnce that appears to 

be contrary to the child's best Interests. 

2. Whether lrreverslbly dylng or not, lf a newborn has 

suffered such extens1ve bra1n damage that it would not be 

reasonable to th1nk of th1S ch11d hav1ng any 1nterests at aIl. 

Should a Ilfe-threatenIng but correctable compl1catlon ar1se, 

it is dlff1cult to see how any llab1llty could Incur If that 

complicat1on 15 not treated and death follows. There 1S of 

, 
l " 

- , ' - , 
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(, ). çourse no m~thematl~al formula b~ ~hlC~ te declde WhlCh c~se$ 

, 1 

- 1 , . 

- , 
, : 

1 ,_ 

" -", manifest eneligh braln damage to be selected for r'lOn-treatment . .' 

• 

If l '" 

, l' 

There is little doubt that the anencephaIlc Chlld, with most 

'or aLI of the braln mlsslng would be ln thlS class. But 

there lS also no doubt on the basis of Iegal Judgments th~t 

the sort of dlsabillty WhlCh would not normally flt lnto- 'this 

class 15 the Infant wlth Down's syndrome. 

3. 
~ 

Whether or not Irreverslbly dYlng, those newborns who 

have a condltlon causlng them extreme and lrremedlable 

sufferlng and discomfort, may also constltute a "class" of 

patient who can be legally selected for no treatment should 

a life-threatenlng but correctable compllcatlon arIse. Though, 

theIr lIves can sometimes be extended at least for short 

perlods, lt could not be sald that such Infants have an 

Interest in contlnulng to 11ve. In these Infants the mere 

struggle to surVIve and cope wlth thelr dlscomfort requlres 

aIl theIr energles and precludes the posslblllty of any real 

happlness or seIf-reallzatlom: 

4. If excessIvely burdensome qualitles would be caused 

by or assoclated wIth the means available to sust.ain an lnfant's 

llfe. Sometlmes the only form of treatment avallable for a 

partlcular problem lS not only useless, but llkely to make 

thlngs much worse. An example 15 the closing of the leslon 
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in sorne cases of spina blflda,' cases ln WhlCh the wound 

.is not ldkely to heal but become worse. Another exa~ple' 

mlght be an lnfant who could be save? by treatment but for 

whom there does not eXlst the hlghly Sophlsticated supportlng 

care or technology needed afterwards. To-treat ln sucb'~'ca~e 

-, . 

, ' , 

could sometlmes be unreasonable ethlca,lly and -Iegally ,-:and '- i 1 

tlearly not ln the best lnterests of that infant,' 

We turn now to a brlef conslderation of a number of 

lega~ cases ln order to further clarlfy those condltlons. 

472 
One, such lS the QUlnlan case. Though the subJect in that 

,case was not a dlsabled lnfant but a teenage glrl, several 

aspects ln that Judgment are dl~ectly relevant to the seriously 

dlsabled lnfant. Karen became comatose, posslbly as a result 

of drug overdose. I,\{hen determlned to be in what was descrJbed 

as a "chronic vegetatl ve state", for which there was no known 

cure or means of lmprovlng, her parents petitloned a court 

ta authorize the cessatlon of Ilfe support, WhlCh the court 

did authorlze. 

Four pOlnts ln the Judgment are of particular 

interest to us. One lS the court's afflrmatlon that though 

she was lncompetent and lrreverslbly comatose, she retained 

th~ right to have treatment withdrawn, though of course it 

would have to be exerclsed on her behalf by someone eise. 
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'. -\ ~.' -S'e'con~ly, fhe-çourt afflrmed that gucillty of life 

~~~c~o~s are légally acc~Ptable'criteria for deCl$lOnS 'by 
. 1 

,fa~illesor guardlans to continue or s~op life-support. In 

\ ' 'th(s r'egard the court spoke approvlngly of those who do not. 
) , 

- , ! 

"il':tfll,Ct a,n undeslred prolongation of -the process 'of- dying' o~ 

·a "pa~ient in irreversibl'e condltlon when it IS c1ear that süch 
....... - 1 1 ~ 1 

", '~ ~ 1 ~ ... ", Y'th~rapyl offers nelther human l'lor huinane benefl-t". 473·· The 
-, 1 

- \ ~, 1 ~ ,! ~ ~\ ) / 1/ Il 1 

~ ~ \ ' , 
~ ; 1 \ 

" , - , 

, 1 

\ , 

, jud~ment goes on ta afflrm that the declslon should dep~nd 

upon 'the' prognosls as to "the reasonable posslblllty of return 

ta cognItIve and sapient 1lfe, as dlstInguished from the 

fdrced contlnuancp of that blologlcal vegetatlve eXlstehc~ 

474 ta WhlCh Karen seems to be doomed." 

A thlrd and also relevant affIrmatIon of the Quinlan 

court was the assertIon that a "reasonable person" standard 

can, at least ln a case Involvlng these facts, be acceptable. 

The court stated ln thlS regard that ~f the famlly declded ln 

favour of the Wl thdrawal of Il fe-support, "thel r deCIslon 

should be accepted by a sOclety the overwhelmlng ma]Orlty of 

whose members would, we thlnk, ln Slmllar clrcumstances, 

,exercise such a cholce ln the same way for themselves or 

• 
those closest to them". The court appealed ln other words 

ta what most people would do and 1 want a,s reasonable people. 

It dId not, however, afflrm that what we, the healthy, would 

do lS always a legally acceptqble standard for decidlng what 
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, 1 

- 'ran incompetent d1sabled person would want. It mqkes perfect 

,s~nse when the subJect 1S irreversibly comatose and 

r " rvegetatlve" as was Karen, but as we wlil note below about 
\ 

l' r an,other deCl slon, that standard can be suspect when the damag,e, ,', 

, \ is not as total or aS,readIly determlned. 

':: 1 A fourth poi~tof interest was t~e Quinlan court's 
- , 

re'qul.rement that a hOSpl tal comml ttee ShOllld, confirm the 
, ' , 

, , ' 
~ 1. J 

prognosis of the physIc1ans that Karen would not recover her 

cogn1t1ve and saplent funCtIons. If such a requirement was 

imposed in the case of Karen QUlnlan, in WhlCh the damage 

'was far greater and more eVldent than in the cases of many 

dlsabled newborns selected for non-treatment, such a process 

to reduce errors lS aIl the more arguable in these latter 

cases. 

\ , A second ctec'ision of 1mportance to""'--U's 1S that of 

475 In the Matter of B, a 1981 Eng11sh case. It 1nvolved a baby 

born sufferlng from Down's syndrome and the intestlnal blockage 

known as at'~sla The baby therefore requIred an operatlon 

to remove t~~ obstructlon if lt was to lIve beyond several 

days. Her parents dec1ded It would be kinder to allow her to 

dle rather than 11ve ln a phys1cally and mentally hand1capped 

state. Thelr physiclan declded to respect the parents' 

wishes and not operate. The local Chlld welfare associatlon 

made the chl.ld a ward of the court and sought an order 
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-authorizing the operation. Whereas a lower court agr~ed wi th 

~ne parents and ,refùsed to make the order, the Court qf 

,P.ppeal ove-rturned that decision i;ind ruled that i t was in_ 

-the bestinterests of the baby to have the operation. 

The court agreed that there was l~ttle doubt that 

the baQY was s~verely mentally and phys~cally handicapped, 

and,acknowledged that the parents had the welfare of the baby 

in mind in refusing their consent. But it also noted that 

,the eVldence could not establlsh wh,·';\ther the child would 
- L~ 

suffer or how unhappy she would be, and she certalnly would 

not be a "vegetable". The court expressed ~ tself as follows: 

There may be cases, l know not, of severe 
proved damage where the future ~s so certain 
and when the life of the child is bound to 
be so full of pain and suffering that the 
court mlght be driven to a dlfferent 
conclusion, but in the present case the 
cho~ce WhlCh lies before the court is this: 
whether to allow an operation to take 
place which may result in the Chlld llving 
for 20 or 30 years as a mongoloid or whether 
(and l thlnk this must be brutally the 
result) to terminate the llfe of a 
mongolold child b,ecause she also has an 
intestinal complaint. Faced with that 
choice, l have na doubt that it lS the dut y 
of this court ta decide that the child 
must Ilve.476 

The court went on to add that the Judge ln the lower court 

decision gave too much weight to the wishes of the family: 
-\ 
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The judge was much aff~cted by the reasons 
,given by the parents and came to the 
conclu51on that their wishes ought to be 
respected. In my Judgment he erred ln that 

'the dut y of the court 15 to declde whether 
lt is in the lnterests of the Chlld that 
an operation should take place. The 
eVldence ln thlS case only goes te show 
that lf the operatlon takes place and i8 
sueeessful then the Chlld may 11Vê the 
normal span of a mongolold Chlld wlth the 
handlcaps and defects and llfe of a mongol 

,cnild, and lt lS not for thlS court to say 
that life of that descriptlon ought to be 
ext1ngû1shed.L.77 

: , 

A third decls10n of interest lS the 1983 Canadian 

case of Stephen Dawson. 478 It lllustrates weIl the dut y of 

physlClans, the 11mlts of parental authorlty and declsion-

maklng, the legal requlrement to glve f1rst place to the 

interests of the Chlld, and the relatlvely conservative 

, '1 

lnterpretatlon courts tend to g~ve to the chlld's lnterests. 

1 
ThlS case lnvolved a pet~tlon by a Chlld welfare agency to 

" the Brltlsh Columbla Supreme Court seeklng authorlzation to 

repalr a shunt WhlCh draln~d fluld from Stephen's brain. 

H1S parents had refused to consent to the operatlon. 

Stephen had been born prematurely, and two week~ 

after birth contracted spinal menlngltls whlle ln'the 
1 

hospltal, a bacterlal dlsease WhlCh attacks the membranes of . 

the splnal cord. He was left severely retarded and had a 

I----,........-·--~·_- ----.. -_. 
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varlet y of related handicaps espe-Cl ally cerebral pal sy, 

hyqrocephalus, bllndness, almost total deafness, and 

incontlnence. He had remained at home for only two of hlS 

SlX years, and for most of the remalnlng years he was ln an 

lnstltutlon for chlldren wlth severe handlcaps. In that 

lnstltutlon he was cared for almost ten hours a day, lncludlng 

medication, feedlng and physlotherapy. H1S parents, who 

admltted they had on~e contemplated kllllng Stephen, based 

thelr refusaI of consent on thelr Judgment that the contemplated 

operatlon was a Ilfe-savlng one, and that ln Vlew of hlS 

serlous dlsabllltles Stephen had no future, would be better off 

dead and should be allowed to dle "wlth dlgnlty". A lower court 

had agreed wlth the parents and ruled that repalrlng the brain 

shunt would be a Ilfe-savlng operatlon, that lt would be an 

"extraordlnary" surglcal lnterventlon glven Stephen's 

condltlon, and that lt constltuted ln these clrcumstances a 

"cruel and unusual punlshment". 479 

But on appeal to the Supreme Court of Brltlsh Columbla 
1 

that deC1Slon was overturned and the operatlon was authorlzed. 

Several factors contrlbuted to that declslon. Flrst of 

the testlmony of the medlcal and nurslng staff at the 

lnstitutlon was glven more welght than it had by the lower 

court. The Judge noted that the parents had hardly seén 

1 1 
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Stephen at aIl for four of hlS SlX years and that ~he staff 

of the InstItutIon was ln a much better posItIon to evaluate 

nlS condItIon and future prospects. The medloai and 

rehabllltatlve staff testlfled that Stephen could lead a 

relatlvely normal llfe wIthIn the Ilmlts of hlS handIcaps, 

that he dld respond ta stImulI and that he was Improvlng or 

had the potentlai to Improve. 

A second factor inslsted upon by the court was that 

the operatIon ln questIon was not necessarIly Ilfe-saving at 

all. Wlthout it, Stephen mlght lIve Indeflnltely but ln 

great and IncreasIng paIn. ThIS was not therefore (concluded 

the court) a case of a termInally III patlent's rlght to dle, 

because the medIcal condItIon was not necessarlly life-

threatenIng. It was rather about the rlght of a Chlld to 

recelve relatlvely routlne medlcal care. The Judge observeè 

on thl. s pOInt: 

There lS not a slmple cholce here of 
allowlng the Chlld to 11ve or dIe accordlng 
to whether the shunt lS Implanted or not. 
There looms the awful posslbllity that 
wlthout the shunt the ChIld wlll endure in 
a state of progressing dlsablllty and 
paIn. It lS too slmpllstlC to say that 
the ChIld should be allowed to dIe ln 
peace<.480 

He'concluded that the parents were wrong ln thinking that 

Stephen WIll' promptly dIe If treatment lS denied, for It was 

Q -
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not at aIl a certainty. The medlcal eVldence ln fact 

demonstrated the strong posslbllity that hlS llfe would go 

on lndeflnltely. He a]so emphas~zed that the professionals 

who had been treatlng and caring for Stephen were much better 

quallfled to assess hlS condItIon and capacltles than the 

parents who had hardI y seen hlm over the past few years. 
.' , ' 

A thlrd pOInt made by the court lS that at least in 

this case thé' standard of what the "reasonabl,e person" would 

want done (accepted as a standard ln QUlnlan), lS not 

applIcable. The Judge expresses the point thlS way: 

It lS not approprlate for an external 
decislon maker to apply hlS standards of 
what constltutes a livable llfe and 
exerClse the rlght to Impose death If 
that standard is not met ln hlS estImatIon. 
The declslon can only be made in the 
context of the dlsabled person vlewlng 
the worthwhlleness of hlS llfe ln ItS 
own context as a disabled person - and 
ln that context he would not compare hlS 
llfe wlth that of a person enJoylng normal 
advantages. He would know nothlng of a 
normal person's llfe havlng never experienced 
it.48l , 

Stephen Dawson is ObVlously too retarded to "view 

the worthwhlleness of his llfe ln ItS own context" in a 

reasoned or Intellectual sense. But the ImplIcatIon of that 

o~servatlon by the court lS that when others attempt to make 

treatme~t declslons for chlldren (and Infants) in conditIons 
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similar to Stephen Dawson, they should not assume that 

(relatlvely normal) lIves and expectatIons can serve as the 

norm for what those seriously dlsabled Infants would want. 

That mlght be acceptable ln a QUlnlan type case - the damage 
r 

l.S clearer and gl ven the lrreverslble coma the "worthwhlle" 

l ife 15 over. It is hardly likely that Karen would have 

thought otherwise. But here ln the case of Stephen, h:ts 

condItIon IS more ambiguous, and unllke Karen QUlnlan, he 

never knew a normal existence. Normal ex:tstence :ts therefore 

not a useful or acceptable basls and standard by Wh1Ch to 

]udge the best Interests of one who never, or only part1ally, 

And Slnce we cannot know how such a ChIld would VIew, 

hl.s\own Ilfe, this ]udgment :ts rlghtly emp~asIzIng in effect 

that we should err on the slcte of cautlon ln maklng treatment 

dec1S1ons ln cases lnvolvlng Slmllar facts. 

The c6urt concluded, fourthly, that only ln the most 

ext~eme cases and ln the best interests of the sub]ect could , 

a court ever condone wIthholdlng treatment. That concl USlon 

,is comprlsed 0f several elements. The fundamental premlse 1S 

that: "the laws of our SocIety are structured to preserve, 

protect and maintain human llfe and ln tpe exerClse of Its 

lnherent ]urisdIctlon this court could not sanctlon the 

terminatlon of life except for the most coerClve reasons. 

a 
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• 

The presumption must be in favour of lire. ,,482 The decision 

dpes no~ rule out the approprlateness of quality of life 
" 

considerations Eer se, but they'are suspect,when to do so 

implies the disabled person doe~ not II·deserve"· to live. ' Given 

the.salvageable,cond~tion of Stephen, there is that implIcation 
/1 

here. Concludes the court:, "1 do not 'Chink fMat it lies 

within the prerogatIve or any~arent or this court to look 

down upon a dIsadvantaged person and judge the quality of 

that person' s life to be 50 low as not to be deserving,o'af 

continuance" . 483 

The Dawson court does not at aIl maintain that there 

are no circumstances in which withholdlng life-supporting 

treatment would be acceptable, and it quotes approvingly the 

circumstance already approved by the court ln the earlier~ 

Engllsh deCI$ion of In the Matter of e referred~ to above, that 

is, "Where the future is 50 c;ertaln and where the llfe of the 

child is 50 bound to be full of pain and su~fering that the 

court might be driven to a different conclusion". But given 

the facts of this case, the Dawson court chose to underline 

the fact that short,of such extreme cases it is'very difficult 

indeed to uphold a claim that death is preferable to life 

for those infants lacking full mental or physical abilities. 

The court therefore cbncludes that it cannot: 
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accept their lthe parents] view that Stephen 
would be better off dead." If it is to be 
decided that it is in the best interests of 
Stephen Dawson that hlS eXlstence cease, 
then 1t must be declded that, for him, non
.existence l s the better al ternatl ve. TQl s 
would mean regardlng the life of a 
handlcapped Chlld' as not only less valuable 
than the llfe of a normal child, but so m~ch 
less valuable that lt lS not worth preserving. 
l tremble at contempiat1ng the consequences 
if the lives of disabled persans are dependent 
upon such judgments.484 -

, 
• II-

Though the values expressed and conclusion arrived at 

in the Dawson case undoubtedly represent the prevail~ng trend· 

in such circumstances, there are exceptions. One such was the 

earlier A~erlcan decision of In the Matter of Phillip B, a 1979 

California declsion. 485 Though not a case involving a newborn, 

ehe considerations ànd conclusions are dire~tly relevaQt to 

the newborn context a~well. Phillip was a m1ldly reta~ded 
twel ve year old boy wi th Down ',5 syndrome. He cou1d commun1cate 

verba1ly and was educable, could dress himseIf, was toilet 

trained, had good motor and manual skills, and took part in 

school anp Boy Scout activlties. Phillip had been 
1 

institutionalized since birth, at State expense. At the age 

,of twel ve he was found to have a cardiac defect, which, ii' 

repaired would ensure a normal li-fe span, but -i"f not !"epaired 

his 0eart would slowly deteriorate, he would suffer increasing 

di stress and his dying would be prolonged and incréasingly 

painful. Though Phillip had never lived at home, his parents 
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.1 ,~ 
refused consent for the operation. The institution brought 

~ f 
a pet~tLon to court, alleging that hlS parents were-~enylng . ;c , 

hlm the necesslties of life. The parents offered as thelr ... 
primary reason for refusing consent that they did not want 

~hilliP to outlive them. They felt the gerlatric care 

available in the Unlted States was very inadequate and t~. 
r?t -

he would not be well cared for after they died. A~ weIl, 

they did not wish hlm to be a burden on the other children 

in the famlly. 

," , 
In the medical testimony, one of, the pediatric 

cardiologists recommended the corrective surgery, placing the' 
o 

risk of deat~ at 

ri sk. \) There das 

3, to 5, percent, which in his view was a,~ 

also a 1 percent chance in his view that a 

heartblock might necessitate a pacemaker as a result of the 

surgery. The other pediatrlc cardiologlst who testified said 

he probably would have recommended surgery lf Phllllp had 

been "normal", but did not commit himsel f as to whe~cher i t 

should be done for Phlllip. 

surgery at 5 to 110 percertt. 

He put the risks of death from 

.,-

The low~r court sided with the parents and did not 

or der the surgery. The judge held that the surgery in the 

circumstances would be extraordinary or "electlve", and i t 

was not a "life-savlng, emergency" . He referred to the 

inherent risks of surgery and pralEed the parents for,'·the...ir 

'. 
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l~e and thoughtfulness. He added as weIl that if he had 

had a Down's syndrome child hlmse~f. he did not think,he 
~ ,1 

could handle lt. ~is conclusion was that the pJrents' 
)-

declslon was ln the "range of depatable actions", and that 
~ 

governments should be very hesitant to interfere with parental 

cholces. The case was appealed, but the Callf6rnia Court of 

Appeal concluded that the lower court declslon was correct 

and dld DO~ order~the surgery. The only reason that Court 

" 
gave for its deC1S10n was that there was a hlgher than average 

risk of morbldity lf the ope~ation should be done, and because 

the risk of surgery outweighed its beneflts it need not be 

done. The Supreme Court WèS then requested to 'review the 

case, but declined to do so. 

This judgment was wldely criticized ln legal and 

ethlcal analyses and in the publlC media, and in Vlew of its 

radlcal departure from precedent and many fundamental flaws, 

it is rnost unllkely to be used as a precedent ln subsequent 
\ 

decisions. In[erfect thlS decision stands for the qUlte 

untenable proposltlon that one need not treat Down's syndrome 

""""'" chilèren. On~ legal wrlter (George Annas) convlncingly 

suggests three factors WhlCh allowed that court to 50 

486 conclude. Flrst Df aIl, the lower court nowhere provldes 

any articulated standard for the declsl0n. In effect the 

c~osest lt carne to a standard, one WhlCh 15 totally lnadequate, 
o 
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-"-~l 

~s that as long as parents slncerely belleve ln what they are 

doing courts should not "second guess" them. The app~a1s court 
\ 

did DOW to the best lnterest standard, but lf lt had actually -

applled it, lt could never have concluded as lt d1d, that 

non-treatment lS ln Ph1111p'S best lnterests. If no ger1atric 

instltutions prov1de adequate care, th~ parent's reason for 

not consent~ng to treatment, then the same argument would 

justify n?t treating any sen10r citlzens. Seconcily, the 
~ 

decislon was made ~~ a Judicia1 vacuum, without any 

conslderation of earller cases WhlCh came to qUlte a dlfferent 

concluslon on th~ basls of carefully reasoned arguments. 

Treatment of ~hilllP would c1early have been ordered for 

example by the Quinlan court. ThirdlY, the medical eVldence 
'114 ,,' 

was badly presented and weighed. A r1sk of death of 5 to 10 

percent does not make the surgery extraordlnary lf one balances 

those rlsks agalnst the certalnty of prolonged deblll tation 

'and death by lts non-prov1s10n. 

One cannot escape the conclusion that th1S decislon 

is a direct attack upon the mentally retarded and that behind 

both the parents 1 and the court 1 s reasornng 15 the assumpt10n 

t: that hlS Ilfe lS really not worth 11v1ng. Further evidence of 

that assumpt10n lS prov1ded by a letter sollc1ted by the parents 

from a ped1atr1c1an and 1ntroduced as evidence. The phyS1C l an , 
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wrote that Phllllp' s Il fe olS devoid of "those qual1 tles which 

gl ve I t human dlgnl ty", ,and that hl s slmpl e and Innocent 

nature makes hlffi a nautral vlctlm of people eager to take 

his money, and that he mlght not "f1 t lnto modern suburban 

" SocIety"', As one commentator rlghtly observed: 

c. 

. .. Just' when soclety is beglnnlng to U 
acknowledge an oblIgatIon to nurture the 
slgnlficant fulflllment of even the Ilmited 
potentlalltles of retarded cItlzens, the 
Becker case works to cast those cltlzens 
in~o legal 11mbo as less than persons with 
a full rlght to Ilfe.487 

Parental authorlty and the law 

" 

~ Earller ln thlS theslS (pp.224-226) it was suggested 

that there are essentlally three theorles of parental decisl0n-

making authorl ty from WhlCh to choose. One 1S the "ownership" 

theory, accordlng to WhlCh parents ln effect own thelr 

chlldren and have a rlght to make any declslons they wlsh 

affectlng them, whether ln the Interests of those chlldren or 

not. The second sees parents as "trustees ff over thelr chi ldren, 

entitled to decls10n-maklng autonomy up to the pOlnt that 

thelr chlldrens' Interests, especlally thelr lIves and 

health, are not endangered A thlrd approach would hold that 

parents should not be Invol ved at aù l, or onl y mInlmall y, ln 

llfe or death treatment decislons Involvlng thelr children. 

We concluded, on the basl,s of surveys and other data that th~ 
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" 1 

chdice in pract1ce of very many pedlatr1cians falls somewh~re 
" ' , '. , 

I~ 

between' the flrst ("ownership") and second ("trusteeship'V 

opt10ns, though the thlrd optlon also has man y pedlatrici~ 

adherents. In other w0rds, most pedlatrlclans and 

neonatologlsts glve too much welght to parental wlshes, even 

to the pOInt of acquIesclng ln theIr wlshes not to have thelr 

salvageable chlldren treated. In our vIew, as argued above, 

b~oethical norms, and only the second of the three op~ions 

is compat1ble with them. 

That lS equally 50 for the law. There is ~ strong 

presumpt10n ln the law that parents'are the appropr1ate 

dec1sIon-makers for thelr Infants and m1nor children. Parents , 

have a wlde-range of discretlon ln matters to do wlth the1r 

chIldren, and both CDurts and legislatlon dillgently uphold. 
, D 

theIr rlghts an? freedom ln these matters. For example they 

have the authorlty to establlsh theIr famlly's values and 

goals, ta be free from Interference by state agencIes, ta 

choose thelr chlldrens' schools and (short of negllgence or 

abuse) they are free to choose the food, health care and 

shelter they wlsh for thelr chlldren. But at the same time, 

Infants and m1nor chIldren, as persans unable to protect or 

fend for themselves, come under what 15 called the parens 

patr1ae power of'the state. 

" " 

What that means 15 that the 

r, ' ----_.- ... -. ---._-~---- ~--"'- -'-~ --,.- _._,- ... 
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state may punish parents who neglect or lnflict abuse upon 

their chl1dren, and a1so supervene parental decislons and 1 

cholces WhlCh endanger the child's welfare befare thase 

deClsl0ns become aperatlve. 

Parental decisl0n-m~king authority over their infants 
, 
~ . 

and children therefore stops short of failure t~ supply or 
1 

consent ta n~eded health carb. Such a failure can result 1n 
..,. ,- 1 

criminal prosec~~ion (as described above) or in judiclal 

proceedings to h~~ tne Child
i 

or infant found "i; need of ' '-, 
: '488 

protect1on" unde,r pr\incial child welfare laws. In the 

latter case, those proceedings can be commenced at short 

notice and can be held for lnstance in hospitals. A scheme 

is provlded whereby someone else lS appointed to provide 

consent to treat a child whose llfe or health lS ~t rlsk, and 

if there 15 indeed such rlsk~·th~ court authorlzes the 
.' 

c • 

treatrnent against parental objec~10ns. The law does indeed 

show great respect for parental '~l;;nms that 1 t lS they who 

have the respons1billty for thelr chlldre~'s physIcal, moral 

and spIr1tual welfare, but they do not norrnally allow parental 

. b 
wlshes or convlct1ons (lncludlng rellg10us convlctlons) to 

prevall ln the face of the health needs of thelr Chlld or 

infant. 

~ _____ ~ __ , ____ ,_. ____ , ________________ ... .. ~. _______ ~ ___ ... _~~ ___ ~ __ .__L 
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The decls10ns examlned above conflrm both the 

court's respect for parental wishes and authority in these 

matters, but also the IlmIts of that authorlty. The Quinlan 

court for example, on the one hand agreed wIth the request 

of the parents that llfe-support for Karen be stopped, but it 

agreed not slmply because It was what the parents wanted. It 

agreed because glven the condltion and expected qua~ity of 
r-

life of Karen the request was held to be "reasonable" and in 

Karen's best interests. To be sure that the wish really was 

in her best interests, the court added a condition, n'amely_ 

that the decision be confirmed by a hospital commlttee. The 

In Re B court expressed great sympathy for the paren~s' 

wish that theIr Down~s syndrome infant not be treated, even 

notlng that in the court's oplnlon thelr refusaI of consent 

was "not because of the dlffl cul ties WhlCh WIll be occasiotled 

489 to them, but ln the Ohll d' s Interest". Nevertheless, - l t 

went on to declde that obJectlvely speaklng It was not at 

aIl establlshed that denyIng thelr Chlld treatment would be 

in ItS Interests, and the court authorlzed lt. The Dawson 

court as weIl gave detalled consldrera,tlon ta the parents' 

-~ssessment of Stephen and thelr deslre that he not be treated. 

But thls court as weIl demonstrated that parents are not 

necessarIly as quallfled as health professlonals to assess 

their ChIld's medlcal condltlon and llkely future, and that lt 

was ln Stephen's obJectively assessed interests to receive the 

...... _____ ..A... 
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treatment. There lS no doubt whatever ,that the Becker court 

was attentIve and sympathetIc ta the parental refusaI of 

consent, but as argued above, altogether too attentIve, at 

the expense of Phlillp. MIsslng ln that decIsIon was an 

ObjectIve assessment of Phllllp'S condItIon and a careful 

welghIng by the court of hlS best Interests. Because thlS 

was not done. that declSlon 15 clearly an exceptIon ta the 

general trend, and unlikely to be followed by other ,courts. 

We endorsed a number of times in what precedes the 

separation of treatment consIderatIons from custody consIderatIons. 

As noted. sorne physIcIans do make that separatIon ln theIr 

deallngs with the parents of dlsabled lnfants, but many do 

not. What recommends that approach lS that It helps to keep. 

parental fears and worrles about how they would cope wIth the 

care of such a handIcapped ChIld from undulY'lnfluencing the 

ObjectIve determlnatlon of that Infant's best Interests 

regardlng treatment. Such a separatIon also weakens the 

pOSItIon of many physIclans and others who hold that the 

predlcted parental burdens of ca rIng for a serlously 

handIcapped Infant provldes JustIficatIons for selectlng the 

infant for non-treatment. We argued ln effect that when 

parents for whatever reason fInd the prospect of carlng for 
1 

su ch a Chlld to be overwhelmlng. there is a third cholce 

" 
- ._- .~_._, ---_.~-----_.- "--, -_ .. _---_.~---_.~, --_. -,_.-,,_._-~---.......... 
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available to thos~ of lettlng the infant die or burdening 

unwl11lng parents wlth lts c?re for llfe. That thlrd option 

is to allow thelr Chlld to be cared" for by others. 

That optlon and argument of course assumes that sucb 

a course of actlon lS acceptable ln the eyes of the law, and 

that SUl table legal mechanlsms to enable lt are avallable. 

That lS ln, fact the case. Several legal avenues are open to 

parents who declde they are unable or unwllllng to tak~ 

custody of and provlde adequate care for thelr dlsabled Chlld. 

In most Jurlsdlctlons, eXlstlng Chlld welfare leglslatlon 
f 

provldes not only for the lnvoluntary removal (ln extreme 

cases) of chlldren found to be ln nee~ of protectlon, but 

also provldes that parents may voluntarlly consent to 

temporary or permanent, partlal or total suspenSlon of thelr 

parental responslbllltles and rlghts fegardlng thelr chlldren. 

.\ One posslblllty lS full and permanent termlnatlon of 

parental responslbllltles and rlghts over thelr Chlld. It 

'provldes parents who want to glve up thelr Chlld, who truly 

do not want the Chlld, wlth a means of dOlng so wlthout 

/ 
havlng to abuse or neglect lt (ln Whlch case lt would be 

1 

removed lnvoluntarlly). The voluntary termlnatlon of 

parental responslbllltles and rlghts would be normally 

accompllshed by a parental petitlon to a court, WhlCh would 

then provlde a court order to that effect. The. court would 
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( 
wlsh to ensure that the parental consent 1S 1nformed and 

voluntary. Applled to the case of a serlously dlsabled and 

unwanted Infant, the parents would no~mally explaln at the 

hearing the reasons for flndlng the burdens of care exceSS1ve 

and wIsh1ng to termlnate theIr relatlonshlp to that Infant. 

The court would want to be conv1nced that such a termlnatlon 

would be ln the Interests of the Infant, but glven that the 

parents do not wlsh to take l t home, 1 t lS dlfflcul t to see 

how It could be ln the chlld's Interest to force unwllllng 
1 

(and perhaps Inadeguate) parents ta do 50. 

Once the parental relationshlp 1S legally termlnated, 

the legal custody and guardlanship of the Infant would be , 
• • transferred by the court to a child welfare agency. (The 

lnfant would also at any pOInt afterwards be freed for 

adoptIon by another person wIlllng and able to do sa). The 

court would normally determlne the new guardlan for the 

infant 'on the basls of the partlcular needs of the infant 

and the avallable resources. 

There are also degrees of aSsIstance avallable to 

parents of serlously disabled Infants, less permanent and 

total than full termlnatlon of responsIbil1tles and rights. 
, 

For example, they could have their chlld Instltutionallzed, 

ln which case the parental relationship would contInue, 

though legal custody would be wlth the State. They could 

( 

, 
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also agree to accept support serVlces WhlCh would ease thelr 

burden and allow thelr Chlld to contlnue Ilvlng with them. 

l deall y, at the tlme when parents are asked to 

consent ta a needed llf~-savlng treatment for thelr disabled 
, 

but salvageable lnfant or Chlld, they should be informed of 

two thlngs. Flrst of aIl that not to treat thlS Ch111 may 

not be a' legally avallable optlon ln thlS case - they an~ 

the physiclans may be vlo1atlng the law lf they do not treat 

lt. But secondly, they have the legal rlght ta termlnate 

thelr responslbllltles and rlghts over the Chl1d if they 

choose not to consent to lts treatment for whatever reason. 

Glven an urgent need for a declslon, they could presumably 
) 

petltlon a court lmmedlately and a hearing could be held 
<, 

very quickly. 

It mlght be obJected that parents who do opt for 

terminatlon of rlghts and responslbilities would experlence 

more guilt than lf they had refused consent and the child 

had dled. In th1S case they would Ilve wlth the , , 

continuing awareness that ~helr Chlld WhlCh they refused 

cont1nues to Ilve and lS belng cared for by others. But as 

Robertson rlghtly wrote of that objection, "it requlres'a 

person ta feel better about having killed someone than having 

kept h1m allve. 

i 

In either case responslbillties and duties 

\ 
1 
1 

1 

o 
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,··:w, ., ,;:,y'If>" 

:i,\ '-11ave hot been fulfilled, -âitd :i.t is hard to see why the 
M~,~ ... ... • .)f-~ 

• 1 

marginal gui l t 5hould'be 50 much greater wi th the latter". 

He goes on to add, that: 

There are many compelling reasons parents 
pare not acting immorally when they decide 

to termln~te [the relationship] instead of 
withhold treatment. Most theories of 
moral dut y do not require persons to 
shoul~er burdens beyond their capacities, 
even if they are praised when they do so. 
If carlng for the child i5 an overwhelming 
burden, ~ne may'be acting ethically in 
keeping the Chl1d alive by transferring 
tbose obligations which one partially 
shares as a taxpayer to the State.490 

• 

_i- J 
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f'l 

Chapter X: ConclusiQns - towards a model policy 

We are now in a position to draw sorne final 
04". 

o conclus1ons from the analyses which precede, as to the 

influence of (theological) bioethics on treatment pol~cies, 

practices and attitudes. The format of these concluding 

observations will consist in large part of a number of 

propositions. In our view they not only art1culate the 

priorities central to theologîcal bioeth1cs, but also should 

be acceptable to at Ieast sorne verS10ns of secular b1oethics, 

and reflect as weIl the parameters and pr10~1ties of law. 

Each propos1t10n w11l be followed by a brief explanat10n 

and a summary as to whether and how that position is 

reflected in the med1cal, ethical and legal policies and 

pract1ces examined in this thesis e In effect'thd~~ 

propos1t10n~will be a sort of re-statement 1n the form of 

a "model POI1CY" of the bioethical tests- outlined in 
• 

Chapt~r VI and expanded upon throughout the thesis. 

ThlS "model policy" 1S by no means intended tQ 

be a comprehensive guide, complete in aIl details and able 
~ 

_to stand on its own by itself. The only claim made for it 

is that its propositions arguably encompass the preoccupations 

and norms central to Judeo-Christian b10ethics, that they are 

compatible with much of secular/humanistic bioethics, and 

6 
u .. 
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that they are within the bounds of law. It is the influence 

and- role played by those propositions or commitrnents which 

has been the subject of this thesis. 

~ 'i-

A. The lnfluence to dat~ of Judeo-Christian bioethics 

1 
We begin, however, with a general concluding 

observatlon, one which wlll be supported in what follows. 
~ 

It is this: the influence and role of the Judeo-Christian 

bioethics we have proposed as normative, has ~ot for the 

most part been great, and the prospects for its influence on 

treatment poliçies and practices in the future are not bright. 

If we can conslder the views, practices and formaI policies 

selected and examined to be generally representatlve of the 

contemporary , then sorne orientations and positions 

central to Judeo-C ristian perceptions, values and 

commitments play 0 ly a minor role and influence in decisiqn-

making. They te d in many instances t6 be submerged by qu~te , 
other consideratlons and valués. At best, the attitudes and 

policies examlned are amblguous or selectlve about substantive 

- matters central to our theologlcal bioethics. That is true 

not only as regards the attltudes ~nd treatment policies of 

many pediatricians, but also those of many bioethlcists, 
-

including interdis~iplinary policies which seek to be ethical 

in orientation. 

; Il .. 
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While we have encouraged efforts to formulate 

lnterdisciplinary treatment policies ln and for contexts 

encompassing many values and cultures, and while we continue 

to hope that is possible, one is not encouraged by the 

products of such efforts to date. Our analyses have 

underlined a very real, seldom acknowledged and yet to be 

resolved dilemma in present-day policy maHing. On the one 

hand the highly personal treatment Vlews and practi~es of 

a~y i'nthvidual Ph~sician (e.g. Dr. Lorber) are no longer 

tolerable given the plurallst context and public policy 

dimension and implications of treatment decisions. On the' 
1 

other hand the interdisclplinary policy designed for a 

pluralist context (e.g. the Sonoma policy) appears to be by 

definition (and perha~~ necessity) so general and 

ambiguous ~n order to accommodate the wide variety of moral 
-

~-.L '- ___ 

and medical assûmptions that substantlve moral content and 

guidance is minimal. 

One is inclined to conclude that such efforts and 

policies will be likely to succeed in encompassing the 

~~stifled) preoccupatl0ns of phllosophical or secular 

bioethics, that lS, the concerns for falrness, justice, 

tolerance and the procedural mechanlsms to promote them, but 

,less llkely to succeed in incorporatlng the priorities WhlCh 

should be pecullar to theological bioethics, namely ... , , 

• 

I.......LJ __ --~____;_----.---' ________ ----L 



\ 
i r ( 

( 

, . 

-471-

~ 

substantive norms and commitrnents. If the Sonoma policy is 

any guide at aIl, it suggests that lt is by no rneans an 
~ . 

,~easy task ta strlke the right balance between on th~ one 

hand tolerance and procedural fairness, and on the other, 

clear and unambiguous 
• n 

llmlts and duties for 

norms eSjPblishing moral 

aIl infarts, disabled or 

priorities, 

not. 

The level of generality and opennes~ needed to achleve 

the former, seems in practlce to defeat the achievement of 
1 

the latter. It was not and is not within our mandate'to 

solve that d1lemma in this thesis, but hopefully our 

analyse& have at least established or conflrmed lts existence 

and the need to grappl~ wlth it mo~e effectively: 

; -f:_~', _.i'~ 
r,;) ... 

Another element within our concludlng observation 

has to do wlth the lnfluence of religlous affiliation on 

treatment Vlews œnd pollcles. The results of the surveys 

A- and polIs examlned above (pp.2l0-216) as to the lnfluence 

of rel1glon for or aga1nst the treatment of disabled newborns, 

were somewhat ambiguous. Sorne of the results d1d support 

the conclusion that rel1gion 1nfluences ped1atr1clans ln 

the1r preferences for or aga1nst treatment. But lt lS not 

clear whether relig10us affil1at1on alone or rel1gloslty 

(i.e. degree of comm1tment to one's rellgion) 1S the 

greater lnfluence and more lmportant 1pred1ctor. One survey 

found that the least rellglops pediatrlc heart surgeons 

/ ! f 1 

1 

" 
, 
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t 
(aE'all religious affiliations) were most likely to say they 

would operate on damaged newborns (p.2~4). One survey 

found that rel~gious act~v~ty rather than the specifie 
_" n 

~ religious aff~l~ation was the predominant rel~gious factor 

lp.21Z), but another concluded ,that rel:I.gious act~vity is: 
i 

a less impor~ant influence th an rel~giosity (p.Z15). As 

for the influence of religion relative to other factors, one 

survey coneluded that cultural background hâs more influence 

on treatment practices th an religious background. 

What makes it diffieult to determine the influence 

of religious affiliation on the three theological bioethicists 
, " 

whese polieies we examinecl is that in many respects the , 
'-. ", 

churches of which they are members do not have a clearly 

identifiable, d~stinctive or coherent pos~tion on the 

treatment of serlously d~sabled ~nfants. In fact most 

denominatlons or churches tolerate a fa~rly wide variety 

of viewpolnts, and sorne have not dlrectly addressed the 

specifie ~ssue of handicapped infants at aIl, either 

author~tatively or ln the form of a "d~scussion paper". 

Fletcher 15 an Episcopallan (Angllcan)' and Ramsey 

a Methodlst, yet on thlS lssue (as on others) Ramsey appears 

much c.1oser to (traditlonal) Angl~can theology than does 

Fletcher. On the other hand, the Angl~can Chur ch of 
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Canada has ~n fact recently addressed sorne of the moral 

issues Involved, but the report IS more ln the nature of a 

dlScusslon paper than a def1n1tlve church posit1on, and ln 

many respects 1t 1S open and w1de enough to accommodate 

491 both Fletcher and Ramsey. McCorm1ck, as a Ca~hollc 

theolog1an, does ln most respects seem to be greatly 

influenced by Cathollc moral prlnc1ples and pr1or~ties, 

though as we argued, his "relatlonal capac~ty" criter~on 

lS at least potentially a serlOUS departure from Catholic 

medlcal ethics and a threat to the equal treatment of the 

mentally d~sabled. As for Jonsen, another Catholic 

theologlan, whatever h1S own eth1cal position, the Sonoma 

pOl1Cy to Wh1Ch he contributed the theological perspective 

is ot best amb1guous about a number of pos1tlons fundamental 

to Cathollc medlcal eth1CS. 

It 15 dlfflcult to escape the conclusion that th~ 

very varlet y of b1oeth1cal pos1tlons and pol1c1es, and 

the1r very dlfferent moral assumptlons, prlor1t1es and 

normat1ve systems d1ss1pates and weakens the influence of 

bioeth1c5 on treatment pollcle5. Not only do phllosoph1cal 

.bioeth1clsts dlffer from theologlcaJ bloeth1clsts ln thelr 

moral prlor1tles and methods, but as we noted there are 

w1de d1fferences between theologlans themselves. But 

whether or not that lS to be regretted, a result is that it 

~ .. - ....... __ ... __ ... - -~-. .. - ------- --- --~~ -- .... -- ~ - _ .... -* ....... - ........ -..,. • --~ "'-...,_. ---~-_._ .. ,. --"---'"--:-0----- -_ •• _"'''' .------............ -----.---- ....... 
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i5 not he1pful to ask only the general question, "Does, this 

or that medical treatment policy reflect bioethical 

cons~derat~ons?" One can almost always conclude that a 

med~cal v~ew or pol~cy does reflect sorne bioethical viewpo~nt 

slnce bioeth~clsts span the whole range of stances from 

Fl~her's s~tuat~onal~sm to Ramsey's deontolog~cal approach. 

" 
Given that reality, th~s thes~s has addressed a narrower 

question to aIl the pol~cles, ~edlcal, eth~cal and legal, 

namely, what role lS played by the speclflc Judeo-Christian. 

perspective defined and defended ln Part One of the thesis? 
/ 

The answer provlded in the body of the thesis, and surnmarized 

below, is, ln many respects only a minor role. 

l~l • 

~ A last general remark and conclusion has to do wit~ 

le~al pollcles. The analysls of re+evant declsions b~ 

courts, leglslatlon and l~gal commentators leads to the 

conclusIon that the law ln many fundamental respects 

reflects very Gloselylthe posltlons of the Judeo-Chrlstlan 

b~oethIcs we proposed as normatIve. The fundamental concern 

of the law 15 to protect human llfe, lncludlng that oi 

dlsabled newborns. Parents and physlclans have dutles to 

provlde the "necessarles of Ilfe". From the legal perspectlve 

treatment declslons must be ~n the Interests of the child's 

rights to Ilfe and health, not the lesser Interests of others. 

Parents do have declslon-maklng authorlty, but not at the 

~---~----
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expense of their children. Treatment and custo~ decisions 

are distlnct in the eyes of the Iaw. On the oth~hand-the 

law and leglslation require clarlficatlon, particularly in 

the matter of when one may not be legally obllged to treat 

and malntaln life. Courts do sometimes declde against the 

best interests of chlldren (as ln the case of In the Matter 

of Phllllp B) but such declslons are most unlikely to 

constitute legal precedents. 

1 

B. Towards a model interdiscïplinary policy 

As indlcated at the start of this chapter,'we wlll 

now'list eighteen proposltions (ln the form of a "model 

policy") which express the prlorlties of the theological 

bioethics servlng as our norm in thlS thesls. They could 

also be compatlble Wl th (~ome) secular analyses. and reflec,t 

legal parameters and prlorltles. Each proposltlon wlll be 

. followed by a brlef explanatlon, lncludlng the extent to 

which that posltlon has or has not lnfluenced medical, 

ethlcal and legal attltudes, practices and formaI 

policles. 

.. 

} 
1 

i 
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1 
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Dlsabled lnfants whether phYSlcally or 
mentally handlÇ;apped, or both, are persans 
,Wl th full legal and moral rlghts. As such, 
parents and physlclans are morally and 
legally responslble for provldlng them wlth 
the necessarles of life lncludlng medlcal 
treatment, a dut y 'wh 1 ch contlnues untll or 
unless such treatment i s determlned to be 
useless. 

The first proposition incorporates both the 

th~610g~câl and the 'legal comm~tments to the sanctity of each 

" 

indlvIdual llfe. That commltment, central to both perspectives, 
\ 

grounds the moral and legal dut y ta protect aIl l~ves without 

discri~ination, whether d~sabled or normal, as long as the 
\ 

treatment remains useful to the infant. As long as that 

dut y persists, if death results from a failure to fulfill 

it, it would be a homIcide by omIssion. Subsequent propositions 

will clarify what is meant by useless or non-beneficlal 

treatment. \ 
As indIcated ln the body of the th~~s~ ~ome 

medical and ethical treatment pol~cies ~mply slmply by their 

tendency ta apply dlfferent standards and crIterIa to normal 

and dlsabled ~nfants, that the latter are not really persons 

in the full sense. The mentally dlsabled infant lS 

, parti,c,ularly l~kely to be classlf~ed as less than a person 

and unJustly discrimlnated against. 

----------------------------------------..-,----------;~ 
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2. 

Comments 

The treatment blas should be one In lavour 
ollIle. DecisIons not to treat should be 
seen as exceptional, placlng a heavy burden 
01 proof on those advocatlng non-treatment. 

ThlS propositlon, llke the flrst, lncorporates 

in another form the sanctlty of 11fe prlnclple. It 15 meant 

to underllne the theologlcal convlctlon, one also defensible 

from a humanlstlc perspectlve, that glven the'sanctlty or 

dlgnlty of life, and the dut y to protect it, declslons to 

support life or not should never be thought of as requirlng 

the same burden of proof. Doubts about whetper to treat or 

not should normally be resolved ln favour of I1fe. 

ThlS perception and emphasls does not stand out 

in sorne of the medlcal and ethlcal pollcies and practices 

examlned earlier. For many, it is almost as if the blas 

should be ln favour of non-treatment, as lf the real moral 
c, 

dut y ln the case of dlsabllltles lS to allow (or hasten) 

death, not to save Ilfe. 

3. In treatment decIslons affecting serlously 
dlsabled newborn infants, the decision 
should a1ways be made ln the best Interests 
of the Infant. Lesser Interests of others 
or of SocIety shou1d l'lot prevall over an 
ln fan t ' 5 ri gh t t 0 111 e . 

j. 
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Comments 

The Infant's rlght to llfe is not a value on a 

par with lesser rlghts or Interests of others, such as the 

burdens on parents, health care professlonals or sOcIety. 

"' The latter constltute Important consIderatIons, but they 

are not equal ln moral welght to a salvageable Infant's 

rlght to llfe. As noted several tlmes ln the body of the 

'492 493 thesls, both 6ur Judeo-Chrlstlan bloethlcs and the law 

inslst on thlS pOInt. 

4. In the lnterest of falrness and equall ty 
between dlsabled Infants, the same treatment 
standards and crl terla should apply to a11 
the lnfants ln the care of a glven hospltal 
or unl t. In the lnterest of fal rness and 
equall ty between dlsabled and non-dlsabled 
Infants, a llfe-savlng treatment whlch 

Comments 

wouid normally be provlded to a non-dlsabled 
Infant should normally be provlded as weil 
to a dlsabled lnfant, unless determlned ta 
be clearly or probably futIle. 

, 

ThIS proposItIon assumes, flrst of aIl, that 

treatment crIterIa and standards should Indeed be 

authoritatively formulated and made publIc. Slnce treatment 

decISlons and standards have serlOUS publIC ImplIcatIons, 

some authorltatlve body representatlve of the communlty, 

494 perhaps ln the fInal analysis a leglslature or a national 

495 
commISSIon, should at least establish the Ilmlts beyond 

'-

-, 



( 

. 1 

\ 

-479-

which lndlv~duàr choices and preferences of par~nts and 

physlclans should not be socially acceptable. The 

proposltlon also lncorporates the concern for talrness 

and equaIlty WhlCh served as one of our bloethlcal tests 

ln thlS theslS. 

Clearly, ln Vlew of the need for faIrness and 

equàllty, lt lS unacceptable that lnfants wIth slmilar 

dlsabllltles be saved or not saved dependlng upon the 
>ttl 

values and crIterla of the partIcular physIclan carlng for 

them. Yet as establlshed ln the body of the thesls, that 

is ln fact the present state of affalrs in many unlts and 

hOSpl taIs. An example 15 that of the ChIldrens' Hospltal 

in SheffIeld, England, ln WhlCh both Doctors Lorber and 

Zachary practIce. It would be dIff~cult to l~aglne two 
u ( 1 ~ , : 

treatment pollcles more fundamentally dlfferent th an thelrs. 

As weIl, the medIcal attltudes and pollcles examlned 

demonstrated the tendency to deny to dlsabled Infants, 

partlcularly those who are mentally retarded, correctlve 

lnterventlons more or less routine for normal chlldren.' 

An example lS the preference of sorne physlclans and parents 

not to correct the bowel obstructlons ln Down syndrome 

infants, though they would normally do 50 for otherwise 

normal lnfants. 
fi,. 

._ .... - .. ~. -----,-----_ .... ~._._. 
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----The infant 's quallty or condlq~ of jlfe 
l saI egl t l ma te and l mpol{arrt t!ea tm~ t 
,conslderat10n, both for d91ng and not dylng 0 
lnfants, lf by quaIlty of Ilfe 15 meant the 
lnfant'5 own medlcal condltlons and capacltle5. 
A vltall5t sa,nctlty of Ilfe posltlon whlch 
would exclude quallty of Ilfe factors from 
treatment deC1 51 ons cannat be supporte,.d by 
el the r J u de 0 -C h rIS t l an 0 r huma nI 5 t 1 cet h 1 cs. 
ThlS quallty of Ilfe crJterlon should exclude: 

(a) 

(b) 

qualltles (such as relatlonal capacltyJ 
WhlCh are InevJtab1y vague, 5ubjectlve 
and dlfflcult or lmposslbIe to measure 
accurat.ely, and therefore llkely to' 
result ln unJust d1scrlm~natlon, Ç1nd, 

"socIal" qualUy of 11fe factors such 
as predl ct 1 on abou t burdens on others 
or abou't the aval1 ab111 ty of care and 
serVl ces dur1ng the Chlld 's 11 fe. The 
latt~r are lmportant for purp05e5 of 
custody and care declslons, but 5hould 
not be decls1ve'ln declslon5 to treat ;t', ,u' 
or no t . 

Thl~ propositlon lncorporates a position d~fended 

in the thesls, namely that quallty of l~fe concerns need 

• not be seen as threats to the sanctlty of Ilfe as 19n9 as the 
/ 

notion of quallty of Ilfe focuses on the lnfant's present and 

predlctable medlcal condltlon and not on the burdens and 

beneflts to others or on factors lmpass1ble ta pred1ct with 

anyaccuracy or Ob]ectlv1ty. 

As lndlcated above (pp.352-358 and note 402a) , whlle 

relat10nal potentlal lS arguably the most fundamental 

characterlstlc of the human person, there are sorne serious 

• / 
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obstacles to its use as a decisiv~ criterion for or against 

the 'treatment of disabled infants. Both philpsoph~cal and 

" theologl.cal argumentation have in our view compellingly 
,> 

demonstrated that the meanl.ng and purpose of .human personal 

life is largely defined by the abili ty to relate wi th others., 

~To exclude that capacity as decisive in the case of in~ants 

(except for the extre.me case of anencephaly) is not to" 

question that view. 
1 

, Its inadequacy is more at the operatl.onal than 

the definitional level. It is because relational capacity 

cannot (except in extrerne cases) be measured with accuracy 

that it is inappropriate as a yardstick for or against 

treatment. Unti l we have dete~rnined biologicaT symptorns 

by whi,ch to confl.rm the presence or absence of sorne degree 

of that capacity, l.ts determl.nation will be inaccurate and 

subjective, inviting unJust discrimination in treatment 

decisions made on that ~ 

Another limitation of that criterion is that (except 

in extreme cases) the capacity for relationship in a disabled 
• 

person is to at least sorne degreeodetermined by the abil~ty 

and readiness of other parties to initiate and encourage 

relations. Since the contribution of other people towards 

the development of an infant's liml.ted innate ability to 
\ \ 

rei~àte C"-8nnot be reasonably predicted at the start of life, 
" 

';0 
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this factor too argues against the use of relational capacity 

as a treatment criterlon. ~ 
~\' 

"Social" quality of life factors such as the 

aval1ability of care and services during a child's life are 

of course cruclally important for declsl0n~ about custpdy 

and care. But assuming that treatment and llfe-prolongatlon 

is judged to te medlcally use fuI and beneflcial to that ChIld, 

then predictions about the long range availabillty of care 

or burdens on the care provlders, should not lead tOj declsions 

nct to treat or prolong that life. The expressIon !quallty 

of llfe" implies to sorne, "measuring up", "passing a test", 

or "earning the rlght to life". Ta sorne l t therefore risks 

promoting lnequality between -persans possessing varying 
\ ~\ 

degrèes of a partlcular ability. It may therefore be 

preferable to subStl tute for the- \ expression "guali ty of 
'( 

life", a more neutral term such as "condl tl.on of lIfe". 

The more speciflc conditions or quallties of li~e which 

could justify the non-treatment of a seriously disabled 

newborn are \listed in proposition 10 below. 

6. To advocate the treatment of seriously 
dlsabled Infants Implles a commltment to 
advocate as well for the availablllty of 
adequate and humane specialized contlnuing 
care and rehabl] l ta t Ion serVI ces WhI ch WIll / 
be needed by Infants WhO are treated and 
saved rather than allowed to dIe. To 
advocate and develop neonatal care and 
treatment ln IsolatIon trom contlnulng care 
and traInIng opportunities for the survivors 
would be unJust and hypocrl tIcal. The 
provIsIon of more and better continuing care 
should be advocated eVEm If It Involves a 
conSIderable burden to SOCIety and a 
re-allocatlng of socletal prloritles. 

-------\ --- ....--...:--.--_._. -' -----
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Comments 

This proposition acknowledges that while the 
"-

availabillty of future care ~nd rehabllitation should not 

be a decisive factor in treatment declslons, these ~ 

considerations are nevertheless crucially 1mportant. It 

lS unrealistic to see them as completely d1stinct, and 

hypocritlcal not to advocate for both treatment and continuing 

care at the sarne tirne. 

To a very lar~e extent the views and. policies 

examined in the thesis 19nored the question of continulng 
, 

'\ C.3re, or slmply assumed that what now exists in that regard 

is the most that can be expected. But from both the 
n, 

-'" -, 
~--~ ~udeo-Christian and human1stic perspectives society should 

be prepared to dev0te a much larger proportion of our 

resources to providing for these most disadvantaged of our 

f Il . t· 496 e ow Cl lzens. 

7. 

J 

Actlve treatment of disabled Infants should 
be undertaken not only for Ilfe-saving 
purposes, but also (when indlcated) ta 
malntaln or lmprove /unct Ion ln those 
dlsabled Infants who cannot or may not 
surVIve. ln such cases the treatment, 
includlng ln sorne cases surgI cal 
operatIons, IS not provlded ln arder to 
add tlme to lIte, but lIte to the tlme 
remalnlng. 

\ 
~ 
\ 

'\ , 
" ( 

.-

• 

( 



( 
.... 

'-

-484-

~ ., 

Comment.s li 

This proposition incorporates the crucially 

im~rtant observation and practice of physi~ns such as 

Zachary and Freeman. As opposed to Lorber, their practice 

i5 to treat almost a11 thT spina blfida infants in thelr 

care, not because they can save them a11, but because at 

birth it is often too soon to know thelr prospects for 

sure, and those who will not survive desplte treatrnent will 

at least be able to functlon better for thelr sometimes 

brief llfe span. As we1l, a certain number of infants do 

survlve to live for years in reasonable comfort and with 

sorne moblllty because they were treated early despite a 

poor prognosis at birth. 

As noted ln our examination of medica1 and ethical 

\ practices and pblicles, most physicians and ethiclsts do 

not include the maintenance or lmprovement of functlon 

- reason as a purpose for actlve and early treatment a10ng 

with that of llfe-savlng. Lorber for lnstance gives this 
\ .. 

goal no a~tentlon at aIl, a fact which undoubtedly 

con\rlbutes to th~ relatively large nurnber of infants he 

selects for non-treatment. 

: ! 
----~ .... 1 .... -· ~...,.., .. --~---~.~. ~--"~---------~ --~---~----------._. -,_._-~_.,------------~".!-
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The proper mandate of medIc1ne lS not to 
elimlnate all sufferIng and guarantee happIness. 
Such a goal is beyond the competence of 
physIclans and has no foundatlon at aIl ln 
medl cIne or ethl cs. The goal of medicIne 

'1 S that of dOlng everythlng withln l ts power 
to cure and comfort patIents, but that power 
does not extend to klllIng them out of 
compassIon. 

This proposition encompasses a primary moral rule 

implied in the sanctlty of life princlple, that against . 

killing. As suggested in the thesis, the kliling of infant;s 

(by act or omlssion) implles a view that the mandate of 

med1cine is not Just to try to cure dlseases or at least to 

alleviate suffering, but to el~inate aIl suffering and 

disablilty even if it means killing the patient. Quite apart 

from the fact that that is not a proper reading of the goal 

"-
of medic1ne, lt is the most paternallstic of aIl gestures. 

( 

~ 

Assuming that treatment for an infant 15 n.ot futile, t,nerr .------~ , 

to kill that lnfant by act or omission would be to remove , 

from that Chlld aIl opportun1ty to make ltS own free cholce 

in the years to come, to develop 1tS own talents and strengths. 

To klll the sufferlng lnfant to cure sufferlng 15 also to 

shortchange' soc1ety of the challenge to respond to these 

infants w1th the sort of compasslon Wh1Ch prov1des more care 

and rehab111tat10n, not a compassion which k111s . 

I--~----------------'--------~ 
~ _______ ._.~ __ ,._._. _ .. __ ....... __ ...... L_ 
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As noted ln our exam1nation of med1cal views, 

there lS considerable sympat0Y among pediatr1cians (and 

sorne ethlc1stS) for the killing of d1sabled 1nfants. Though 

kill,ng by .ct m.y not be fr~nt. k,ll,ng by omission 

(e.g. over-sedat10n and starvation) appears ta be frequent 

enough, and more or less impl1ed in treatment policies such 

as Lorber's. The fact that so many physlcians, for example' 

"Duff and Campbell, would like the legal prohibltlon against 

killing ta be relaxed, indicates that the tradlt10nal 

Judeo-Christ'.n prohib,tion ag.,nst it m.y be decreaSin~l~-,~ 

influent1al. / 

9. 

Comments 

StrIct treatment crlterla ln the form of 
adverse physlcaL criterla fe.g. those of 
-Lorber) are 1 egl t Imate and useful. But 
applled tao rlgldly, tao early or tao 1 

exc1uslvely, they are Inadequate and tao 
llkely ta exclude sorne Infants [rom 
treatment who should be treated. 

The phys1cal cr1teria developed by Lorber as 

counter1ndlcat10ns of treatment are useful towards that 

declS10n and for purpases of predlcting the kind and degree 

of care llkely ta be necessary later. But the qual1ty of 

llfe assumptIons'underlYlng the crlterla are unduly 

pessImistlc, and not as predlctable as the crIterIa and thelr 

early applIcatIon Imply. To apply them ~n the first day as 

• 

,/ 
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he does is to make no allowance for a number of factors 

which can lead to a d~fferent assessment of an infant's 

present and future medical condlt~on, and to its 

improvement. It is too early to be able to predict on the 

flrst day, or even in the f~rst days, the read1ness and 

ability of parents to bring the ch~ld home and to compensate 

for the disab11ities by their love and care, or the 

availabi11ty of needed rehabilitat1ve services as the child 

grows. Strictly med1cal criteria and prognoses tend to 

ignore (or disgu~se) the value cons~derat~ons at least 

implicitly involved in aIl treatment decislons. 497 

10. Infant!!i may never be kJlled by aet or omissIon, 
but may be selected for non-life-saving treatment 
If: 

(a) the lnfant has an Irreversibly 11fe
threatenlng condItIon, and death IS 

Inumnent, and no avallable therapeutlc 
or lIfe-savlng treatment can do more 

) than prolong for a short t Ime the 
dylng process, or, 

(b) the Infant, whether lrreversibly dylng 
or not, has suffered such extensIve 
braln damage that l t would not be 
reasonabl e to thlnk. of thlS chlld 
havlng any lnterests at all, or, 

(e) the Infant, whether lrreverslbly dying 
or not,'has a condItIon causlng extreme 
and IrremedIable paIn and dIscomfort, or, 

(d) exeessIvely burdensome qualities would be 
eaused by or assoClated Wl th the only means 
avaIlable to sustain the Infant 's lIte . 

.. 
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/ 
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,;s. 
Comments 

These general criteria flow from and are consistent 

with the analyses in var~ous parts of the thesis. As already 

indicated above, (~n Chapter IX) they are arguably asceptable 
, 

in the eyes of the law, gi ven the legal ]udgments and 'analyses 

ta date. They encompass in the form of cr~teria one of the 

basic principles defended in this thesJ.s, that Judeo-ChrJ.stlan 

bioethics Imposes a very restrlctive meanlng on the qual i ty 

of life cons~derations which are legitJ.mate in declsions not 

ta prov~de or contJ.nue life-sustaining treatment. That means 

~n effect the exclUSIon of cr~terla which focuses on 

capacIties likely ta be tao vague to measure with objectivi~y, 

or too dlscrlmlnatory glven that they would encourage the 

assignlng of more value to sorne persons than others. The 

above cri terl a also focus exclusl vely on the best interests 

of the lnfant, and exclude crIterIa which depend upon 

predIctIng the unpredIctable (i.e. the avaliablilty of heaith 

serVIces ln the future), or upon a confusion of treatment and 

custody factors. In effect these crIterIa owe much to the 

,lIo r dInary /extraordlnary" means dlstlnctlon, especlally as 

regards the notIon of "exceSSIve burdens". These crIterIa 

are aiso partlcularly reflectIve of and compatIble with the 

medIcal POllCY of Dr. Zachary examIned above. 

, 
ï 
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In the Interests of accuracy and falrness 
in treatment declslons, reVlew comr171ttees 
should be establlshed in hospltals. 

Given the need to exclude as much as humanly 

possible the risk that infants who should be treated are 

not excluded from treatment. there is a need bath for 

carefully artlculated crlteria and appropriate review~of 

a prQPosed course of actio~. especially for uses in which 

the infant's prognosis is uncertain. or the parents and 

physiclans do not agree about whether to treat or not. 

Decislons by courts are sometimes necessary ln these cases, 

but giv~n the publlC and adversarial element involved in 

decisions by courts, the y should be resorted to in the last 

instance, not the first. 

The eXlstence of such commlttees has been wldely 

endorsed. 498 and could be an Important educational and 

consultatlve resource WhlCh serves a number of purposes. 

Four purposes WhICh have been proposed are these: to verify 

that the best lnformatl0n lS belng used; to conflrm the 

propriety of a declslon reached by parents and physIcians ln 

order to ensure that It does not exceed parental dlscretl0n 

from ethlcal and legal pOlnts of Vlew; to resolve dIsputes by 

improvlng communicatlon and understanding; to refer cases to 

5 
'r 
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public agencies (child protection serVlces, or judicial 

authorities) lf appropriate. 499 A related advantage of , 

such commlttees lS that they could provide a forum in which 

the part1cipants would develop experience ln discuss1ng 

and resolvlng eth1cal problems and dllemmas. As such they 

may perhâps be able to"supply a policy's speclf1cs on a 

case by case basis which ar~ difficult to incorporate into 

a general treatment pollCy. 

It lS worth noting that most of the medical and 

ethlcal treatment V1ews and policies examined paid no 

attention to this lmportant procedural factor. Due to 

space llmitatiorls we too d1d not explicitly address the 

sub]ect of such commlttees, though support for such a 

procedure 15 at least implicit ln the analyses and conclusions 

of this thesis. We do not at aIl agree wlth those who state 

or imply, as does Ramsey, that procedural matters are 

necessarily qU1te secondary and more or less unrelated to 

500 substantlve matters. Insofar as reVlew comm1ttees could 

be an lmportant step towards ensurlng more accuracy and less 

risk of mistakes, they are dlrectly related to the substantlve 

matter of better protectlng the right to life of the dlsabled 

newborn. 

, - ------- -' -"-'-~------- - - --._- ---"-
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Parents do not own' their children, but are 
thelr trustees. Therefore they do have 
deci SI on-mak l ng au thorl ty over th em, bu t l t 
has its llmits. They cannot enforce decisions 
which endanger the lIves of a salvageable 
lnfant, but they do have a rlght to be fully 
Informed about the condi t l on of 'thel r ChI Id 
ln order to make fully Informed deClslons. 

ThlS propusition incorporates what we have argued 

15 the ethically and legally defensible view of the parameters 

of parental authority. _ As demonstrated ~n the body of the 

thesis, parents have obligations to provide necessaries of 

life including medical treatment, and physicians are not 

relieved of their own obligations to do the same only 

because parents give them permission. 

Up to the point of endangering the lives or health 

of their children, however, parents do have the right to 

make decisions affecting them. That being 50, they should 

1 

be fully ~nformed about the condit~on and prognosis of 

their child, though of course in the most sensltlve manner 

possible. As suggested above (pp.228-230) , the arguments 

usually ~ade in defence of keeping parents more or less in 

the dark are not convlncing, that 15, arguments based upon 

parental gUllt and anxletles, or the alleged lnablllty of 

parents ln this pesltion te make objective declsions. 

1 ..... 
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PhySIClans should lnform themselves, and 
parent s of a dl sabl éd Infant should be 
lnformed, of aU the realltles and prospects 
to do Wl th dlsabled chIldren, both the 
posltlve and negatlv,e aspects. Every 
effort should be made to correct mls
conceptIons about both the mentally and 
physlcally handlcapped chlld. 

1 

The 

wi th parental 

read1n\ss of so many phys1c1ans to acquiesce 

wlshes not to treat dlsabIed but saIvageabIe 

infants, and sorne of the physIclans' Vlews about rnentaIIy 

handlcapped Infants referred to ln the thesis, Indlcate much 

ignorance and undue pesslmlsm about the burden of these 

children to others, theIr prospects for a reasonable amount 

of happlness, and the avallablllty of remedlal and 

rehabllltatlve serVlces. Parents as weIl often share these 

same mlsconceptlons. Wlthout downplaYlng the dIfflculties 

and burdens, there lS often a more posltlve and hopeful 

slde as weIl WhICh should be welghed ln comlng to treatment 

declslons. The myths and fantasles, especIaIIy about mental 

handIcaps, exert a powerful pressure ta allow or hasten 

501 
the death of these Infants. Unless corrected and 

balanced they contrlbute ta the unJust deaths of many of 

these chlldren. 

• 
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I-~ 
The decl 51 on about whether ta trea t or not ~ 
should b'e kept distInct -from con51deratlons 
about custody and care. If treatment lS 

determlned to be clearly benefIClal, but the 
parents refuse consent, they should be 
Informed that, 

(a) they and the physlcIan may be actIng 
1l1egally If they do not treat, and, 

(b ) th ey h a v eth e rI g h t t 0 h a v eth el r 
chlld Instltutlonallzed, or ta have 
thel r rlghts and responslblll tles oVfr 
thelr chlld termlnated. 

Our examinatlon of the treatment pollcl.es of 

phYS1Clans and ethlclsts revealed that many declslons not 

te treat dlsabled lnfants are based not 50 much upon whether 

or not treatment would be beneflclal but upon the burdens of 

care upon others. What has happened ln effect lS that 

treatment and custody conslderatlons have been fused. ThlS 

proposltlon urges that they be separated, and that parents 

be advl sed that there are al ternatl ves to those' of el ther 

treatlng agalnst parental wlshes or non-treatment. These 

al ternatl ves àre espec1all y those of lnstl tutionallzatlon 

or termlnatlon of parental rlghts and responslblll tles. 

As for non-treatment when clearly beneflclal (confl.rmed lf 

necessary by a reVlew comml ttee or a court), the legal 

perspectlve should not be overlooked as it appears to be by 

many physlclans and parents. For physlclans to comply Wl th 

parents ln this case ~ay weIl be agalnst the law. 

-

- - . 
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If parents contlnue to refuse thel r consent 
to treatment bell eved by the phYSl cian to 
be cl early henefl clal, assumlng they do not 
wlsh to have thel r rlghts and responslblll tles 
over thelr chlld termlnated, then, 

(a) the case should he referred to the 
hOSpl tal or neonatal unl t reVl ew 
c omm 1 t tee, 0 r , 

(b) 1 f tha t does not resul t 1 n a' 

deC1Slon consIstent wlth that 
chIld 1 S best lnterests, a court 
should be requested to rule on l~ 

ThIS and the next two proposl t"lons were suggested 

by the Report of the Presldent' s CommISSIon, ln WhlCh there' 

is a dIstInctIon made between theraples WhICh are clearly 

502 
beneflclal, clearly t'utIle, and ambIguouS. Those 

distlnctlons provlde a useful framework for relatlng the 

varlet y of possIble prognoses to the varl.ety of parental 

Wl she's. In general terms, "clear] y benefIcIa 1" treatment 

would be those WhlCh clear l y cannot fit WI thln the exceptlons 

provlded for ln propOSl tlon No .10 above. 

ThIS and sorne other of these proposItIons assume 

that physIclans wIll sometlmes be called upon to play the 

role of "Infant advocate". That role, dlscussed at sorne 

length above (pp. 231- 236), lS not at aIl a paternallstlc 

one towards parents or newborns. Rather l t l. S exercised to 

j' 
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protect infants from parents who may be inclined to exceed 
-

their moral or legal .~uthority by a choice which unjustly 

places their child's health or l~fe at risk. 

J'6. 

Comments 

When It IS dlfflcult to determine whether 
'treatment would be beneflclal or not, If 
parents WI sh it to be provlded, .1 t should 
b e p rov i d ed, l f th ey don 0 t, l t cou 1 d b e 
omltted. 

,,' 

There are sorne cases ~n whicH it ~s d~fficult to 

determihe whether treatrnent will be benefici~l or riot;503 

though the longer sorne infants survive the clearer will be , 

the pict~re as to whether or not active treatment will be 
J 

useful. Assuming that the picture remains unclear it 

should be the prerogative of parents to make the decision. 

As already ind~cated, their deci~ion should only be 

challenged and countered when that decis~on is determined 

" to be aga~nst the infant's best interests, but that is not 

clear in these cases. 

17. Mlen lt is clear that no avallab1e treatment 
wJ11 be beneficla1 to an Infant and the 
parents neverthe1ess wlsh It to be provlded, 
i t sh ou 1 d b e p rov 1 d ed as long as l t \Vl11 no t 
cause the Infant addltlona1 and severe 
distress. Shou1d treatlng physlclans not 
WJsh to provlde what they rlght1y VleW as 
use1ess treatment, they shou1d be free °to 
wlthdraw from the case. 

r 
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Comments 

Ma~~ clearly futile therapies will in fact cause 

addltional and severe distress to infants, and neither 

parents nor physlclans should be free to insist upon them. 

To do 50 would be a form of abuse, both ethically and in 

the eyes of the law. But if no severe added di stress to 

the infant is caused, providlng it despite its futility lS 

justified out of deference to parental wishes. They may 

not yet be ready to abandon hope, and-may need more time to 

adapt to the futillty of further therapeutic treatment. 

18. 

Comments 

Even after a decls10n not to treat 
therapeutl cally, phYSl cIans I and parents 
~ave a dut Y to contInue provldzng care 
and comfort to th€! infant. That dut Y 
will not normally Include intravenous' 
feedlng when death 15 immInent and 
I;lnavol dabl e. To do 50 merely prolong's 
the dy l ng process. 

This proposltion encompàsses on the one hand the 
<1 

dut y insisted upon by Ramsey and others, that the provision 

of care and comfort should continue until death, whatever 

the declsion about therapeutlc treatment. That dut Y was 
Il 1 ' 
>. underlined many tlmes ln thlS thesis, and is founded upon , ' 

the respect owed to each indlvidual life, no matter how weak 

or what-its prospects. 

, 
.,. 
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'u The matter of,intravenous feeding is a particularly 
" , 

To resolve iis applicabl1ity one should difficult one. 

begin by noting that the particular tasks WhlCh fall within 

this dut y are not unllmlted, but are condltloned by the 

infant's conditlon. While it is morally and legally wrong 
, M 

to cause death by starvation, the non-provision of lntravenous 

feedlng should not be construed as doing so when an infant 

is facing immlnent and unavoidable death. In this case 

intravenous feeding is more in the nature of a prolonging 

of death which is'being caused by the disease. To insist .. 
upon such feeding for example of an anencephalic newborn. 

would be 'a futile gesture: Death is imminent and further 

such treatment futlle. To inslst that ~utrition'and f1uids 

must be provided to every infant, no matter how desperate " 

the condition (as was recently done) .504 will in many cases 

not beneflt the infant whatsoever and may weIl cause 

addltional grief to the infant's parents. 

/ 

" '1 
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"'. -
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This was especially so in the medieval perlod, Moses 
Maimonides hlmself being also a physician. See, 
Immanuèl Jacobovlts, "Judaism", in Warren T. Reich 
(ed.), Encyclopedla of Bl0ethics, vol. 2, The Free 
Press, New York, 1978, 791-802. A modern examplé of 
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'., 

54. See regardlng these pOlnts, Bleich, Id., pp.531-534. 

55. Moshe Tendler, as quoted by Howard Brody in, Ethical 
Discussions in Medlcine, Little, Brown & Co., Boston, 
1976 at p.66. A similar Jewish Vlew is the following 
by Byron Sherwin ln, Marvln Kohl (ed.), Beneficient 
Euthanasia, Prometh~s Books, N.Y. 1975: 

\ 

According to Jewlsh law, Ilfe is to be 
preserved, even at great cost. Each moment of 
human life is considered intrinslcally sacred. 
Preserving life supersedes the "good life". 
The sacredness of 11fe and the unlqueness of 
the individual require that every posslble 
action be taken to preserve Ilfe. (p.7). 

56. The biblical authorlty allowing the physlcian to heal 
a sick person is based in rabbinlc teaching upon 
Ex. 2~:19-20. 
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See Bleich, op. cit., supra n. 53, pp.535-537. 
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Bioethics, Sanhedrin Press, New York, 1979, 253 at 
p. 262. 
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n. 53, pp. 552-553. 

61. Among these writers were: Alphonsus Bonnar (in the U.K.), 
Edwin Healy, Gerald Kelly, and Thomas a'Donnell (in the 
U.S.), Albert Niedermeyer (in Germany), P.G. payen (in 
France) and Luigi Scremin (ln Italy). 

62. The historlcal development of Roman Catholic Medical 
ethics was traced by Charles E. Curran ln,' TransitIon 
and TradItIon in Moral Theology, U. of ~otre Dame Press, 
Notre Dame, 1979, 176-184. 

63. Summa Summarum, 4 vols., Vlncentius de Portonarils, 
Lyons, 1542. 

64. 

65. 

Curran observes that whereas in the first millenium of 
Christianity it was not unusual for clerics to be 
also medical doc tors , they were subsequently prohibited 
to-practice medlclne apparently due to many devoting 
their full time to medlclne. The prohibItIon still 
eXlsts ln the Code of Canon Law, but exceptIons can 
be made ln cases of necesslty or for good reasons. 

One of the most Influentlal of those wrltlng about pastoral 
medlclne ln the late nlneteenth century was the German 
physiclan Carl Capellmann. Other lmportant contrlbutors 
were André Eschbach and Joseph Antoneill. 

66. Curran, Charles E., op. Clt., supra n. 62 at p. 185. 

67. Thomas Aquinas, Summa Theologlca 1-11, Q. 94 art. 2. 

68. For example Gerald Kelly, Medico-Moral Problems, 
Cathollc Hospital AssocIatIon, St. LOUIS, 1958, pp. 19-20. 

69. See, RIchard McCormlck, "The Judeo-Chrlstian Traditl0n 
and Bioethlcal Codes", in hlS, How Brave a New World, 
Doubleday, Garden CIty, N.Y. 1981, 3-17. 
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Id., at p.9. 

Curran, Charles, op. cit., supra, n. 62 at p.lS7. 

This submission of lntellect and wlll to authorltative 
teachlng by the pope was lnsisted upon as recently as 
the Second Vatlcan Councll, ln The Constltutlon on 
the Church, n. 25. 

Vaux, Kenneth, Blomedlcal Ethics, Harper & Row, 
New York, 1974, at p.16. 

Curran, Charles, op. Clt., supra, n. 62 at p.202. 

There are however several contemporary Roman Catholic 
b'ioethicists who maintaln that in sorne circumstances 
active euthanasia should be allowed. One such is 
Daniel Maguire. See his, Death by Choice, Schocken 
Books, New York, 1975. 

A somewhat extreme expression of that fear lS the 
. following: 

The expression "quall ty of llfe" lS the latest 
rhetorlcal ploy to se duce people into 
abandoning thelr moral obllgations to those 
who are in extreme need of human love. What 
they really want, once their soclally 
respectable mask lS removed lS more latltude 
for kl1hng. 

Donald De Marco, Cathollc Reglster, Jan. 23, 1978. 

77. McCormlck, Rlchard. "To Save or Let Dl.e: The Dilemma 
of Modern Medlclne", ln How Brave a New World, 
Doubleday, Garden Clty, N.Y. 1981, (orlglnally 
publlshed 1974), at p.345. 

78. Theologlcal support for thlS mandate to Intervene 
(responslbly) ln nature, for thlS shared domInIon 
over creatIon, extendlng even to llfe and death decision
maklng, can be found ln the Catholic context ln what 
is referred to as incarnatlonal theology. or as the 
"theology of the world". It lS not an exclusivfily 
Cathollc theology by any means, and thé're are parallels 
in the Protestant context as weIl in what has come to 
be called "secular theology". The "founder" of this 
theologlcal perceptlon ln modern tlmes was ln fact the 
Protestant theologian, Dletrich Bonhoeffer who made it 
a central theme of hI5 writings that it was the design 
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of God that men manage thelr lIves wlthout hlm - he 
remains present to us but does not intervene to 'make 
our decIsions for us. Other ProtestantS/ln thlS 
"school" are Harvey Cox, Rudolf Bultmann', W. 
Pannenberg and FrIedrlch Gogarten. In the Roman 
Catho1lc context the leadlng proponent ànd interpreter 
of thlS theologlcal/blbllcal perceptIpn i~ Johannes 
Metz. He wrote (ln Theology of the World,~burg 
Press, New York, 1973) that our tIme5 are characterIzed 
by a tranSI tlon from a "dIvlnlzed" to a "hom1nlzed" 
world, and th15 IS ln accord wlth God's plan. The 
world 15 as yet largely unformed and rough-hewn 
mater1al, requ1rlng to be contlnually shaped by 
man's free creatlv1ty. other Cathollc theologlans 
ln thlS stream are Karl Rahner, Gustave Thl1s and 
TeIlhard de Chard1n. 

For more on these 1mpllcat1ons, see for example 
RIchard McCormlck, op. C1t., supra, n.69, pp.l2-14. 

Smi th, John E., "Panel DISCUSSIon: Moral Issues l.n 
Cllnlcal Research", (1964) 36 Yale Journal of BIOlogy 
and MedICIne, at p.463. 

81. ~art~Karl, Church Dogmatlcs, Vol. 3, Part 4, T. & T. 
~ Clark, Edlnburgh, 1761, at p.339. 

82. Thlell.cke, Helmut, The Ethl.cS of Sex, Harper & Row, 
New York, 1964, at p.8l. 

83. Ramsey, Paul, "The Morallty of Abortlon", l.n, John 
Rachels (edItor), Moral Problems: A Collectl.on of 
Phllosophlca1 Essays, Harper & Row, New York, 1971, 
at 'p. Il. 

84. Ramsey, Paul, The Patlent As Person, Yale Unlversity 
Press, New Haven, 1970, p.155. 

85. Barth, Karl, op. Clt., supra, n.81, at p.425. 

86. Ramsey, Paul, op. Clt., supra, n.84, at p.15l. 

87. Id., at p.150. 

88. Id., at p.l61. 

89. IbId. 

90. Id., at p.163. 

91. Id., a t p. 164 . 
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Although Ramsey does th en add a further caution ln 
the form of a remlnder that the aberrat10ns of NaZI 
medIcine started wIth 5mall beg1hnIngs In this 
rflgard he quotes (at p. 164) Leo Alexander ("MedIcal 
SClence Under Dlctatorship", (1949) 241 New England 
Journal of MedIcIne 44, at p.45): 

Whatever proportion these crImes flnally 
assumed, It became eVIdent to aIl who 
Investlgated them that they had started 
from small begInnIngs... It started WI th 
the acceptance of the attItude . . that 
there lS such a thlng as llfe not worthy 
to be llved .. ItS Impetus was the 
attItude toward the non-rehabllltable 
slck. 

Fletcher, Joseph, "The Rlght to LIve and the Right to 
D1e", (1974) 34:4 The Human1st, at p.12. 

94. Id., at p.12. 

95. Id., at p.U 

96. Ibid. 

97 

98. 

Fletcher, Joseph, "IndIcators of Humanhood: A TentatIve 
ProfIle of Man", (1972) 2: 5 HastIngs Center Report 1. 

Fletcher, Joseph, "Four Indlcators of Humanhood - The 
EnquIry Matures", (1974) 4 6 HastIngs Center Report 4. 

99. Bard, Bernard. and Fletcher, Joseph, "The Rlght to Die", 
AtlantIc Monthly, Apr1l, 1968, at p.64. 

100. 

101. 

102. 

103. 

Fletcher, Joseph, op. CIt., n.97, at p.l. 

Ramsey, Paul, op Clt., supra, n.13, at p.203. 

In Chapter VIII we w1ll evaluate in sorne deta1l the 
reasons why Ramsey d1sapproves the use of qual1ty of 
Il fe crIterIa, and pre fers a "medl.cal IndIcat1ons" P01ICY. 

Id., at p. 204. 

Ramsey argues compelllngly that Fletcher and others are 
wrong aQd confusing to refer to decIsions to only care 
for the dying, or to allow a patient to dIe wlth care, 
as "indIrect euthanas1a". He angues that the term 

o "euthanasla", wtthout quallfiers, should be restricted 
to ItS common meaning -,dlrect killing. 

/' 
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Fletcher, Joseph, "Ethics and Euthanasia", (1973) 
73 Arnerican Journal of Nur5ing, 670 at p.673. 
For Fletcher's views on euthanasia see also, 
Bern~rd Bard and Joseph Fletcher, op. cit., supra, 
n. 99 at p.-63; "Euthanasia and Anti-Dystfianasla", f 
ch. 9 of hlS Moral Responsibility, Westminster Pr~s~, 
PhIladelphIa, 1967, pp. 141-160. 

Gustafson, James,M., "The Contributions of Theo1ogy 
to Medical Ethies", (1976) Perspectives in Biology 
and Mediclne, 247 at p.257. 

Ibid. ---
Id.,at p.25B. 

Ibid. 

Id. at p.259. 

.' 

Ramsey, Paul, op. cit., supra n. 84 at p.xiv. 

In Barth's theology for examp1~~ creation itse1f is 
an aspect of covenant: "the covenent i5 the internaI 
ground of creation •.. creation •.. the externa1 
ground of the covenent." See ~Xar 1 Barth, Churkh 
Dogrnatics, Vol. 3, Part 2, T. & T. Clark, Edinburgh, 
196ï at p. 

In his, The Pat,ient as Person, (Op.Clt. 1 supra, n.84) 
for example Rarnsey states: "1 hold wi th Karl Barth 
true covenent-fidellty is the inner meaning and 
purpose of our creation as human beings, while the , 
whole of creatlon is the external basis and condition 
of the p05sibility of covenent." (p. xii). , 

IbId. 

Ibid. 

Ibid. 

~., at p. 129. 

Id., at p. 153. 

Id., at p. 160. 

See, Robert Veatch, op. cit., supra, n.48, p.41. 
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See on th~s pcfnt, Roy Branson, "The Scope of Bloeth~cs: 
Indi vldual and Socl.a1" in, Robert M. Veatch and Roy 
Branson (editors), Ethics and Hea1th POI1CY, Ballinger 
Pub. Co., Ca~brldge, Mass., 1976, 5. 

'"' Branson observes, not wlthout sorne J~stlflcation, that: 
o 

Paul Ramsey ... assumes that the scope of 
topies bloethlcs analyzes wlll remaln 
limited to the sphere of the physician 
and research sèientist. The ethlcist 
should reflect on basic prlnclples, but 
on prlnciples relevant to the questlon, 
"What ought the doctor to do?" Whlle 
Ramsey wants bioeth1cs to reta~n its 
autonomy, he 15 w1111ng for phys1c1ans 
and scientlsts to select the topics for 
theoret,ical reflect10n. (p.7). 

He adds that for Ramsey the basic concern lS fidelity 
between individuals, a conclus1on supported by,the 
topics addressed in The Patient As Person. He observes 
about Ramsey's topics and focus: 

... the researcher and an ~nfant subject 
of an experiment, the surgeon and a 
p~tenti~l donor of an organ for a 
transplant ... His focus in med~clne lS 
indivldual eth1cs. (p,8). 

Richard McCormick for examp1e acknowledges that: 

We have been accustomed to think of 
"medico-moral problems" ln terms of 
declslons about procedures touch1ng the 
health and l~fe of lndlVldual patients. 
In th1S sense médlcal ethlcs has 
suffered from the lndlv1duallsm which 
has infected ethlcs ln general. It 
has equlvalently excluded a whole cruc1a1 
domain from the area of ethl.cal concern, 
or at least lt has not glven proportlonat€ 
attentlon to thlS area. ( "Issue Areas 
For A Medl.cal Ethl.cS Program", ln, R. 
Veatch, et al., (edl tors), The Teachlng of 
Medlca1 Eth1CS, Instltute of Socl.ety, 
Ethics and the Life SClences, New York, 
1973. la,' at p.1l2.) , 

Or 
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Ramsey refers to natural 1aw as a "sub-Chr1stian 
source of ins1ght", 1n' hl.s, Basic Christl.an Ethl.cs, 
Scr1bner's, New York, 1950, at p.76. 

That view was recently and compe11ing1y argued in a 
doctoral thes1S by Gary Redc11ffe enti tled, "The 
Ant1nomy of Human Freedom and Moral Restraint in 
Paul Ramsey' s Med1cal Eth1CS" 1 Facul ty of Rel igl.oUS 
Stud1es, MCGlll Unlversity, 1983. 

Ib1d. 

Regardlng Ramsey' s "med1cal 1ndicat10ns,.pollCY", see 
especlally h1S, EthlCS at the Edges of L1fe, ~~'" '. 
~, n.lOl, 145-188. We will be analyzing that 
po11cy below in dealing w1th Zachary (pp.284-298)-an& -
Ramsey (362-387). 

Fletcher, Joseph, "Ethl.cS and Nursing", op. ci t., supra, 
~.l04, at p.674. G1ven Fletcher's focus on the 
calculation of consequences, Veatch wri tes that, "In 
th1S way, he is closer to the-concern of Aqulnas for 
doing good and avo1dlng evil than most followers of 
either Aqu1nas or Fletcher would like to admit". 
Veatch, op. cit., supra, n.119, at p.42. 

See Fletcher, Sltuation EthlCS: The New Morallty, 
Westmlnster Press, Phlladelphia, 1966, p.21. 

Fletcher, "EthlCS and Nursing". 01"'\. c;/, supra, n.l04, 
at p.674. ~. 

Veatch, op. C1t., supra, n.119, at p.42. In d1scussing 
Fletcher's V1ews, Kenneth Vaux makes a sirn11ar 
observatlon ln h1S Blomedlca1 Eth1CS, op. cit., supra, 
n.73, at p.21: 

t--A "Snoot1ng from the gut" ethlc now 
character1zes mediclne. It underglrds 
the l.mpatl.ence of doctors wlth endless 
phllosophl.Zlng WhlCh never makes up 1tS 
mlnd. It lS eV1denced ln the chaflng 
experlenced under drug laws and human 
experlmentatlon guide11nes by physlclans. 
Yet thlS endur1ng wlsdom has been 
establ1shed at great cost and deserves 
to be perpetuated. 

That cruclally important difference and 1ts implicatl.ons 
for pollcy-maklng w1ll be dlscussed ln the next section 
of thlS chapter. '" 

, 
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Ramsey, Paul, op. Clt., supra, n.lOl, at p.X1V . . ; 
-

See Paul Ramsey, "The Nature of Medical Ethics';, in, 
op. Clt., supra, n.14, p.128. 

A distlnctlon used by J~~-'Rachels in, "Can Ethics 
provlde Answers?", (19~O) 10: 3 Hastlngs Center Report 32 .. 

\ 
Hare, R.M., "Can the Moral Philosopher Help?", in, 
S~~art F. Splcker'and H.T. Engelhardt, op. Clt., supra, 
n.34, 49, at p.52. 

- -------
See for lnstance the 1960 U.S. declsion of Natanson v. 
Kline, 186 Kan 393.350 P. 2d. 1093 (1969); 187 Kan. 
186, 354 P. 2d 670 (1960). It was held in that decislon 
that: 

--

A d~ctor ml~ht weIl belleve that an 
operatlon or form of treatment is 
deslrable or necessary, but the law 
does not permlt him to substitute his 
own judgment for that of the patient 
by any form of artlfice or deception. 

Beauchamp, Thomas L. and McCu11ough, Laurence B., 
~edlca1 Ethics: The Moral Responsibilitles of Physicians, 
Prentlce Hall, Englewood C1lffs, New Jersey, 1984, at 
p.44. 

Hippocrates, "The Art", op. cit., supra, n.29, at p.193. 1 

1 
Hlppocrates, "Epldemlcs", op. Clt., supra, n.29, at p.165. 

See, Margaret SomervIlle, Informed Consent, Law Reform 
CommlSSlon of Canada, ottawa, OntarIo, 1979; Jay Katz, 
Il Informed Consent -' A FaIry Tale? Law' s Vlsl0n", (1977) 
39 Universlty of Plttsburgh Law RevIew; Jay Katz, 
"Dlsclosure and Consent in Psychlatrlc Pract1ce: 
M1s~lon Imposslble?", ln, Charles Hofl1ng, (ed.), Law 
and Eth1cs ln the Practlce of Psychlatry, Brunner Mazel 
Inc., New York, 1981; Hugh R. Faden and Thomas L. 
Beauchamp, "Declslon-maklng and Informed Consent", 
(1980) 7 SocIal Ind1cators Research, 313-36. 

See, Beauchamp and McCullough, op. cIt., supra, n.136, 
at p.75. 

" .' 
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See for instance the use made of the principles of 
respect for persons, beneficence and Just~ce in the 
BelmontCBeport, Natlonal ComrnlSSlon for the 
Protection of Human SubJects of Bl0medlca1 and 
Behavioral Research, U.S. Gov~rnment Prlnting Office, 
DHEW Pub. No. [OS] 78-0012, 1978, pp.4-10. 

r; 

See for example, Veatch, op. cit., supra, n.48, 
pp.250-287. 

Rawls, John, A Theory of Justlce, Harvard U. Press, 
Cambrldge, 1971. 

Among recent bioethical writings, for example, 
Beauchamp and McCullough (op. Clt., supra, n.136) 
argue that beneficence and autonomy alone can serve 
as the operative principles for physician decision
making in the clinical settlng. Robert Vaux on'the 
other hand (op. cit., supra, n.48) proposes: 
beneflcence, aontract keeping, autonomy, honesty, 
avoidlng kl11lng" justice. The same variety is to 
be found in philosophical ethlcs generally. For 
example, G.J. Warnock (The ObJect of Morality, 
Methuen, London, 1971) proposes: beneficence, non
maleficence, non-deception and fairness. W.K. 
Frankena (EthlCS, Pr~ntice-Hall, Eng1ewood Cliffs, 
N.J., 1973) builds hlS positions on only beneficence 
and ]Ustlce. 

145. See for example, K. Baier, The Moral Point of View, 
Random House, New York, 1965. These other 
characterlstlcs WhlCh Baler adds (as does Rawls, 
op. Clt., supra, n.143, pp.130-136) are: 

146. 

generallty (to be a principle one shou1d be able 
,to formu1ate lt wlthout having recourse to proper 
names), orderlng (the princip1es chosen must make 
it possible to order conflictlng c1alms), and 
final~ty (reasonlng accordlng to the prlnclp1es 
selected must be concluslve). Bok (op. cit., supra, 
n.42, p.141, n.19) does not include genera1lty or 
finallty, clalming that they are more ideal than 
possible. 

Deontologlcal ethlcs lnvolves holdlng that there are 
some rules and prlnclples of actlon WhlCh are valld 
qUlte lndependently of the consequences of ,actions 
taken ~n accord wlth those rules or principles. As 
W~l. it means hold>ng that one must always act 

'. 
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according to those rules. An extreme and rarely 
appealed-to branch of this theory is act-deontology, 
which ~eans holding that each act is to be Judged 
entirely on its own merits, apart from either 
consequences or rules. 

A second theory is that of consequential1st ethics. 
This approach h01ds that the criterion for judging 
an action right or wrong is by determining and 
evaluat1ng the consequences!of that action. 

The third major ethical theory, in effect a form 
of consequent1alist ethics, lS utilitarian ethics. 
The fund9mental princ1ple according to which 
consequences are te be judged is that of the general 
happiness of everyone concerned, or the highest net 
balance of good as oppesed to evil. Utilitarians 
are not necessarily against rules. Rule-ut1litarians 
select and base themselves upon rules of conduct to 
promote general happlness, whereas adt-utilitarians 
evaluate each individual action as ~whether lt 
will or wlll not promote general happiness. 

See, supra, p.70-71 for McCormick's distinctions 
between essential ethics, existential ethlcs, 
essential Christian ethics and existential Christian 
ethlcs. 

Gustafson, James, op. cit., supra, n.l05, at p.270. 

Ramsey, Paul, op. C1t., supra, n.lOl, at p.xiii. 
He goes on to add: 

The physiclans, lawyers, ethicists, and 
most of aIl - the ordinary concerned 
citizens to whom l address my analysis 
and argument need in no way be offended 
by the rellglous warrants that are 
decislve for me. Such a person can 
read wlth a Vlew to showing that there 
is a non-rellglous replacement for "my 
neighbour as holy ground" that stlll 
sustalns an lnvlolable human dignity. 

Gustafson, James M., Can Eth1CS Be Christian?, 
University of Chicago Press, Chicago and London, 
1975, at p.175. 

t
-~ . , 
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151. See: David Burrell and Stanley Hauerwas, "From System 
to Story: An Alternative Pattern for Rationallty in 
Ethics", ln, Tristram Engelhardt and Danle).. Ca11ahan 
(editors), Knowledge, Value and Bellef, vol"\., II, The 
Foundat1ons of Ethics and Its Relatlonshlp ta Science, 

152. 

153. 

154. 

155. 

,156. 

'Institute of Society, Ethics and the Life SClences, 
New York, 1977, 111-152; Stanley Hauerwas, "The Self 
As Story: A Reconsideration of the Relation of Religion 
and Morall ty from the Agent' s Perspecti ve", ln his, 
Vis10n and V1rtue - ~ssays ln Chrlstlan Eth1cal 
Ref1ect1on, Fides, Notre Dame, 1975, 68-89. 

Burrel1, Davld and Hauerwas, Stanley, "From System to 
Story ... ", op. cit., supra, n.151, ,at p.1A2, n.l. 
Because Gustafson does not seem to assign importance 
to the matter of "how" Christian moral principles 
are accounted for iD concluding that the contribution 
of theology is of m1nimal importance (supra, p. 
and n.148), Burre11 and Hauerwas take lssue with 
Gustafson. But elsewhere Gustafson does lndeed 
assign importance to the "story factor" in the 
Christlan context. See his, Can Ethics Be Christian?, 
op. Clt., supra, n.150. 

See for example, Paul Lehmann, Ethics In A Christian 
Contèxt, Harper & Row, New York, 1963, pp.74-80. 
Lehmann argues that divine behavlour in the world 
excludes not only a "preceptual apprehension" of 
the will of God, but also an abstract apprehension. 
Chrlstlan behaviour cannot be generallzed slmply 
because God' s wlll cannot be generallzed. Whlle he 
reJects a "preceptual apprehension" of the wlll of 
God, Lehmann does lnslst upon "concrete hum an 
occasions" of obedlence, as ln the Decalogue; but 
th~ Decalogue presupposes the covenant. 

See for example, Gerhard von Rad, Deuteronoml um -
Studlen, Vandenhoeck und Ruprec'ht, Goettlngen, 1948, 
49-50, Myers, J.M., "The Requlsltes for Response. On 
the Theology of Deuteronomy", (1961) 15 In~~retatlon, 
14- 31; Moran, W. L., "The AnCleni( Near Eastern Background 
of the Love of God ln Deuterono1yll, 1963 25 Catholic 
81bllcal Quarterly, 77-87. 

See for instance, Mark 7: 6-8. 

Burrell and Hauerwas ("From System to Story. .", 
op. Clt., supra, n.151, pp.137.,-141) conclude 
that ln effect rel1glous falth amounts to acceptlng 
a certa1n set of storles as canonlcal. They ~uggest 

------~'_ .. ~--~_.-.. -------------------
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we tend to decide which staries w11I be canonical 
for us on the basis of certain cr1t~rfa, or more 
exactly, that stories taken by us as canonica1 will 
have certain effeots on our 1 ives. The criteria or 
effects they propose are: power to release us from 
destructlve alternatives, ways of seeing through 
current dlstort10ns, room to keep us from having 
resort to vlolence, a sense of the tragic and how 
meanlng transcends power. 

Id., at pp. 113, 114. 

Burrel1 and Hauerwas depend for this point on an 
article by Edmund Pincoffs, "Quandry Eth1CS", (1971) 
80 Mind, 552-71. 

Burrel1 and Hauerwas, "From System to Story ... ", Op.Clt., 
~upra, n.151, at p.117. App1y1ng this observatlon 
speclflcal1y to medlca1 eth1cs, they add: 

What makes "medica1 ethics Il sa difficu1 t 
{s the penchant of med1cal care to force 
decis10ns that seem to calI into question 
aspects of our life that we assumed not 
to be matters of decision, e.g. ~houid we 
provide medical care for children who are 
born w1th major dlsabilitles such as 
meningomyelocele. In thlS respect the 
current interest in medica1 ethics does 
not simp1y represent a response to issues 
in modern mediclne, but also ref1ects the 
penchant of the standard account to respond 
to dllemmas. 

Another but Slmllar way of expressing this point that 
one can assume certain matters are not matters of 
declslon, but "the alr we breathe", 15 what H. R. 
Nlebuhr calls "f1ttlngness". See, H.R. Nlebuhr, 
The Responslb1e Self, Harper & Row, New York, 1963. 

Id., at p.118. 

Id., at p.12l. 

Rachels, James, "Can EthlCS proVlde Answers?", (1980) 
10:3 Hastlngs Center Report, 32, at p.38. 

See Burre1l and Hauerwas, op. Clt., supra, n.151, p.116. 

Hauerwas, Stanley, "The Chr1stian Society and the 
Weak: A Medl tatlon on the Care of the Retarded", in his, 
Vision and Virtue - Essays in Chrlstian Ethical Reflection, 
Fides, Notre Dame, 1974, 187, at p.191, 193. 
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Barth, Karl, C~h Dogmatics, op. cit., supra 
at p. 342. 

n. 81 

166. Gustafson, op. cit., supra n. 105 at p. 262. 

167. 

168. 

169. 

170. 

Ibld. 

Id., at p. 257. 

Id., at p. 258. 

Macquarrie, John, princiïles of Christian Theo1ogy, 
Scnbner's, New York, 19 6 at p. 477. J.V. Langmead 
Casserley (quoted by Macquarrrie) makes the same 
point: 

The natural law for them must necessarily _ 
grow and expand as men 1 s potentiali ties and 
responsibllltles are deepened and wldened 
through hlS graduaI fulflllment of God's 
purpose in creatlng him. Natural law 
doctrine is not conservative. .. We mlght 
even describe 'natural law ' as an 
existential concept. Natural law is the 
"insurgent authenticlt~". 

171. Gustafson wou1d telescope these awarenesses and 
their lmpllcatlons lnto an attltude we calI simply 
"se1f-critlclsm". See Gustafson, op. cit., supra 
n. 105 at pp. 263-265. 

172. 

173. 

174. 

Gustafson, James, "The Theo1og1an as Prophet, 
Preserver or Part1clpant", ln hlS, Theo1ogy and 
Christ1an Ethics, Pi1grlm Press, Ph11adelphia 
1974, 73-96 . . 
1 d., a t pp. 84, 85. 

Shlls, Edward, "The Sanct1ty of Life", ln Daniel 
H. Labby (ed.), Life or Death: Ethics and Options, 
U. of Wash1ngton Press, Seattle, 1968, at pp. 12-13. 

Shils also adds: 

The trancendant sacred is a construction which 
the h~an m1nd ltself has created to account 
for and to place in a necessary order the 
primordial experience and vicissitudes of the 

t 



( 

( . 

( 

, , 

-21-

actual embodiment of vital1ty to which 
it attributes sacredness ... If man did 
not prize hlS own vital1ty, bhe sacred 
and the vast symbol1c elaboratfon into 

'ft:QSmogonles and theologies would not 
éxist. (At pp.13, 14). ':. 

175. Mitchell. Basl1, "Is A Moral Consensus in Medlcal 
\ EthlCS Possible?", (1976) 2 Journal of Medical EthlCS,. 

18, at p.23. See- also R.M. Hare, "Medical Ethics: Can 
the Moral Philosopher Help" , 1n, stuart F. Spicker and 
H.T. Engelhardt, (eds.), op. Clt., supra, n.34, 49-61. 

176. See, H. Tristram Engelhardt, "Bloethlcs in Plurahst 
Soclet1es", (1982) 26 Perspectives in Biology and 
Medlc1ne, 64-77, 

177. Sh11s, op. cit., supra, n.174. 

178. See for exampIe, MarVln Kohl (ed,), Beneficent EuthanaSla, 
Prometheus Books, Buffalo, N.Y., 1975, 130-141; 
"Understand1ng the Case for Beneficent Euthanasia>l 1 

179. 

180. 

181. 

182. 

(1973) l SC1ence"Med1c1ne and Man, 111-121. See also 
H. T. Engelhardt, "Ethlcal Issues ln A1dlng the Death 
of Young Children", ln Kohl (ed.), 180. 

Hippocrates, "The Art", Jones, (Trans.), p. 

Canadian Medlcal Association, Code of Eth1CS, approved 
by General Council, 1982, 

It should however be noted that med1cal associatlons 
have in sorne cases attempted to further refine that 
general pOllCy, for 1nstance ln the form of what are 
usual1y referred to as "no reSUSCl tatlon gul:del1nes". 
But such gUlde11nes are restricted to cases when the 
patlent 15 term1nal1y 111 or dY1ng and do not 
acknowledge any other Clrcumstance5 for WhlCh treatment 
mlght be 5topped. 

For more on thlS role of abstract prlnclp1es vls-à-vis 
moral rules, see Henry Davld Alken, Reaso~ and 
Conduct, Alfred A. Knopf, N.Y., 1962, especlal1y 
Chapter 4, "Levels of Moral Dlscourse". See also, 
Danle1 Callahan, "The Sanctlty ôf L1fe", ~n, Donald 
R. Cutler, (ed.), Updatlng Llfe and Death., '\~eacon 
Press, Boston, 1968. For a summary,and apP~lcatlon 
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of this approach see Edward Keyserlingk, Sanctit~ 
of Life or Quality of Life, Law Reform Commission 
Of Canada, Minister of Supply and Services, Ottawa 
1979, 37-47. 

Supra, pp. r43-156. 

The term "congeni tal abnormali ty" has been defined 
as fol1ows: morphologic abnormalities of int~rnal 
or external organs ar~sing before birth that hav. 
actual or potential clinical significance. S , 
James B. Wyngaarden and Lloyd H. Smith, Cecil Text
book of Medicine, W.B. Saunders Co., Philadelphia, 
1982, at p.22. 
1 
Rock, J. and Hertig, A.T., "Sorne aspects of early 
human development", (1942) 44 Amer~can Journal of 
Obstetrics & Gynecology, 973. 

186. Emery, A. E. H., Elements of Medical Genetics, 3rd ed., , 
Churchill Livingstone, Edinburgh, 1974. 

187. Drillien, C.M., "Stud~es in prematurity, stil1birth 
and neonata1 death. Part 2. Factors affect~ng birth 
we~ght and outcome", (1947) 54 J. Obstet. Gyneco1. 
Br. Commonwealth, 300. 

188. 

189. 

190. 

Nlshimura, H., et al., "Hlgh Incidence of several 
malformatlons ~n early human embryos as compared 
wlth Infants", (1966) 10 BI01. Neonate 93; Carr, 
D. H., "Chromosome studies ln spontaneous abortions", 
(1965) 26 Obstetrlcs and Gynecology, 308. 

Milunsky, Aubrey, and Alpert, Elilot, "MaternaI Serum AFP 
Screenlng", (1978) 298 New Engl and Journal of Medlclne, 738. 

Sw~nyard, Chester A., et al., "Spina Bl fi da as a pro
totype defect for declslon-making: nature of the 
defect", ln, Chester A. SWlnyard (ed.), DeclSlon 
Maklng and the Defectlve Newborn, Charles C. Thomas, 
SprlngfJeld, 111., 1978,17, at p.26. 

191. See, Wililam L. Nyhan and Edward Edelson, The Here
ditary Factor, Grosset & Dunlap, N.Y., 1976, 128-129; 
William L. Nyhan and NadIa O. Sakat~, Genetlc and 
Malformat~on Syndromes in C1~nical Med~cine, Year 
Book Med. Pub. Inc., Chlcago, 1976, at p.21. 
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Offlce of Technology Assessment, U.S. Congress, The 
Costs and Effectlveness of Neonatal Intenslve Care
(Case Study #10), U.S. Government Prlntlng Offlce, 
Washlngton, 1981, at p.ll. For some addltlona1 
flgures and comparlsons, see, A. R; Jonsen, "Ethl cs 
the Law and the Treatment of Serlously III Newborns", 
ln, E_ Doudera (ed.), Legal and Ethlcal Aspects of 
Treatlng Crltlcally III and TermInally III PatIents, 
AUPHA Press, Ann Arbour, M1Ch., 1982, 236. 

/ 

\ 

ShapIro, S., et al., "Relevance of Correlates of Infant 
Deaths for SlgnIflcant Morb1dI ty at 1 Year of Age", 
(1980) 136 AmerIcan Journal of Obstetrlcs f:, Gynecoiogy, 
363. It lS also reported that newborns welghlng less 
than 1500 grams account for almost half of aIl lnfant 
deaths although they constltute only one percent of 
aIl newborns, and under 750 grams the mortallty rate 
lS nearly 100%. See, op~ ci t., supra, 'n. 9, at p .11. 

In Canada there were reported to be 29 such uni ts ln 
place ln 1980 wlth others under constructl.on or belng 
planned, the average unlt havlng twenty beds and 
havlng some 400 admlsslons annually. See Joseph E. 
Magnet, "Wl thholdlng Treatment from Defectl. ve Newborns: 
A Descrlptlon of Canadlan Practlces", (1980) 4 Legal 
Medlcal Quarterly 271. In the Unl ted States, a 1981 
study reported that there are at least 7,500 neonata1 
IntensIve care unIt beds ln approxImate1y 600 hospltals 
across the country See, Offlce of Technology 
Assessment, supra, n.192, at pp. 7, 15. 

It 15 reported that ln the Unl ted States SlX percent 
of chl1dren barn allve go to one of these unlts and 
stay for an average of 8-18 days, that the average 
cost of thlS care lS $8,000, and that $1.5 bllllon was 
spent on neonatal lntenslve care ln 1978. See, Office./ 
of Technology Assessment, op. Clt., supra, n.192, at 
pp. 15, 19. F0r Canada a 1975 study reported that at 
one such unlt the average stay was seven days, followed 
by convalescent care of twenty-flve days, at an average 
co st of $5,350. See, P. Sawyer, The Intenslve Care of 
the Newly Born, New York, 1975, at p.181. 

See for example, Peter P. Budettl and Peggy MCManus, 
"Assesslng the Effectl veness of Neonatal Intensl ve 
Care", (1982) 20 Med. Care 1027. 

Shaw, Anthony, et al., "Ethical' Issues ln Pedlatrlc 
Surgery: A Natlonal Survey of Pedlatrlclans and 
Pedlatrlc Surgeons", (1977) 60 (No. 4, Part 2) 
PedlatrlcS, 588, at p.589. 
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Id., pp.589, 590. It lS of course d~fücu1t to determ~ne 
the slgnlficance of religlous affll1atlon wlthout 
knowlng ln the case of each respondent hlS or her 
degree of "rellgloslty", that l5, the degree to WhlCh 
they are commltted to the partlcular (medlcal) ethlcal 
stances of thelr partlcular rellglous tradltlon or 
denomlnatlon, and WhlCh partlcular stance wlthln that 
tradltlon or denomlnatlon when more than one lS aceepted 
as legl tlmate. It lS nevertheless lnterestlng to note 
that the Jewlsh pedlatrlclans respondlng to thlS questlon 
from both groups do not reflect bloethles as outllned 
above ln Part One. 

Id., at p.594. 

Duff, Raymond S., "Counselllng Famll1es and Deeldlng Care 
of Severely Defectlve Chlldren: A Way of Coplng wlth 
'Medlca 1 Vletnam''', (1981) 67 Pedlatrles 315, at p. 317. 
What allows us to conslder the Vlews expressed by Duff 
ln thlS artlc le as at least somewhat representatl ve of 
the views of many other pedlatrlclans, lS that the paper 
was apparently presented to and generally approved by 
pedlatrlelans ln flve major medlcal centers. See 
"Addendum" ta the artlcle, p. 320. 

Id., at p.318. 

Id., at p.317. 

Duff, Raymond S., and Campbell, A.G.M., "On Decidlng the 
Car~ of Severely Handleapped or DYlng Persons; With 
Partlcul ar Reference to Infants", (1976) 57 Pediatries 
487. 

Id., at p.487, Abstract. 

Duff, Raymond S., op. Clt., supra, n.200, at p.319. 
, 
Id., at p.318. 

Duff, Raymond S. and Campbell, A.G.M., "Soclal Perspectives 
on Medlcal DeC1Slons Relatlng to Life and Death", ln, 
John Ladd (edltor), Ethlcal Issues Relating to Llfe and 
Death, Oxford U. Press, New York, 1979, 187, at p.lB8. 

Id., at p. 198, where they appear to agree Wl th that 
vlewpolnt ln the quote from Dr. W. Zue1zer, ln h~s, 
"Mediclne and EthlCS: Part III", (1974) 25 News and 
Comment, Amerlcan Academy of Pedlatrlcs, 10-12. See 
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also, Duff and Campbell, "Moral and Ethlcal Dllemmas 
l.n the SpecIal Care Nursery", (1973"') 289 New Engl and 
Journal of MedIcIne, 890- 94. 

Fost, N., "Counsellng Famllles Who Have A Chlld Wl th A 
SeverE' Congerll tal Anomaly", (1981) 67 PedIatrlcs 321 
at p,324. 

210. Crane, Dlana, The Sanctlty of Social Llfe: Physlcians' 
Treatment of Crltlcally III Patlents, Russell Sage 
Foundatl.on, New York, 1975 at pp.45-,46. 

211. Id. , p-. 70. 

212. Id. , pp. 96-101. "r 

213. Id. , at p .101 . 

214. Shaw, et al., op. Clt., supra, n.197, p.590. 

"" 

215. Todres, 1. Davld, et al., "Pedlatriclans' Attitudes 
Affectlog DeC1Slon-Maklng ln Defectlve Newborns", (1977) 
60 Pedlatncs 197, at p.198. 

216: "Treatlog the Defectlve Newborn: A Survey of Physlcians' 
AttItudes", (1976) 6: 2 Has tlngs Center Repo\;t, 2. 

~-

'. 

217. Sl.nce a Down' s syndrome newborn Wl thout compllcatl.Ons does 
not have a Ilfe-threatenlng condltlon, lt lS not at aIl 
C lear how the respondlng physic1 ans could prefer and 
effect "paSSl veil euthanas1 a ln such cases, l. e. "allowlng" 
to dle, 

218. Duff, Raymond S., op. cit., supra, n.200 at p.317. 

219. Shaw, et al., op. Clt., supra, n.197 at pp.589-590. 

220. Todres, et al., op. Clt., supra, no.215. 

221. Todres. et al., base thlS explanatlon on the flndl.ngs 
of G. H. Zuk :Ln "Re11 glOUS Factors and the Role of 
GUllt ln Parental Acceptance of the Retarded ChIld" 1 

(1960) 64 Am. J. Ment. Defle. 139. 

222. Crane D. 1 op. Cl t. • supra, n. 210 at p .158. 

223. Id. , at p .178. 

224. Id. 1 p.176. 

225. Id. 1 p.158. 
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Id., p.55. 

!.Ç!., p. 56. 

Todres, et al., oP; cit., supra, n.215. 

Magnet, Joseph E., op. Cl.t., supra, n.194, p.279. 

Ibid. 
, 

For example the faml.ly status crlterion was referred 
to by Shurtleff, et al., 1 who wri te: "For an inl tl.al 
decisl.on to offer maXl.mum therapy the following 
pOlnts were consldered ... a family (l..e. natural 
parents) wlth economlC and Intel1ectual resources 
livlng wlthln reach of approprlate medlcal 
facllitles ... ", D.B. Shurtleff, et al., 
"Myelodysplasla: DeClsion for Death or Disablllty", 
(1974) 291 New England Journal of Medl.cine, 1005 
See also J. Lorber, "Results of the Treatment of 
Myelomenlngocele", (1971) 13 Dev. Med. Chlld Neurol., 
279, 290. 

, - 232. _.See on thlS pOlnt, Warren T. Rel.ch, "Quallty of Ll.fe 
and Defectlve Newborn Chlldren: An Ethical Analysis", 
in, Chester A. SWlnyard, edltor, Decislon Maklng and 
the Defectlve Newborn, Charles C. Thomas, Springfield, 
Ill., 1978, 489, 495.~ 

233. Gustafsol) , James M., "Mongollsm, Parental DeSlres t and 
the Rlght to Llfe", (1973) 16 Perspectlves in Bl.ology 
and Medlclne, 529, at p.5~0. 

234. TOdres, et al., op. Clt. , supra, n.215, pp.198-199. '. 
235. Ibld. 

236. Shaw, et al., op. Clt., supra, n.197, p.S90. 

237. JudlCl.al Councll of the American Medical Association, 
Current,Oplnions, Amerl.can Medl.cal Association, 
Chl.cago' ,'" 1982. 

238. See the varlOUS artl.cles by Duff, or Duff and Ca~bell 
referred to above ln notes 200, 203, 207 and 208. , , 

239. For sorne exarnp1es'of cases ln whl.ch parents are often 
not fully informed or l.nvolved, see Magnet, op. cit., 

~ supra, n.194, pp.273-276, 280-282. 
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240. See for examp1e, A. Shaw, "Di1emmas of 'Informed 
Consent' in Ch11dren", (1973) 289 New England Journal 
of Medicine, 886; G.B. Avery, Neonatology: 

241. 

242. 

243. 

244. 

PathophYS101ogy and Management of the Newborn, 
LipPlncott, Philadelph1a, 1975. Avery writes (at 
p.12): " ... 1t lS unfa1r ta place the whole burden 
of dec1s10n on the parents. Regardless of the outcome, 
the parents w111feel gUllty and will need compasSlonate 
support" . 

See for example, "D.G. Benfield, et al., "Gr1ef Responses 
of Parents to Neonatal Death and Parent Partlclpatlon 
in Decld1ng Care", (1978) 62 Pedlatrlcs 171. H1S 
findings ln fact indlcated that parents who were 
informed and lnvolved showed less anger and depression 
than those not 1nvolved. 

One pedlatrlclan for example wrltes, "The parents are 
usual1y too emotlonal1y 1nvolved to make an objective 
declslon alone". See, M.T. Stahlman, "Ethlca1 Dilemmas 
in Perinatal Medlclne", (1979) 94 Journal of Ped1atrics, 
at p.519. 

See for infstance, R. Darllng, "Parents, Physlcians and 
Splna Blf1da", (1977) 7:4 Hastlngs Center Report, 10; 
R. Duff and A.G.M. Campbell, op. cit., supra, n.20B. 

See on thlS pOlnt, Carson Strong, "The Neonatologist's 
Dut y to Patlent and Parents", (1984) 14:4 Hast1ngs Center 
Report, 10. 

245. Those ethlcists and others who argue that unilateral 
declsions by physlclans are always paternalistic 
do not generally acknowledge and consider that the 
physiclan has dut1es to both the 1nfant and the 
parents, and that the former may sometlmes take 
precedence over the latter. See for example A. Bucnanan, 
"Medlcal Paternalism", (1978) 7 Phllosophy and Public 
Affa1rs, 370. 

246. Strong, op. C1t., supra, n.244, at p.16. 

247. Id., at p.lS. 

248. Ibid. 

249. It would appear that predict~ons of the disruptive 
effects on families who keep the~r serious1y disabled 
lnfants are sometlmes unduly pessimistic. One British 
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study of the impact on the1r families of severely 
disabled infants concluded that the d1srupt10n thereby 

"lmposed on the familles in these cases was not great. 
See G Hunt, "ImplIcations of the Treatment of 
Myelomengocele for the ChIld and HIS Pamlly", (1973) 2 
Lancet 1308. Another BrIt1sh study concluded that 
in-a-great maJorlty of cases parents felt that havIng 
the1r dlsabled ChIld wIth them had brought them closer 
together. See, E.H. Hare, et al., "Sp1na B1f1da Cystica' 
and Famlly stress", (1966) 3 Brltlsh MedIcal Journal 757. 
See also, M. Voysey, A Constant Burden: The Reconst1tutlon 
of Famlly LIfe, Routledge and Keagan Paul, London, 1975. 
Darl1ng (op. Clt , supra, n.243 at p.lO), a soclologlSt, 
concludes on the bas1s of her research that: "Almost 
without exceptIon, aIl the parents l Intervlewed def1ned ~ 
the1r sltuatlon ln a posltlve manner. They dld not 
generally express unquallfled enthusiasm, but nelther 
did they see themselves as unfortunate vlctlms of 
tragedy ... By far the most Important Influence on 
parental attltudes seems to have been 1nteraction w1th 
the Chlld h1mself." 

Duff, for example, wri tes: "Depr1 ved of a lov1ng home " 
the severely hand1capped Chlld's life ln a series of 
foster homes or an instltut10n would be too miserable. 
Choos1ng death somet1mes lS vlewed as an act of love 
because sorne 11fe can only be wrongful": See, R. Duff, 
op. Clt., supra, n 200, at p.316. 

Post, Norman, "How Dec1s1ons are Made: A Physician's 
V1ew", ln, Chester A. Swinyard, M.D., (ed.), Decision 
Maklng and the Defective Newborn, Charles C. Thomas, 
Sprl~gfleld, Ill., 1978,220, at p.228. Duff, who as 
~lready noted emphaslzes ln effect the physlclan's 
role as parent advocate, predlctably dlsagrees with 
separating the care and custody decislons. He wr1tes 
that, " ... thlS suggestion lS slmpllstlc and nnslead1ng 
because ln real 11fe, profess10nal, legal, economic, 
personal, famIly, rel1gious and social 1nterrelationships 
are enormously complex. Alter1ng custody arrangements 
may frustrate parent-ch11d "bond1ng" which is extremely 
important for all children. Bes1des, any pretense that 
anyone c.an make cOnfl1ct-free dec1s10ns lS a dangerous 
111usion." See, R. Duff, op. Clt .. supra, n.200, at 
p.317. Confllct-free deC1S10ns are of course unllkely. 
But separat1ng considerat10ns of care and treatment from 
those of custody to the extent possible lS at least an 
1mportant step towards reduc1ng confllcts of 1nterest' 
to the m1nlmum. 

252. Duff and Campbell observe for example about thelr own 
spec1al-care nursery: 

--------------------------------,--. 
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When maximum care treatment was viewed as 
~''''' Jo '\ 

unacceptable by famllles and physlcians in' 
our unlt, there was a growlng tendency to ~ 

seek early death as a management option, to 
avold that cruel choice of gradual, often 
slow, but progresslve deterloration of the 
Chlld who was requlred under these clrcum
stances ln effect to klll hlmself. Parents 
and the staff then asked lf hlS dying needed 
to be prolonged. If not, what were the most 
approprlate medlcal responses? 

Duff and Campbell do not themselves answer that very good 
question. 

A. Shaw, et al., op. cit., supra, n.197, at p.592. 

Ibid. 

J.E. ,j~gnet, op. cit., supra, n.194, pp.283,-284. 
/ 

Id., at p.283. A sirnilar view has been expressed by 
Dr. Lorber, who stated: 

It is essent1al at this pOin1 ~o state clearly 
that one hopes that those wh~re not treated 
should not Ilve long. It is imperative that 
non-treatment should really be non-treatment, 
not j~st no operatlon. Nothlng should be done 
to prolong 11fe, no 1ncubators, no tube feeding, 
no antlbiotlc drugs, and most certainly no 
resuscltatlon. 

See J. Lorber, "The Doctor's Dut Y to Patlents and Parents 
in Profoundly HandlcapPlng Condltlons", ln D. Roy (ed.), 
Medlcal Wlsdom and Ethics in the Treatment of Severely 
Defectlve Newborn and Young Chlldren, Eden Press, 
Montreal, 1978, at p.2l. 

~57. Ibld. Magnet (op. Clt., supra, n.194) also reports that 
hlS lnterv~ews lndicate there lS a controversy wlth 
regard to ~aln-kll11ng drugs. Because there lS 
uncertalnty about the extent of the lnfant's ablllty 
to experlence paln, there are d1fferent practices in 
various unlts w1th respect to the use of drugs such 
as morphine and demerol. 

258. D. Crane, op. Clt., supra, n.210, pp.71-72. 

259. Id., at p.200. 

260. A. Shaw, et al., supra, n.197, pp.592-593. 

261. 1.0. Todres, et al., supra, n.215, p.199. 
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262. Duff, Raymond S. and Campbell, A. G. M., "Moral and 
Ethlcal Dilemmas: Seven Years into thé Debate About 
Human AmblgUlty" , in, M. Bayles and D.M. High (edltors), 
Medical Treatment of the Dylng: Moral, Issues, Schenkman, 
Cambrldge, Mass, 1983, 153 at p.162. 

263 .• J.E. Magnet, °E· ci t., sUEra, n.194, p.284. -

264. Ibld. 

265. "Grlef Prompted MD's Mercy-Killlng of Irifant" , ottawa 
Cltlzen, May 26, 1983. 

266. "Givl.ng Morphl.ne not Uncommon: Nurse", Globe and Mail, 
January 16, 1984, p.4. See also, Transcript of the 
Candace Lynn TaschuK Inqulry, Mr. Justlce Rolf of the 
Provl.nclal Gourt of Alberta preslding, 1983. 

267. See supra, n.252, for the relevant quote from Duff 
and Campbell. 

268. R.S. Duff and A.G.M. Campbell, op. cit., supra, n.203, 
at p.489. 

269,- Id., at p.492. 

270. R.S. Duff and A.G.M. Campbell, 0E. cit., supra, n.207, 
at p.203. 

271. R.f. Duff and A.G.M. Campbell, op. Cl.t., supra, n.262, 
at p.162. 

272. Tooley, M., "Decl.sl.ons ta Termlnate Ll.fe and the Concept 
of Person", l.n J. Ladd (ed.), Ethlcal Issues Relatl.ng to 
Ll.fe and Death, Oxford U. Press, New York, 1979, at 
p.80. 

273. Warner, R., Morallty ln Medic~ne, Alfred Pub.Co., Sherman· 
Oaks, Callf., 1980, at p.79. 

274. As Gustafson observed, " ... once an l.nfant lS born its 
independent existence'provldes independent value ln 
itself, and those who brought l.t l.nto bel.ng and those 
professl.onally responslble for l.ts care have an 
obligation to sustal.n its life regardless of their 
negatl.ve or ambl.guous feell.ngs toward it". James 
Gustafson, op. Clt., supra, n.233, at p.550. 
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In so defining without further Justiflcation our meanlng 
of treatment pollcies ln the strlct sense, it is 
assumed that thelr varlOUS components are more or 
less self-evldent and/or already establlshed by 
much of what has been argued ln thlS thesis to thlS 
pOInt. W1thout the eX1stence and regular application 
of normatlve cr1ter1a, arbitrariness is the inevitable 
result, and the protectlon of the 1nterests of 
affected partles, especlally the weakest and most 
vulnerable, even wlth the best W1ll ln the world lS 
less likely. Fost has expressed thlS point weIl: 
"Dr. Duff has been asked, 'What lS to prevent familles 
from deciding arbltrarlly that a Chlld shouldn't be 
kept allve?' He says, 'The doctors won't allow it.' 
l see Inst1tutlons where chlldren wlth Down's syndrome, 
or myelomenlngocele w1th an excellent prognosis, are 
allowed to starve, without speclfic criterIa as to who 
is ln this class and without a defined process for 
decision-maklng. What is the deflnltion of arbitrary 
If not the absence of crJ.terJ.a or a defined process?" 
N. Fost, op. cit., supra, n.251, at p.228. 

See especially: John Lorber, "Results of Treatment of 
fIIIyelomenlngocele:\ Ar.1- Analys1s of 524 Unselected Cases, 
WJ.th Special Reference to PossIble SelectJ.on for Treat
ment", (1971) 13 Developmental Medicine and Chi1d 
Neurology 279; "Spina Biflda Cystica: Resu:its of Treat
ment of 270 Consecutive Cases wlth Criterla for SelectJ.on 
for the Future", (1972) 47 ArchIves of DJ.sease ln 
Chlldhood 854; "Early Results of Selectlve Treatment of 
Splna Blf lda Cystlca", (1973) 4 Bn tl sh Medlcal 
Journal 201; "CrIterIa for Select10n of Patlents for 
Treatment", Abstract, Fourth Internatlonal Conference 
on Blrth Defects, VJ.enna, AustrJ.a, 1973; "Selective 
Treatment of Myelomen1ngocele: To Treat or Not to 
Treat", (1974) 53 Pedlatrlcs 307; "CrI tlcal Problems 
J.n the Management of MyelomenJ.ngocele and 
Hydrocephalus", (1975) 10 Journal of the Royal 
College of Phys1clans 47; "The Doctor' s Dut Y to 
Patlents and Parents in Pr0foundly Hand1capplng 
Condltlons", ln DaVld J. Roy (ed.), Medlcal Wisdorn 
and EthJ.cs ln the Treatment of Severely Defective 
Newborn and Young Chlldren, Eden Press, Montreal, 
1978, 9. 

Regardlng that earller extreme of an exceSSlve number 
of deaths, whereas Lorber attrJ.butes that state of 
affalrs simply ta lack of expert care, Freeman goes 
further and conc1udes that before aggressiNe treatment 
of splna bIflda became possible (about 1950) a 

------------------------------------



1 ( 

f 
1 

1 , ' 

" 1 

Il 
1 

( 

278. 

279. 

280. 

281. 

282. 

283. 

284. 

~ " 

-32-

significant proportlon of the deaths were the resu1t 
of infant euthanasla, by omlssion or commlSSlon. See, 
John M. Freeman, "To Treat or Not to Treat: Ethica1 
DIlemmas of Treatlng the Infant Wlth A Mye1omeningoce1e", 
(1973) 20 C1lnlca1 Neurosurgery, 134, 136. 

Lorber, J., "Resu1 ts of Treatment of Mye1omeningocele", 
(1971) 13 Developmental MedICIne and Child Neuro1ogy 

. 279, at p. 279. 

Id., at p.288. 

Lorber clalms a large part of the responslbl1ity for 
a "second revolutlon ln the management of 
myelomenlngocele", and clalms that hlS prlncip1es and 
'p01lCy have been a1most unlversally accepted in 
BrItaln by physlclans, nurses, and even the Department 
of Heal th and Soclal Securi ty. See hlS, "Ear1y Resul ts 
of Selectlve Treatment of Spina Blfida Cystica", (1973) 
4 BritIsh Medlcal Journal 201, at p.202. 

Lorber, op. cit., supra, n.278, at p.288. 

Id., at p.299. 

Id., at p.296. 

See, Lorber, op. Clt., supra, n.280. Specifically, the 
physica1 slgns at blrth WhlCh Lorber uses as his adverse 
crlteria are these: 

(1) Gross paralysls of the legs, paralysis bel'ow 
thlrd 1umbar segmental level Wl th at most'v ' 
hip flexors, adductors, and quadrlceps being 
actlve. 

(2) Thoraco1umbar or thoracolumbosacral 1eslons 
related to vertebral levels. 

(3) KyphoSlS or scollosls. 

(4) Grossly enlarged head, wlth maximal cIrcum
ference of 2 cm or more about the 90th 
percentlle related ta blrth weight. 

(5) Intracerebral blrth InJury. 

(6) Other gross congenItal defects - e.g. heart 
disease, ectopla of b1adder, and mongolis~. 

.. 
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1 
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Lorber, J., "Selective Treatment of Myelomeningocele: 
To Treat or Not to Treat", (1974) 53 Pediatrlcs 307. 

See for example, John M. Freeman, "The Shortsighted 
Treatment of Myelomenlngocele: A Long Term Case 
Report", (1974) 53 Ped1atncs, 311-313. 

One of these stages lS after~the les10r has been clo~ 
dur~ng the newborn per1od. An adverse indicat~on for 
(cont1nued) treatment would be that of an infant who 
already ha~ a serious neurolog1cal hand1cap and lS now 
found to have men1ng1t1s or ventrlculitis. Another 
stage lS that of any llfe-threaten1ng problem ~n a 
severely handicapped child who has gross mental and 
phys1cal defects. See, Lorber, op. cit., supra, n~280, 
p.204. 

Lorber, op. Clt., supra, n.2BO, p.20l. 

Veatch, Robert, "The Technical Cr1teria Fallacy", 
(1977) 7:4 Hast1ngs Center Report 15, at p.lS. 

Spicker, Stuart F., and Raye, John R., "The Bearing 
of.Prognos1s on the Ethics of Medicine: Congenital 
Anomalies, the Social Context and the Law", ln, 
stuart F. Spicker, et al., (editors), The ~aw -
Med1cine Relatlon: A Philosophical.Explorat10n, 
D. Re1del Pub. Co., Dordrecht,0Hofland, 19B1, 189, 
at p.201. 

Lorber, op. cit., supra,' n.2BO. 

Darl~ng, op. Clt., supra, n.243, lat p.13. 

Darl~ng reports' thlS comment from the.father of a 
'~ild wlth an extreme form of psychomotor retardat10n: 

"1 can't 1magine llfe wlthout her ... The th~ng l 
dread most lS her death. We know we will lose her 
someday, and ~hat i s the worst thing". Id., at p.ll. 

Lorber hlmself expresses clearly that gloomy med1cal 
assessment of condltlons (and hence people) WhlCh 
cannat be f1xed: 

There ~s, however, no advance ln Slght 
Wh1Ch could make more than a marglnal 
d1fference to the quallty of the surV1vors 
wlth adverse cr~ter1a. No amount of 
orthoped1c skill could create muscle 
power where the spinal co rd has failed 
to develop: no med1cal or surgical 

1 
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treatment of extreme hydrocephalus could 
restore lost bra1n funct10n; and no method 
of treatment could lead to an acceptable 
quality of 11fe 1n 1nfants w1th gross 
mult1ple malformat10ns . 

. Lorber, J., "Sp1na B1flda Cystica: Results of Treatment 
of 270 Consecut1ve Cases w1th Cr1teria for Selection 
for the Future", (1972) 47 Arch1ves of Disease 1n 4 

ChildhoOd, 854, at p.872. 

Another s1m11ar V1ew of a physician is reported by 
Darling: 

It's hard to find much happiness in th1s 
area. The subJect of deformed ch11dren 15 
depress1ng. Other problems l can be 
philosophlC about. As far as hav1ng a 
mongoloid ch11d .. , l can't come up with 
anything sat1sfy1ng about lt, l can't think 
of anyth1ng good it does. It's not fun or 
pleasant, it's somebody's tragedy. l can 
find good th1ngs 1n pract1cally anything -
~v,en dying - but b1rth defects are roaring 
tragedies '" Maybe if l was tra1ned 
differently l'd have a d1fferent outlook. 

Darling, R., op. C1t., supra, n.243, at p.ll. 

Lorber (op. C1t., supra, n.278, at p.300) wr1tes: 

It may be feared that selectlon for treatment 
may lead to the early death of an 1nfant who 
has at least a chance of normal 1ntellectual 
development. The data presented here 1ndicate 
that w1th modern advances 1n treatment,this 
lS poss1ble ln a mInor1ty of ev en the most 
seriously dlsabled 1nfants. Twenty percent 
of aIl 110 Infants w1th major adverse 
cr1ter1a at b1rth were of normal 1ntellectual 
development at 2-4 years of age .... 

Lorber, J., "Eth1cal problems in the Management of 
Myelomen1ngocele and Hydrocephalus", (1975) la 
Journal of the Royal College of Physicians, 47, at 
p.54. 

Sr ... 
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Roy, David J., "Defective Babies: Quality of Life, 
Th~ Measure of Care?", in David J. Roy (edi tor) , 
Matlical Wisdom and Ethics in the Treatment of 
Severely Defective Newborn and Young Children, 
Eden Press, Montreal, 1978, 17, at p.92. 

See, J. Glover, Causlng Death and Saving Lives, 
Penguin Books, 1977, 150-169; R.M. Hare, "Survival 
of the Weakest", in S. Gorovi tz, et al., ( edi tors) , 
Moral Problems in Medicine, Prentice-Hall, Englewood 
Cliffs, New Jersey, 1976, 364-~69. 

As an example of cases described in detail part'ly 
in order to suggest the suffering and pain involved, 
he refers to a: 

"normally intelligent girl of 9 years of age 
who has had 18 major operations, including 
7 revlsions of her shunt pnd two extensive 
spinal osteotomies in an attempt to correct 
her extreme kyphoscolioS1S. A long metal 
rod was passed through the bodies of her 
vertebrae along the length of the vertebral 
column: unfortunately she had such a 
compensa tory lqdosis that this rod emerges 
from the thoracic vertebrae and through the 
skin' to bridge the'lumbar lÔ~:loSlS and enter 
the lowest lumbar vertebrae'land sacrum." 

Lorber J., op. ci~., supra, n.278, at p.284. 

Dr. R.B. Zachary of the Children's Hospltal ln S~effield 
writes that, "1 personally have seen little evidence 
that the bables have pain ln the newborn period". 
See his, "Llfe Wl th Splna Blfida", (19.77) 2 Brl tish 
MedicQl Journal, 1460, at p.1461 . 

As·Spicker points out (op. cit., supra, ~.290, at p.202) 
that ~s the case even wlth studles otherwise supportive 
of Lorber's prognostic data, for example, Gordon D. 
Stark and Margaret Drummond, "Resu1ts of Selective 
Early Operatl0n ln Myelomenlngocele", (1973) 48 
Archives of Disease in Chlldhood, 676, at p.680. 

Lorber, J., "The Doctor's Dut Y to Patlents and Parents 
in Profoundly Handicapping Condl tions", in David J. 
Roy (editor), Medical Wlsdom and Ethics ln the 
Treatment of Severely Defective Newborns and Young 
Children,~Eden Press, Montreal, 1978, 9, at p.21. 

_ ..... -----'-7'-~~ --~----.,..---- ----"'-------_ ..... - .... _~----- ----.... --~.-
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One such observation was by Zachary, ~eported by Paul 
Ramsey in his, Ethics at the Edges of Lïfe, New Haven, 
1978, at p.196. Zachary wr1tes: 

It appears that a pOl1Cy has been adopted 
by sorne doctors of glvlng these bables 
chloral hydrate or phenobarbltone and ln 
sorne cases go on to morphla (ln the form 
of Nepenthe) ln quite substantial doses 
and the bables are th en fed on demand. 
Naturally, lf the baby IS very sleepy it 
w1ll not demand any food and IS llkely to 
die e1ther dlrectly from starvat10n or 
from 1nfectlon ln a malnourished 1nfant. 
Now it is absolutely clear that there lS 
no therapeutlc lnd1catlon for the 
admlnistratlon of chloral hydrate or 
phenobarbltone or morph1a and 1ts 
administratlon would certalnly not be 
consldered ln other cases WhlCh were to 
recelve treatment ... It lS not s~rprising 
therefore that many of the bables die within 
a few weeks and hence there lS the 
discrepancy between the results/of 
conservatlve treatment ln sorne places 
and others. (See also lnfra, n. 335) . 

Lorber, J., op .. C1t., supra, n.285, at p.308 .. 

Lorber, J., op. C1t., supra, n.296, at p.57. 

See, J. Freeman, "Ethics and the Dec1sion Making Process 
for Defectlve Chlldren", ln DaVld J. Roy (ed.), Medical 
Wisdom and EthlCS ln the Treatment of Severely Defectlve 
and Newborn Chlldren, Eden Press, Montreal, 1978, 25, 
at p. 28; J. Freeman, et al., "Declslon Maklng and the 
Infant wi th Spina Bl flda", in, C. A. SWlnyard (ed.), 
Declslon Making and the Defectlve Newborn, Charles C. 
Thomas, Sprlngfleld, Ill., 1978, 95, at pp.99-100. 

sée especlally: "Is There A Right to Dle - QU1ckly?I', 
(1972) 80 Journal of Pedlatrics, 904, "To Treat or Not 
to Treat ", ln R. H. Wi lkins (ed.), Cllnlcal Neurosurgery: 

A 

Proceedlngs of the Congress of Neurologlcal Surgeons, 
(Denver, Colorado, 1972), Wlll1ams and Wllklns, Baltlmore, 
Maryland, 1973, 134'; "To Treat or Not to Treat: Ethlcal 
Di1emmas of Treatlng the Infant, Wlth a Myelomen1ngocele". 
(1973) ,20 Ct1nlcal Neurosurgery, 143; "The Shortslghted 
Treatment of Myelomenlngocele: A Long Term Case Report", 
(1974) 53 Pedlatrlcs, 311; Practlcal Management of 
Menlngomyelocele, Unlverslty Park Press, Baltlmore, 1974; 

:1 
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, 
1 

1 
1 (. 

(' 

) 

, 
;' 

308. 

309. 

310. 

311. 

312. t 

313. 

314. 

315. 

.. 

-37-

"Ethics and the Decislon Maklng Process for Defective 
Children',', in D.3Vid J. Roy (ed.), Medlcal Wisdom and 
E~hics in the Treatment of Severely Defective Newborn 
and Young Chl1dren, Eden Press, Montreal, 1978, 25; 
"Decision Maklng and the Infant wlth Splna Blfida", 
ln C.A. SWlnyard (ed.), Dec1510n Maklng and the Defectlve 
Newborn, Charles C. Thomas, Sprlngfleld, I111noi~, 1978, 
95. 

See especlally J. Freeman, et al., "Decl Slon Maklng 
and the Infant Wl th Splna Bifida", ln C. A . SWlnyard 
(ed.), Decisl0n Maklng and the Defectlve Newborn, 
Charles C. T~omas, Sprlngfleld, Il11nols, 1978, 95. 

H1S concern lS " ... not te promulgate a SpeCl.flC course 
of action, but to analyze the dec1510n-maklng process 
1nvolved, 50 that each phys1clan faced wlth the prob1em 
may ut111ze a slm11ar process to reach hl.s own 
conc1us10ns about what course of action 15 ln the best 
lnterest of hl s patlent". Id.. at p. 96. 

Id., at p.102. 

(The deflnltlons of lmpalrment and dlsabl11ty used by 
Freeman are taken from, Amerlcan Medlca1 Assoclation, 
"Guides to the Evaluatlon of Permanent Impalrment - The 
Central Nervous System", (1963) 85 Journal of the 
Amerlcan Medlcal Assoclatlon, 104.) 

Freeman, Ibid. 

Ibld. 

;rd., at p.l03. 

Ibld.. 

Freeman, J., "The Shortslghted Treatment of Myelomeningocele: 
A Long Term Case Report", (1974) 53 Pediatrlcs, 311, 
at p.312. 

Lorber acknowledges that applying his adverse crlterla 
pOllCy sometlmes leads to th15 result and is therefore 
a well-founded fear, "... but experlence in severa1 
large serles lndlcates that only a very sma11 mlnorlty 
of such untreated lnfants would surVl ve long". See, 
J. Lorber, op. Clt .• supra, n.285, at p.30B. However, 
it should be recalled that a reason why those 
instltutl0ns uSlng Lorber's selective criteria find 
that thelr untreated lnfants die quick1y in comparison 

.. , ....... 
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to those places using more conservative cr1terla, is 
that the former keep thelr lnfants sedated, resultlng 
in less demand to be fed and early death. 

Freeman hlmself, who does not advocate keeping untreated 
splna blflda lnfants sedated, observes the follow1ng: 
"What happens lf you don' t treat? Do they dle qUlckly? 
... How qUlck lS qUlckly? Note that 10-20 percent are 
survlvlng at one or two years, waltlng pat~ently. Only 
Dr. Lorber's patlents are dead by nlne months. W1th 
the gentle help of sedatlon and feedlng on demand hlS 
chlldren starve to death Wl thout maklng too much nOl se. " 
See, Freeman, J., "EthlcS and the DeCl Slon Maklng 
Process for Defectl ve Chlldren", op. Cl t., supra, 
n.306, at p.36. 

Freeman, J., (ed.), Practlcal Management of 
Menlngomyelocele, Unlverslty Park Press, Baltlmore; 
1974, at p.21. 

"Commentators and crltlcs of Freeman's treatment p011Cy 
appear to have overlooked thlS important reason, they 
focus excluslvely on hlS promotlon of vlgorous treatment 
because actlve euthanasla lS lllegal. See for example 
S.F. Splcker, et al. op. Clt., supra, n.290, pp.199-200; 
W.T. Re1ch, op. C1t., supra, n.232, pp.493-49S. 

318. Freeman, J., et al., op. Clt., supra, n.308, at p.l09. 

319. Freeman, J., "1s There A R1ght To Dle - QU1ckly?II, 
(1972) 80 Journal of Ped1atr1cs, 904, at p.90S. 

320. Ibld. 

A further argument Freeman makes ln favour of legallzlng 
actlve euthanas1a lS based on the legal1ty of abortion 
for a fetus di scovered to have a genet1c defect. Il If i t 
is permlssible to k111 a fetus at 20 to 24 weeks, should 
1t not also be permlsslble to klll such an lnfant at 
40 weeks of gestatlon? Il 1bld. 

321. Sorne crltlcs of Freeman's pOllcy appear to read Freeman 
dlfferently than we do on thlS pOlnt. Relch for 
example (op. C1t., supra, n.232, pp.494-49S) 1mplles 
that Freeman does sometimes put the alleged r1ghts 
of others to be free of suffering before the infant's 
r1ght to Ilfe. We dl sagree Wl th' Relch, especially lf 

,~ one attends to the full context of Freeman's views and 
policy. 

, --------...... -----
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J. Freeman, "Ethics and the Declslon Maklng ProGess 
for Defectl ve Chlldren", op. Cl t., supra, n. 306, at 
p.34. 

Id., at p. 27 and pp. 34-35 . 

He observes ln that regard (Id .• at p.29): 

The Chlld growlng up wlth a dlsablllty or 
handlcap has a far different perceptlon 
of hlS quallty' of life than an adult who 
suddenly becomes dlsabled or handlcappeè. 
Do we even have the ablll ty to proJect ' 
ourselves lnto such a Chl1d's sltuatlon? 
Perhaps, rather than condemnlng that 
qua1lty of Ilfe, we shou1d seek to lmprove 
lt, to minlmlze handlcaps where we can do 
11tt1e a~out lmpalrment. There are 
dlfferences between hand1cap and lmpa1rment. 

See especla11y: R.B.' Zachary, "Ethlca1 'and Soclal 
Aspects of Treatment of Splna Blflda", (August 3, 1968) 
The Lancet, 274; "The Neonatal Surgeon", (1976) 2 
Brl tlsh Medlca1 Journal B66, "Llfe Wl th Splna Blflda", 
(1977) 2 Bn tl sh Medlca1 Journal 1460; "Splna Blflda: 
To Treat or Not to Treat? Glve Every Baby A Chance", 
(September 14, 1978) 147:11 Nurslng Mlrror 17, 
"Selectl ve Non-Treatment of Newborn Infants" [let ter J 
(January 21, 1984) 140:2 Medlca1 Journal of Australla 
116; R. B. Zachary and W. J . W. Sharrard, "Splna1 
Dystraphlsm", (1967) 43 Postgraduate Med1cal Journal 
731; Llster J., Zachary, R:B., Bre'reton, R., "Open 
Mye1omenlngocele - A Ten Year ReV1ew of 200 Consecutive 
Closures", (1977) 10 progress ln Pedl atr1c Surgery 
161. 

That lS the label applled to Zachary's POllCY by 
Splcker, op. Clt., supra, n.290, at pp.206-207. 

That 4S the label glven to the Zachary pOllCy by 
Ramsey ln hlS EthlCS at the Edges of Llfe, op. Clt., 
supra, n.13, at pp.1BI-IBB. 

See, R.B. Zachary, "Ethlcal and Soclal Aspects of 
Treatment of Splna Bl fldl a ", (August 3, 1968), The 
Lancet, 274; R. B. Zachary and W. J. W. Sharrard, "Spinal 
Dysraphlsm", (1967) 43 Postgraduate Medlcal Journal 
731, at p. 732. ',, __ ,,-
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Zachary, R.B., "Ethlcal and Soclal Aspects of Tr~atment 
of Splna Blfida", supra, n.328, at p.274. • 

Zachary, R.B., "The Neonatal Surgeon", (1976) 2 Brl.tlsh 
MedIcal 00urnal, 866, at p.869. 

Zachary, R. B., "EtI-ncal and Social Aspects of the 
Treatmènt of Splna Blflda", op. cit., supra, n.328, 
at p.27L.. 

Id., at p. 276 • 

See, R. B. Zachary, "Selective Non-Treatment of Newborn 
Infants", [letter], (January 21, 1984) Medlcal 
Journal of Australla, 116. 4 

Zachary malntains thàt the main reason why sorne 
pedlatrlclans can clalm that·there is such a hlgh 
mortallty of those chlldren they select for 
non-treatment i5 the admlnistration of excessive 
amounts of sedatlve: 

these bables are recel vlng 60 mg/kg '\ ~. 
body welght of çhloral hydrate, not once 
but four times a day. ThIS is elght tlmes 
the sedatIve dose of chloral hydrate 
recommended ln the ~ost recent volume 
of Nelson's Paedlatrlcs and four tlmes 
the hypnotlc dose, and lt lS belng 
administered four tlmes every day. No 
wonder these bables are sleepy and 
demand no feed, ànd wlth thls regImen 
most of them wlll dIe wlthln a few weeks, 
many wi thln the flrst week. It lS ;' 
sometlmes sald that the chloral hydrate 
lS belng admlnlstered for paln ... but 
l personally have seen Ilttle evidence 
that the bables have pa ln ln the newborn 
perlod, nor have l found them unable to 
sleep ... ln another centre only one of 
24 patlents was operBted on - aIl the 
oth~'rs dled. When asked; "Dld the y fall' 

, or were they pushed lnto death", the 
reply was, "They were pu shed of course". 
At another meetIng l attended a 
paedlatricl~n was asked by a medical 
student what was his method of management, 
and, the reply was, "We don' t feed them". 

Zachary, R.B., "Life Wlth Splna Blflda", (1977) 2 British 
Medical Journal, 1460, at p. 1461. (See also supra, n. 303) . 

_ ............ _ .... ---~-, -----. 
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While Zachary acknow1edges that the results of early 
operat1on do favour surgery as far as mortality is 
concerned, ne pOlnts out that 1t should not be 
conc1uded that the operation alone accounts for 
the good survlval rates. A contr1butlng factor 
is the act1 ve tre'8-'Sment prov1ded to surgical ',' 
pat1ents, e.g. 1nfect1ons are treated vigorously 
and better attent10n 1S pald to the rena1 tract 
than for those not operated upon. He concludes: 
"1 do not ,think 1 t has been proved, from a concurrent 
study of two large serles of cases, that the mortality 
is less ln those rece1ving early operat1on than in 
those who do not have early operat1on but, in every 
other respect, recelve the same care and attent10n 
as the surgica1 serles". Zachary, "Eth1cal and Social 
Aspects of Treatment of Splna Blf1da", supra, n. 328, 
at p. 274; when good, ordinary baby care is provlded, 
includ1ng treatment 9f 1nfect1ons, to'th05e not 
operated upon, the surv1val rates have been shown 
to be hl.gh. See, M.F. RObards, et al., "Survival 
of Infants Wl th Unoperated Myelocele", (1975) 4 
Bri tlsh Journal of Medlcine, 12. 

Zachary, R.B., and Sharrard, W.J.W., 
n. 328, at p.733. 

supra, 

See, R.B. Zachary, op. cit., supra, n. ,35, at 
pp.1461-l462; op. cit., supra, n.331, a~ p.869; 
"Spina Blfida: To Treat or Not to Treat - Gi ve 
Every Baby A Chance", (September 14, 1978) 147: 11 
Nursing Mlrror 17, at pp.l8-l9. 

Zachary observes in thlS regard: 

Most of the survivors who have had a 
severe meyelomenlngocele w1ll still remaln 
severely handicapped - they wl.ll have 
conslderable weakness of the lower limbs 
and w11I probably be wearing call1.pers. 
About 10% w1ll be permanently l.n a wheel
chal.r, but others may use a whee1chair for 
most of the t1me, but wlll be able to walk 
a ll.ttle. ~ew wlll have normal renal 
tracts ... and there wlll be many Wl.th renal 
dlversions. In most cases the hydrocephalus 
will be weIl controlled, but as the chlldren 
approach school age it may still be necessary 
for rev1Sl.on operations on the ventriculocaval 
shun~ ... it 1s like~y that between two-thirds 
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and three-quarters of them WIll have an 
intelllgence quotIent wIthin the normal 
range, and from thIS pOlnt of Vlew be 
capable of receIvlng normal educatlon. 

Zachary, R. B., "Ethlcal and Soclal Aspects of Treatment 
of Splna Blflda". op. Clt., supra, n.328', at p.274. 

340. See, R.B. Zachary, op. clt., supra, ry.335. at p.1462. 

341. See, R.B. Zachary, op. Clt., supra, n.331, at p.869. 
He wrl tes ln part, "McCormlck emphaslsed that 
absolute rules about speciflc cases are completely 
impractlcable, but he dld suggest guidellnes and 
l flnd that l agree WI th these, and that they form, 
a basls on which l have formed Judgments. " 

342. See, S.F. Splcker and J.R. Raye, op. Clt., supra, 
n. 290, at p.206; P. Ramsey, EthlcS at the Edges 
of LIfe, op. Clt., supra, n.13, at p.185. 

343. Zachary, R. B., "Ethical and Soclal ~spects of Treatment 
of Splna Biflda':, op. cit., supra,/'i1.328, at p.274. 

344. At the same tlme, Zachary malntains as do some other 
pedlatrlcians, that there lS more involved than only 
burdens: "Just because a Chlld lS serI0usly 
hand1capped this does not mean that hlS life and 
that of h1S fam11y are gOlng ta be devo1d of 
happlness. Handlcap lS not synonymous W1 th unhappiness." 
Zachary, R. B., "Splna Blfida: Ta Treat or Not to Treat 
Give Every Baby A Chance", op. Clt., supra, n.338, 
at p.19. 

345. Zachary, R. B., "Ethlca1 and SocIal Aspects of Treatment 
of Splna B1flda", op. clt., supra, n.328, at p.275. 

346. Id., at p.274. 

347. Zachary, R.B., op. cit., supra, 0.331, at p.869. 
~ 

348. See for Instance R. B. Zachary, "Ethlcal and Social 
Aspects or Treatment of Splna Bl fl da", op. Cl t. , 
supra, n.328, àt p.275. 
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349. SUEra, p. 205. 

350. SUEra, n.335. 

35l. SUEra, p.205. 

352. Ibld. 

353:~ - SUEra, pp.265ff. 

354. Supra, pp.177-179; 224-226. 

355. Supra, p.227. See also p.218. Slmilar results are 
provlded by the Shaw survey. See supra, p.228. 

356. Supra, p.228. 
. 

357. Supra, pp.228-230. 

358. Supra, pp.182a-182b. 

359. Supra, pp.20l-204; 246-248. 

360. See, Freeman, "Ethics and the Deci sion Making Process 
for DefectIve Children", op. Clt., supra, n.306, at 
p. 37. Freeman wrl tes ln part, "It appears that 
ethlcs IS not a deC1Slon making field. l gather 
that It 1.5 far more conce~ned wlth process than wlth 
outcome. When l present etnlclsts a speclflc instance 
such as we are d1.SCUsslng today, they lnvarlably say 
that It lS my decls1on, - not theirs." 

361. Supra, p.96 and notes'95, 96. 

362. Supra, pp.lOB-llO. 

l' 

363. Fletcher, Joseph, "Pedlatric Euthanasia: The Ethic5 of 
Selectlve Treatment for Splna Blflda", in, C.A. Swinyard 
(ed.), Decislon Makrng and the DefectIve Newborn, 
Charles C. Thomas, Springfield, Ill., 1978, at 
pp . 477, 478. 

364. Id .• at p. 479. 

365. see, supra, pp. 75-82. 
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366. Fletcher himse1f writes, "Leav~ng aside the theo1og~ca1 
overtones or undertones of ·sanct~ty of 1~fe', most 
of us - even theologlans - are ready to acknow1edge 
that the survlval of part~cular human Indivlduals ~s 

/~~~7=~ absolute good". Op. CIt., supra, n.363, at 

367.~letcher, J., op. c~t., supra, n.363, at p.483. 

368. See, J. Fletcher, op. CIt., supra, n.104, p.674. 

369. See, J. Fletcher, op. CIt., supra, n.93, p.12. See 
generally on the predomInance of needs over rlghts 
in Fletcher's ethIcs, hl~ SItuatIon EthICS, (14th 
prIntIng), WestmInster Press, PhIladelphIa, 1974. 

370. Fletcher J., op. CIt., supra, n.363, at p.482. 

371. Id., at p.474. 

372. On Fletcher's Vlews about actIve euthanaSIa, see, 
for example hIS MoraIs and Med~cine, PrInceton U. 
Press, PrInceton, 1954; "ElectIve Death", ~n E.f. 
Torrey (ed.) Ethlcal Issues ln MedICIne, L~ttle, 
Brown, Boston, 1968, "EthlCS and EuthanasIa", 
op. Clt., supra, n.104. q 

373. See supra, pp.97-98. 

374. Fletcher, J., "MedIc~ne and the Nature of Man", in 
Science MedIcine and Man, pergamon Press, 1973, 93 
at p.96. 

375. Fletcher, J., op. c~t., supra, n.363, at p.481. 

376. Fletcher J., supra, n.99. 

377. See J. Fletcher, "MedIcIne and the Nature of Man", 
in R.M. Veatch and C. Morgan (eds.), The Teachlng 
of Medlcal EthICS, Institute of SocIety, Ethics 
and the L~fe Sc~ences, Hast~ngs-on-Hudson, New York, 
1973, 47; "The R~ght to Die: A Theolog~an Comments" , 
(1968) 221 Atlantlc Monthly 62. 

378. See, supra, p.98. 
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379. He writes for instance that in such decisions two 
factors should be considered, " ... First, what are 
the medical facts, dlagnoses and prognoses; and 
second, what are the personal-soclal factors as to 
the faml1y and lts psychologic and cultural resources". 
Op. Clt., supra, n.363, at p.483. 

380. Id., at p.484. 

381. See, supra, p.334. 

382. See, supra, p.110 and n.129. 

383. It ?hould be noted that sorne years after his original 
artlc1es ln 1972 and 1974 on indlcators of humanhood, 
FLetcher seems to have acknow1edged that certainty in 
these matters may be harder to achieve than he once 
thought. Referrlng to po11cles such as Lorber's, 
he wrote ln 1978: "But l t will have to be rlgorously 
(and humb1y) scrutlnlzed and revamped constantly. 
Data on neurologlc deflcits and lnfectlons, and IQ 
prospects, appear to be shaky. Il Op. Cl t., supra, 
n. 363, at p.483. 

384. See, supra, p.334. 

385. See, supra, pp.183-l86. 

386. McCormlck, R., "To Save or Let Dle: The Dllemma of 
Modern Medlclne", ln, op. Clt., supra, n.77, at p.345. 
For the full quote, see supra, p.78. 

387. McCormlck, R., "The Qua11ty of Llfe, The Sanctlty ot 
. Llfe" , (1978) 8:1 Hastlngs Cehter Report, 3D, at 
p.35. 

388. Thlellcke, Helmut, op. Clt., supra, n.82, quoted by 
R. McCormlck, op. Clt. i supra, n.69, at p.lO. 
McCormlck acknowledges that, " ... the peculiar 
temptatlon of a technologically advanced culture 
such as ours lS to view and treat persons 
functlonally" . 

389. See R. McCormlck, op. Clt., supra, n.387, at p.~4. 

390. Id., p.35. 
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391. His normative approach has also been described as 
"re1igious consequentialism" or "personalistic 
uti1itarlanism" (by Re'lch, op. Clt., suera, n.232, 
at p.503) or as "multl-va1ue c0l'"\sequentlallsm" 
(by Ramsey, op. cit., supra, n.13, at p.lBO). But 
ln our Vlew they are wrong to focus only on the 
consequentlallst dlmenslon of McCormlck's pOllCy. 
Considered ln context, hlS lnslstence upon the 
normatlve and Ilmltlng role of the sanctity of life 
prlnclple makes hlS approach more accurately one 
WhlCh lS deontologlcal wlth exceptlons on the basls 
of personallstlc consequentlallsm. 

392. McCormlck, R., op. Clt., supra, n.3B6, at p.345. 

393. McCormlck, R., op. Clt., supra, n.69, p.13. 

394. Id., at p.lI 

395. For what follows in thlS and the next para~raph, see 
R. McCormlck. op. Clt., supra, n.386, pp.348-351. 

396. McCormick at thls pOlnt borrows the termlnology and 
thlnklng of Pope Puis XII ln hlS talk to physlcians 
del1vered ln 1957 on the subJect of ordlnary and 
extraordinary means to preserve 11fe. Pope PU1S 
sald ln part: "A more strlct ob11gatlon would be 
too burdensome for most men and would render the 
attainment of the hlgher, more lmportant good too 
dlfflcult to attaln. Life, death~ aIl temporal 
actlvltles are ln fact subordinated to spirltual 
ends". Pope PU1S XII, Acta Apostollca Sedis, 49 
(1957), 1,031-32. 

397. McCormlck eloquent1y argues in this regard: "Any 
discusslon of thlS problem would be lncomplete lf it 

\ 

,did not repeatedly stress that lt lS tpe pride of 
the Judeo-thrlstlan traditlon that the weak and 
defenceless, the powerless and unwanted, those whose 
grasp on the goods of 11fe, lS most fragl1e - that lS 
those whose potentlal is real but reduced - are 
cherlshed and protected as our nelghbour ln greatest 
need". Id.,atp.351. 

398. McCormick actually pr'efers the expresSlons "reasonable/ 
unreasonable" to "ordlnary/extraordlnary". He fee1s 
that the terms "ordlnêiry/extraordlnary" are too 
amblguous and too 1ike1y to suggest "usualness". He 
prefers "reasonable/unreasonable" because they point 

.. 



" 

, , . 

, . , 

t 
1 
f· 

L' 
1 

f 

, ,. 

( 

1 
/ 

• ! , 

399. 

400. 

40l. 

402. 

.. 

-47-

to the crucial factor of the judgrnent of the' 
reasonable person as confirming (not constituting) 
a good moral declsion. See, R. McCormick. op. cit., 
supra, n.387, at p.35. 

Id., at p.36. 

Mccormifk, R., op. cit., supra, n.386, at p.349. 

See on this point and others addressed hene, Warren 
T. Relch, pp. cit., supra. n.232, at p.503. 

Is McCorm~ck promoting or assuming a dualistic 
concept of man by equating relatlonal potentiality 
with the "hlgher more important good" and the 
"spirltual ends" referred to by Pope Puis XII 
(see supra, n.395), and th en argulng ln effect that 
physical Ilfe must be preserved only lnsofar as it 
permlts the atta1ning of that splritual end, that 
higher good? Sorne have seen duallsm here (for 
example, Re~ch, op. Clt., supra, n.400, at p.504), 
and it must be acknowledged that McCormlck's 
formulation does invite that crlticlsm by borrowing 
the Pope's termlnology and referrlng to relational 
potentiallty as "spirltual". Clearly dualism finds 
no support ln Judeo-Chrlstian theologles .. And Just as 
those theologles refer to persons as lnseparable 
body and spirlt ln general, 50 too ln their 
relationships. Human relationshlps are not normally 
referred to as "splrltual". They lnvolve the whole 
person, not Just the splrlt or just the body. That 
being so, lt is neither accurate nor necessary for 
McCormick to refer to the potential for human 
relationshlp as "spiritual" to make his pOlnt that 
its presence lS a quallty of llfe condlt10n for 
treatment. 

402a. To questlon as we do the use of relatlonal potentlal 
as the prlmary treatment crlter10n lS not to ~ltS 
lmportance, or to imply that lt does not to a ver 
large extent characterlze what human llfe 1S; 0 does it 
necessltate a return to the fallacy of vltallsm. 

403. 

If one could determine approprlate blologlcal symptoms 
to measure degrees of relational potentlal, lt would 
be more arguable as a prlmary treatment cr1terlon. 
McCormlck hlmself acknowledges the lack of such 
symptoms. See, supra, pp.352-353 and note 400. 

See R. McCormlck, op. Clt., supra, n.386, p.340. 

404. Id., p.350 . 
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See especially his, "The Quality of Life, ,The Sanctity 
of Life", op. cit., supra, n.387. In that article 
he compares hlS views to those of the followlng: Paul 
Ramsey, Robert Veatch, Bernard Harlng, ~lbert Jonsen, 

.Mlchael Garland, and Leonard Weber. 

It should be noted ln passlng that Ramsey's writlngs 
tend to be extremely convoluted and to frequently lack 
continulty and clear loglcal developments. He adopts 
a more or less conversatlonal style, lncludlng 
frequent aSldes, back-tracklng, after-thoughts and 
repetltlon. Whlle endearlng ln conversatlon, those 
same features carrled to excess ln wrItlng make lt 
dlfflcult to always dIscern hlS real posltlons and 
P01ICY. As weIl, sorne of hlS fIne dlstlnctlons and 
ObjectIons to the posltlons of others are somewhat 
laboured and less than convlnclng. As we wlll Indlcate 
ln what follows, It IS not as hbVIOUS as he cla1ms y (' 
that h1S p011Cy 1S substantlally d1f[}''erent from that 
of sorne others, for Instance that of McCormlck. 

Ramsey, Paul, 02· Cl t. , sUEra, n. 83. 

Ramsey, Paul, op. Cl t., supra, n.13, at p.157. 

Id. , at p .155. 

, Id. , at p .154. 

Id. , at p. 159 . 

Id. , at p.177. 

Ramsey goes on to observe that: 

1ettlng dle lS a Justlflable, even 
commendable, alternatlve for the dy1ng, 
but ... th~s requlres no comparison of 
patlent-persons or of dlfferent stages 
or cond1tlons of the same pat1ent-person 
in order to determine the quality-of-llfe 
strugg1es or prospects. It requlres simply 
a comparlson of treatments to determlne 
whether any are likely to be benefic1al 
in any way other th an prolong1ng dy1ng 
(WhlCh lS of no beneflt to unaware 
patlents ... ). Id., at p.178. 

r. 

." 

413. Id., at p.185. 

Interestlngly, however, Zachary h1mself thinks his 
po1icy lS very close to and is supported by McCormick's 
pOSl tlon.- He wrl tes about McCormick that, " ... he did 
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suggest gUldellnes and l flnd that l agree with ~hesJ, 
and that they form a basis on which l have formed 
judgments. He suggests that If a newborn baby is 
judged to have the potentlal for developing human 
relatlonshlps then we should offer every help we 
cano l belleve that thlS was the case of the 
mongol baby wlth duodenal atre~~iJ.a ... ". See, 
R.B. Zachary, op. Clt., supra, n.331, at p.869. 

Id. , at pp.191-192. 

Id. , at p.19S. 

Id. , at p.201. 

Id. , at p.205. 

IbId. 

Id. , at p.207. 

Supra, p.287. 

·See, supra, pp. 199-200. 

McCormick, R. "op. Clt., supra, n.387, pp.31-32. 

Id., p.35. 

\ 
Ramsey, Paul, op. Clt., Supra, n.13, pp.212-214. 

Ramsey wrltes (Id., at p.213): "If we use here at 
the begInning or-llfe the same physlological slgns 
of the dlfference between life and death WhlCh we 
use at the end of llfe, an anencephallc baby does 
not have the unltary functlon of major organ systems 
WI thin which the braln has primacy". 

Id. , at p.215. 

Id. , at p.218. 

Id. , at pp'. 218-219. . . 
MaguIre, D. , "Correspondence" , {Oct. 6, 1972) 
Commonwealth, pp.3-4. 

.' 
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430. McCormick, Richard A., "Notes on Moral Theology", 
(Aprll-September, 1972) 34 Theological Studles 68. 
McCormick bases hlmself largely on Helmut Thlellcke, 
"The Doctor as Judge of Who Shall L1 ve and Who Shall 
D1e", ln K. Vaux, (ed.), Who Shall Llve?, Fortress 
Press, Phlladelphla, 1970, 147. 

431. 

432. 

433. 

434. 

Jonas, Hans, Phllosophlcal Essays, Prentlce-Hall, 
Inc., Englewood Cl1ffs, N.J., 1974, 105. 

Ramsey, Paul, op. c1t., supra, n.13, at p.223. 

Id., pp.202-203. 

Ramsey lS ln total dlsagreement wlth Duff and Campbell' 
about the ablllty of parents, faced w1th the prospect 
of heavy burdens of care to make a morally sensitlve 
dec1s1on about the care of thelr newborn Ch11d. He 
refers ln thlS regard to the Jewish teach1ng that only 
dis1nterested partles may take any actlon, even prayer, 
Wh1Ch m1ght lead to premature death. 

Id., pp.197-198. 

435. For lnstance th1S statement: " ... l'd rather be charged 
wlth morally ]ustlfy1ng flrst degree murder ln the 
11mlted Clrcumstances l described ... than to add a 
feather's welght on the balance ln favor of quallty-of
llfe-]udgments". Id., at p.225. 

436. Id., at p.203. 

437. Jonsen, Albert R., and Garland, Mlchael J., EthlCS 
of Newborn Intenslve Care, Health POI1Cy Program, 
U. of Callfornla, San Franclsco, and Institute of 
Governmental Studles, U. of Cal1fornla, Berkeley, 197 

438. Jonsen, Albert R. and Garland, M1chael J" "Crltlcal 
Issues ln Newborn Intenslve Care: A Conference Report 
and POllCy ProposaI", (1975) 55 Pedlatrics, 756. 

439. Foreword, op. Clt., supra, n.437, at p.xii1. 

440. Jonsen, Albert R., op. Clt., supra, n.438, at p.761. 
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~amsey (op. cit., supra, n.13, at p.238) makes a 
slmilar observat1on on thlS point: 

( 
\ 

(( 
\ 
{ 

Clearly McCormlck's pos1t1on was mlsused 
and abused ln thlS summary of th1s 
conference's determlnations; yet h1S 
language was 1nvoked, and hlS standard 
of min1mal personal 1nterrelatedness was 
used - and then abused by vast extension. 
... Abuse of an ethlc1st's pos1t1on, l 
weIl know, lS no argument agalnst It. 
St1ll l thlnk 1t lS fa1r to ask McCormlck 
to recogn1ze the enormlty of the task of 
conta1n1ng h1S standard, Wh1Ch already lS 
rac1ng through med1cal eth1cal del1berations 
today. 

Jons"ên, A., op. C1t. , supra, n.438, p.762. 

Id., at p.763. 

'One part1c1pant agreed to the k1lling of such an 
infant: 

If the parents adm1nistered the sy,rlnge 
of KCI prepared by the Judge, with aIl 
the lawyers, prlests, economlsts, 
psycholog1StS and Journallsts w1thln a 
50-m1le radIUS as w1tnesses, -and no 
phys1c1ans, nurses or medlcal or nurs1ng 
students were allowed to be present. 
Id., at p.767 

445. Id., at p.762. 

446. Id., at p.760. 

447. It lS true that ethical,propos1t1on four does provide 
that, "The state has an 1nterest ln the proper 
fulflllment of respons1bil1tles and dutles regarding 
the well-be1ng of the 1nfant ... ", but nothing lS 
sa1d about wnat spec1f1cally those respons1bll1tles 
and dtlt1es are. In fact the commentary on thlS 
propos1t1on goes on to ensure that the State does 
not defend the well-belng of the Infant too 
strenuously by add1ng: "If promot1on of the Ch1ld's 
well-being unavo1dably Jeopardizes ·other equally 
worthy enàeavors, a reconcll1ation of the competing 
interests must be sought". Id., at p.761. When the 
life or heal th of a disabledinfant are at stake" i t 
would be 1nterest1ng to know what exactiy would be 
those "equally worthy endeavors". 

\ 
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448. See, Basil Mitchell, Law, Morality and Religion, 
Oxford U. Press, 1970. 

449. See, Albert R. Jonsen and M~chaei J. Garland, "A 
Moral POI1Cy for LlfejDeath DeC~Slons ln the IntenSIve 
Care Nursery", ln, A.R. Jonsen and M.J. Garland (eds.), 
Ethics of Newborn Intensl ve Care, op. Cl t., supra, 
n.437, at p.151. It should be noted, however, that 
thelr reJect~on of euthanas~a ~s not necessarily 
absolute or permanent, and may weIl be more on 
pragmatlc grounds than grounds of prlnclpJe and 
morality. They wrlte ln part: "Unless forms of 
due process can be deVlsed to contaln the practlce 

.[of actIve euthanasia] and g~ve absolute protectlon 
to the r~ghts of aIl vulnerable, vOlceless and 'useless' 
members of soc~ety, It seems foolhardy and dangerous 
to urge a pOl1Cy of actIve euthanas1a for dYlng 
neonates" . 

450. Jonsen, Albert R. and Garland, M~chael J., op. cit., 
supra, n. 438, at p. 762. They do go on to wrl te, "The 
formulatlon of this prlnclple allows for the op1nion 
that the moral value of the 1qfant represents a 
sanctlty agalnst which no lethal actlon can be 
Judged ethlcal". [Emphasls added). But the use of 
"allows for" and "oplnion" hardly sugges,ts a v1gorous 
defence of a strongly heJd convict1on. 

451. Id., at p.760. 

452. ThIS wr~ter has elsewhere argued that same pOInt with 
regard to the use of "actIve" and "pass1 ve" euthanasia 
in the bioeth1cal context. See, E.w. Keysérl1ngk, 
Sanctltyof LIfe or Quallty of Llfe ln the Context of 
Eth~cs, Medlclne and Law, Law Reform Comm1SSlon of 
Canada, Ottawa, 1979, 120-1?9. See also, supra, n .103. 

453. See, R. v. Cyrenne, Cyrenne and Cramb, (1981) 62 C.C.C. 
(2d) 238 (Ont. D1St. ct.). 

454. The thlrd form of homIcide ln our Crlmlnal Code lS 
lnfantlclde, but that 1S not likely to be at lssue ln 
the context of Interest to us. To prove the very 
speclflc offence of Infantlclde, the accused must 
be a woman, and one who,kills her newly born ch1ld 
ln a moment of mental disturbance when not yet fully 
recovered from the effeéts of giv1ng birth. 
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See, supra, pp.250-252. 

See for instance Tooley and Warner. 
and notes 272, 273. 

See, supra, p.251 

R. v. Brooks, (1902),5 C.C.C. 372 (B.e.S.C.). 

458. See, Law Reform CommlSSlon of Canada, Euthanas~a. 
Aldlng SUlclde and Cessatlon of Treatment, Woroklng 
Paper No. 28, ottawa, 1982, p.1S. 

459. Robertson, John A., "Legal Issues ln Nontreatment of 
DefectJ. ve Newborns", in, Chester A. SWlnyard (ed.), 
Decislon MakJ.ng and the Defectlve Newborn, Charles C. 
Thomas, Sprlngfleld, Ill., 1978, 359, at p.362. 

Robertson suggests two addltlonal reasons why the 
physicJ.an's legal obllgatlons to the lnfant would 
continue desp1te parental w1shes. One is based on 
the law of contract. He wr1tes ln th1S regard (p.361): 

The attendlng physlcian has contracted w1th' 
the parents to provide care for a thlrd 
party, the 1nfant. Ordlnarlly the contract 
ror services wlll be ... to provlde aIl 
necessary medJ.cal care. Once the Chlld lS 
born th1S contractual obllgatlon to provide 
serV1ces attaches. Under the law of th1rd 
party beneflclary contracts, the partles 
contractlng for serVlces to another cannot 
resclnd or termlnate the obl1gatlon to a 
minor where the m1nor would be thereby 
substantlally harmed. Slnce the parents 
are powerless ta termlnate the phys1clan's 

, obllgatlon to care for the Ch1ld, the 
physlcian would have a legal dut y to take 
such steps as are necessary to protect the, 
lnterests of the Chl1d. 

A seco~d addltlonal reason suggested by Robertson for. 
the contlnuing dut Y of the physlc1an desplte parental 

'refusaI, is based on the fact that the physlcian, by 
J.nformlng the parents of the handicapped state of the1r 
Chlld, has placed the Chlld ln peril. But a person who 
places another ln perll, even J.nnocently, incurs the 
legal dut y to protect that now endangered person (p.362). 

" 

, . 

1 
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460. Law Reform Commission', of Canada, op. ci t., supra, 
ri.458, pp.ll, 70-71. 

;461~ See, Rob.erts~n, John 'A.", op. Clt., supra, n~:459,. p.365. 
'See also, Commonwealth v. Noxon, 66 N.E. 2d 814 
(Mass., 1946J; Repoulll'e v. United States, 165 F. 2d 
152 (2d Cir. 1947). 

! ' 
462. See, Helen Picard, 4egal Llability of Doctors and 

Hospitails in O~nada, Çarswell, Toronto, 1978, at p.298. 1. 

463. Barber v. superior Court, 147 Cal. App. 3d,: lOÔ6; Cal. ; 
Rptr. [Oct., 1983]. 

464. In so conc1udlng, the ]udge appears to have been persuaded 
by'the testimony of one of the wltnesses, Dr. Milton 
'Tannenbein. ,See Transcript, 012 .. Cl t., supra, n. 266, 
at p.534. But ~notner witness~ Ôr. Stuart MacLeod, 
testifled that there Wa"~ at 1east a 95 percent pr.obabi li ty 
that the morphine was the major cause of death. See, 
Transerlpt, at p.639. 

465. 

466. 

Thls.point lS made' and discussed by Bernard M. Dlckens, 
Medico-Legal Aspects of Family LaVi, ' Butterworths", 
Toronto, 1979, p.IOS. 

~ . 
The Taschuk case mây be a good 11lustration. The baby 
died in October, hospita1 and medical authorities on1y 
learned of the facts in late February, ~t which point 
the College suspended the physician's licence. Only 
in May, did the Attorney Genèra1's Department make it 
pubI1C and adrnlt it was considering legal action. 
See, "Grief prompted MD's Mercy-Killing of Infant", 
ottawa Citizen; May 26, 1983. 

467. See for examp1e, Robertson, op. cit., supra, n.459, 
at p. 366. 

468. See', Law Reform Commis.sion 'of Canada, op. ci t., .supra, 
n . 458, pp. 15-20 . 

469. That standard stands ,out, clearly for example in 
section 198' of the Crimina1 Cpde; 

Everyone who undertakes to administer 
5urgical or medical treatment to another 
person or to do any other' lawful 'acts 
that may endang'er the, 1ife of, another 
persan' 15, excel>t in cases of necessi ty, 
under a legal dut y' to have and to use 
reasonable knowledge, skill and' care in 
,50 dOlng. ..,.. 

) 

~ 
. , 
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Section 45 .of the Code also underl ines ,that same 
s~andard and criterion of the.reasonableness of the 
act under the ~ircumstances, in protecting from 
criminal 1iabllity anyone who performs a surgi cal 
operation upon any person for the benefit of that 
person 'when, "i t i5 reasonable to per'form the 
operation, ,having regard to,l the state of heal th 
of the per.'son at the time the. operation is performed, 
and ta a,ll the circumstances of the case". 

The Law Reform Commission of Canada ha.s proposed sorne 
arnendments ta the Criminal Code with a v~ew to removing 
that ambiguitY.f One such proposaI is the addition of 
a clause which would provide that nothing in the 
present Code should be interpreted as requiring a 
physJ.cian, '''ta continue ta administ.er or ta undertake 
medical tréatment, when such,treatment has become 
therapeutJ.cally us~less in the ai'rcumstances and i5 
not in the 'best,i~t~rests of the persan for whom it 
is intended". See, Law Reform Commission of Canada,' 
Euthanasla, Aiding SuicJ.de and Cessati~n of Treatment, 

,Repo-rt No:" 20, ottawa, 1983. 
, .J 

Robertson, John A., "Sub5tanti ve CrJ. teria and Procedures 
in Wi thholding Care From Defective Newborns", in Stùart 
F. ~picker, et a1.~ The Law-Medicine RelatJ.on: A 
Philosophiea1 Ex~ratlon, D. Reldel Pub. Co., Boston., 
1981, 217, at p. . 

472. ' In the Matter of 'Quinlan,of"(1975) 355 A 2d 547 
(N. J. Sup. Ct.). 

, 

473. ". Id., at p.667. 

474. 

475. 

476. 

477. 

478. 

479. 

48~. 

(\ 

Id. , at p.669. 
\1 1 . , 

In the Matter of B '(A Minor)' , W.L.R. 1421 (1981). 

Id. , at p.14~4.1 
\ 

Ibid. 
./' 

In the Matter of s. D. " (19133),' 42, B.C.L.R. 173· 
(B.C.S.C.) • 

In the Matter'of 5.0., (f983) 42 B.C.L.R. 153 
(B. C. Prov. Ct. )'. 

Op. cit., supra, n.47S, at p.lS7. 

o • . 
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. Id. 1 at p. 184 • >, 

That general principle 15 conf~rmed by the legal 
wl"iter, John Robertsbn, who wr~tes about s~milar c~s 
that, ,"the pel"spective of the heal thy, normal i'Qdiv~dual 
lS the wrong perspective to take here .. The view of 
ordinary people-who know ordinary capacities for 
experience and interaction, and who may view the 
infant's existence as a fate worse'than death, does 
not tell us how the infant who has no other life 
experience would view i t. "For him, life in a severely 
disabl~d form would seern better than no l~fe at aIl, 
even if hlS 11fe i6 lived in a custod1al ward of a 
state ~nstltution.fI Op. cit" supra, n.470, at p.218. 

Id. , at p. 183. 

Id.',' at p.184. 

Id. , at' 
" 

p.186. 
(. 

There have of course been co~entaries critical of 
tbe Dawson ~ecislon. But in thlS writer's view those 

~mmentators have either mis~nderstood the medical 
Destimony and/or legal reasons, or they give more 
weight to parental ,wishes than is ~n our view justified. 

. ' 
''-

S-ee for example, E. -H. W. Kluge, "In the Matter of Stephen 
Dawson: Right v. Dut Y of Heal th Care", (1983) 129 
Canadian Medica~ Associat10n'Journal, 815. For a 

" reply to Kluge, see, Robert H.-Hill. "In the ,Matter 
of Stephen Dawson" ,', (Letter to Ed~ tor), (i 98-3) 130 
Can~dian Medicàl Association Journal, 336.' 

In the Matter of Phill'ip B., 156 çal. Rptr. 48, 
lst App. Dlst., D~vision 4, 1979. 

S~e, G,of~ J,. Annas, "Denying the Rights of the 
Retar~~d: th~ Phlllip Becker Case", 1979 (9:6) 
Hastin~s Ce9ter Report, 18, 19-20. 

,,/ , 1 

Will, ~eorge, F., "The Case of Phi Il ip Becker", 
(April 14, 1980) Newsweek, 112. 

o 

For examp,le, Ontario's Child Welfare Act provides 
~hat a child in need of protection means a child 
undér 16 y~ars of age when the person in charge of 
that child: 

, . '. 

'~ .9'"' .... '\o,~-_ .... - ..... , .... _~ .... ' ...... ' ...... ~..: ..... ..,'t~H"~-.................. ~ __ - '~-"""''''''~,'' 
~~ra<,;..~.~" >.1f',...rs~~~ •• ~ ... ~_ J< J 
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Neglects or ref.uses to pr9vide or,obtain 
proper medical, surgical or other 1 
recognlzed remedial care or treatment 
neçessary for the Chlld's h&àlth or weil 
b~ing,~or refuses to pçrmit,such care or 
treatment· to be supplied to the child when 
i t is recommended by a legally qualifïÈ:ê:i 
medical practi t'ioner. ' 

489. ~ In the Matter of B., supra, n.475, at. p.l~23. 

490. Robertson, John A., op. cit., supra,'n.459, at p!a7? 

491. Task Force on Human Llf~, Anglican Church of Can-~da , 
(Lawrence Whyteh~ad and.Paul Chidwick, editpr,s), . 
Dying ~ Conslderatlons Concerriing the Passage Fr~~ , 
Life ta Death, Ang11can Book Centre, Toronto., 1980. 

492. In the words of the ethicl,st War-ren Reiyh, (op .. - ~it.; 
supra; n.232, at,p.495): 

-

Gre~t care is needed'ln the use of the 
term "rights". No one would doubt that 

~ in many cases the child's right to life 
confllcts with the interests, c1aims or 
needs of the parents; ~ut it can be 
misleadlng to refer to every interest or 
c1aim as a righ{, thu~ giv{pg the 
impressi'on that the conflict between 
the chi1d's and parents' lnterests is 
between rough1y ~qu~valent c1~ims. 

• or. 

,~ 

493. For example, the decision in Maine-Medica1- Centre v. 
Howle, No. 74-145 (5: ct. Maine, February 14, ~974) 

" 

he1d that: l ' 

At the moment of live birth there does 
exist a human being entitled to the 
fu11est protection of the law. ,The most 

o basic right enJoyed by every human being 
is the right to life itself ... Being 
satisfied that corrective surgery is 
medical1y necessary and medlca11y feasible, 
the court finds that the de fendants herein 
have no right ta withhold such treatment 
and that to do 50 constitute5 neg1ect in 
the 1egal sense. 

- ,-

: / 

, , 
__ ~ .. ~ f ........ I.~ .... ~':.:.~.,. .... ............,.hIM 
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An examp1e of this route\iasthe set of rules issued 
by the (U.S.) Department of Health and Human'Services 
(usually referredlto as the "Infant Doe Regulations"), 
Non-discrimination on. the Basis of Handicap, 48 Fed. 
Reg. 30, 846 (1983). They were issu~d as a result 
of much pub1icity surrounding the birth of a seriously 
disabled qir1 with spina bifida and other disorders, 
whose parents declin~d to consent to surgery. There were 
fears that many newbo~ns were being allowed to die 
who should be treated. The rules have been the obJect 
of both'praise and çriticism. See for éxample, ~nnie 
Steinbock, "Baby Jane Doe in thè Courts", (198\4)ï4 
,The Hastings Center Report', 13; John Paris and Anne 
Fletcher, "Infant Doe Regulations and the Absolute 
Requirement to Use Nourishment and Fluids for the 
Dying Infant Il , (1983) Il Law, Medicine and Health Care, 
210; Committee on the ~egal and Ethical Aspects of 
Health Care for Children (American Society of Law 
and Medicine), "Comments and Recornrriéndations on. the 
'Infant Doe' Proposed Regulations", (1983) 11 Law, 
Medicine ,and Health Care, 203. ~ 

An example of guidelines.propose'ct by a nat],,onal 
commission are thos~ published bY the President's 
Commîssion for the study of Ethical Problems in 

- Medicine and Biomedical and'Behav{oral 'Re~earch, 
Deciding to Forego Life-Sustaining Treatment, U.S. 
Govt. Printing Offl.ce, Wash~ng:ton, D:C~, 1983, 197-229. 
For a review of this general11 excellent Report, see. 
Edward W. Keyserll.ngk, "ReVlew of a Report: Deciding 
to Forego 'Llfe-Sustainlng ~reatment", (1984) 4:4 
Hea1th Law l.n Canada, 103-107. . . 

, ,~ 

496. One physician express:d, tlÜ'$. point very clearly:o. f 

l'm very much ~n~olwed in making sure -
that habili tatJ.on" and r'ehabili tation of 

.. 

spJ.na bifieja in'dividuals i5 advancing,. 
bec~bse that is really the hope. If ... 
l have preserved a thousand children who 
are going to sit in wheelchairs in 
nursing homes wi th nor:mal, intel1J.gÈm~e ; .. 
if that' 5 what l' ve done, l' ve created, . ~ 

a nightmare. 

N,lcLone, D~vid ,<: Interview. on Sunday" Morning tt;ranscr'ipt) - . ~ 
CBS" Network, August 29, 1982, at p.25 (quoted by President·s 
Commission 1 op, ci t) , , supra, n. 495, at p. 229) . ,,\ 

'. 

( 

... L~ 

>'1 
" . 
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49'7. "The éthicist Robert'Veatch expressed the point we1;l 
in hl.s; "The Technical Criteria Fallacy", (1977)'7 
Hastings Cehter Report, 15: 

:' ." 

The deCl.Sl0n (to treat or not) must also 
include evaluatlon ~f the meanl.n~ Of 
e,xistence Wl. th vàrYl.ng lmpal. rments.' . 
~reat varlat~oo eXl.sts about these 

. essentl.ally evaluative ~rements among . 
parénts, physicians, and policy makers. 
It must be an 8pen que~tion wh~ther . 
tHese Varlqtlons in ~valuatlon are among 
the relevant factors to con!ider in 
making a,treatment deClSl.On. When Lorber 

'uses the phrase, "cont.raindlcatlon·s to 
- acti VfÇ therapy", he ,lS medlcalizing < what ~ 

are really value cho,ié::es.· 
, ' 

.498.. Fol' instance by The Pre.sident' s Coml1Îisslon 1 op.\ cit. , 
pupra, n. 495, pp. 224-2~~T)1e Comm'l. ttee on the Legal 
and Ethical Aspects of\,Heal th. Care for Children J 

American Society ot: Law iilnd Me'dlclne J, op. ci,t ... , supr~ J 

n.494, p.204; the "Infant Doe Regulations" of the 
Dept. of Hea1th and Human Services, op. cit., sup~a, 

r'i.49!o-. 

4~9. President's Commission"op. Cl.t'., supra, n.495, p.227. 
, , 

500. See Paul Ramsey,' "The Nature of Mèdical Ethlts", supra, 
n.14, pp.124~125. 

~ 501. 'Dr. Norman Fost spoke to this point in his testlmony at 
. the l6th meetlng of the Pres'ldent' s Commission in 1982. 

" 

1 , . 

50,2 . 

See, President' s Comml ssion, op: ci t., supra, n. 495, 
at,p.223: 

" 

when the [parents) begln to hear both pOlnts 
of view - sometlmes ~t's only that there.pre 
excellent adoptl.ve homes for such klds -
that's often never ralsed - that changes the 
declsion. Sometlmes they Just need to learn 
more about Down's. Parents have such horrible 
fantasies about ). t; l t' s mongolism and 1 t'" S " 
somet~lng monstrous, t,hey thlnk. This wider 
proceSs is often nothing.more exotic th an 
brlnging facts into the dlSçussion. 

! 
~ 1 

Se'e, Pres:ldent's Comrrll.ssion, Dpi. cit., supra, n.495,_ 
pp.2l7~223. 1 

- / 

: ' 

\ ' 

" 
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\ 
Examples suggested by the Report of the President's 
CommJsslon, ·op. éit., supra, n.495~ p.220, are;' 
". .• a chi Id Wl th a debili tatlng and painful 
disease who might 11 ve Wl th therapy,' but' only for 
Çl year or 50, or a respiratpr-dependent premature ,1 ' 

- 'infant wh05e long-term prognosis becomes bleaker_ 
-wi th each passllf9 day". 

The- "Infant poe" Regulations, ,(op'. cit., supra, n.494) 
for example, state: 

. ... the basic provislon of nourisliment, fI uids 
and routine nursing care is a fundamental 
matter of human dlgnlty, not an o~tlon'for 
medical ]udgment. Even if a handicapped 
infant faces immlnent and unavoidable death, 
no health care provlder' should take it upen' 
himself to cause death by starvetion or 
~dehydratiùn . ~ 

'. ,",or cogent objections to s\,lch a rigid ru~e, see, J. 
Paris and A. Fletcher, op. Clt., supra, n.494. 

--
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