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Attorney-General to the Aunstralian. Lew Reform Commission. The

U'men tissue transplants. Our 1977 report on transplantation, now aceepted as the
dsis of the law in all States of Australia, save Tasmania and New South Wales. A

_iIi"s before the New South Wales Parliament.

rivacy and confidentiality. 7The examimation of the law of privacy and
~Gonfidentiality of personal information, including medical information. A repart on
" this subject should be published by the end of 1983.

-Evidence : medical privileze. We are working on reform of the Federal laws of
.. evidence. As demonstrated by recent events in Britain, an scute issue to be
5 ::(;qnsidered is the extent to which medical practitioners should enjoy a privilege
. :giga,insr_‘. hayving to disclose patients' confidences, even to courts of law. 1

j‘_;:,_,Stammg. The right of spegial in_terest groups, ot immediately involved, to bring
-..legal questions before the courts in order to test certain conduct and its

compliance with the law of the land

-The .numbers of problems that are presenting themselves at the interface between law,
morality and medieine, continueé to increase apace. In vitro [ertilisation, genetic
_'engi,m_aering, artificial insemination, transexuslism, euthanasia and lving wills, surrogate
'muth{_arhood and human cloning are just some of the issﬁes thaf réqqire a major new effort
of medical law reform, The number and complexity of the qﬁestioné may even require new
institutions for law development. The Australian Law Reform Commission's
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multi-disciplinary effort in its report on Human Tissue Transplants shows that suceess can
be achieved. I therefore support for the call in the report of the Working Party of the
Australian College of Paediatries for the encouragement of 'informed public debate ... on
the various complex and contentious issues that are involved in establishing the criteria of
aceeptable quality of life".2 That call goes on to assert, however, that such exercise of

free speeech:

should not be confused with the right of litigicus intervention in an individual -
situation.?

It is néxt to impossible to ‘outline in a short paper such as this, the legal issues raised by :
noq—'intérvention in children with major handicaps Necessarily, my remarks must Bppear-<
superﬁcml ard docrmanc where exactly the oppos;te is what is needed. But my prlmary
point i that a stone has beer tumed and atiéntion i now being paid to an aspeet: ‘of"
medical practice. Until now this has been left very largely to the idiosyneratic judgmen
of doctors and hospitals, sometimes reinforced by the deeisions of parents. A spate of -
litigation ‘has broken out in a number of countries. It signals eommunity and legal concer.
It will require us in Australia to take the difficult path of searching for & more consistent
and publicly stated set of rules that govern decisions of life and death made in these .
tragie situations.

TURNING THE STONE

Until the past few years, there was relatively little medical and still less legal
writing ebout the problem of dealing ‘with neonates born' with gross physical or fiental
handicaps. Dr Raymond Duff and Professor Alexander Campbe]l conducted their study in
1973 of the case histories of 299 babies who had died in the intensive care unit of" the
Yale-New Haven Hospital, to see what treatment they had been given. The report— was
that in 43 cgses, ie 14%, some treatments were w:thheld or stOpped with the knowledge
that early death and relief from suffering would result.4 The doctors dec1ded
effectively, that 43 babies should die and of course they dig. In 1980 an anonymous Br ltlsh
paediatrician diselosed in The Lancet his personal code of conduct: :

I assess babies with the more severe chromosome disorders .. and eve
straightforward Downs Syndrome ... T offer the baby careful and loving nursing
water sufficient to satisfy thirst and increasing doses of sedative. A 6w’ CaY
gfter the baby has died, I write offering a date for the parents to coe and 58
me,5 : T

That ths practice exists in Australia was asserted by Sir Macfarlane Bumet6 and;
‘virtually scknowledzed in the College's Working Paper.?
~
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' Four cases, in three countries, illustrate what is happening:

A'needed operation. The first concemned a llttle girl bom in Lordon m July 1881,

She was suffering from Downs Syndrome but a}so from an mtestmal blockage that
) would be fatzal unless operated upon. The parents thought |t wou!d be unkind to
) 'perform the operation. They thought mature should take its course. The doctors
w-c_ontaeted the local authority who made the child-a ward of court. The child was
" moved to another hospital. But the doctors there wquIdJ not perform thé operation
- . without the parents' consent, A judge of the High C'ourt of Justice' in Engmnd"' was
- asked to order the operatlcm. He declined to do so. On appeal, later in the same
day, the English Court of Appeal ordered the operatxon performed It .pointed out
that the test to be applied was the best interests of the child, not the judgment of
the parents or the doctors. The judges did offer an exception to the overwhelming
prejudice in favour of life, namely where 'the life of this ehild is demonstrably
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going to be so awful that in effect the child must be condemned to die'.9

Commentators claimed that this exception was more significent, legally, than the
order for the operation to be done in the particular case.

Trial of a doc tor, In November 1981, following reports and protests from a Right to -
Life group in a hospital, a respected paediatr ician,' Dr Leonard Arthur, was placed -
on his trial, ultimately, for attempted murder of a baby boy, John Pearson. The boy.
had been born with severe menta} handicaps. Dr Arthur hed ordered a regime
involving ‘no‘foocl, simply water and sedatives. The child died within days. Evidence
of normal practice in these cases was given at the trial The jury scquitted Dr "
Arthur. However, the debate about his 'treatment’ of the child continues in the -
medical end popular press.ll In the Australian Law Journal too, there has been
comment. Dr Paul Gerber of Brisbane put it thus:

Once the foetus has become a lving human being, [it] had all the rights
belonging to a human being ineluding, of course, the pre-eminent right not tobe -
killed by neglect. I have no objection to infanticide — provided it is sanctioned” *

by Parliament.ll

Appea]s to Washington. In April 1982 a stcn"m broke in the United States. Tﬁe
resultant case was taken to the Swpreme Court of that country. A chilg, known m
the court records only as the Infant Doe, was born severely mentally retarded. Thé -
parents, whose rames were not released, authorised docters to withhold food. The .
Supreme Court of Indiana upheld the parents' rights to do this. But the Coun'ty‘-:'
Deputy Prosecutor, Mr L Brodeur, flew to Washington. He sought to contest the
Indiama ruling before the Supreme Court. Before the Supreme Court could consider
the matter, the child died, just two weeks old. Subsequently, the Reagan
Administration invoked a Federa) rule requiring that hospitals, meeivingfi-fFéderél, o
funds in the United States, must put wp notices that withdrawing care 'fr-oril i
hapdicapped infants is a wviolation of Federal:law. The notices included a new
Govemment toll-free telephone number for reporting to Washington éuspeéted- ‘
cases of child negleet in hospitals, However, on 14 April 1983 Federal Judge .
Gerhérd Gesell disallowed the rule on the grounds that there had been in.adeq'i:ate
public comment before it was put into effect. He said that the rule involved
'complex and controversial guestions of ethies and public policy'.12 The United °

States Government has announced an appeal.



excessive cerebro-spinal fluid. The boy wes blind, pertly deaf, incontinent
dinot stand, walk,-talk or hold objects. Early in 1983 & blockage in the
-:deteeted. The parents initially gave consent for 'remedial surgery. After

erintendent of Family ard Child Service sought an order that the child was in
ed of protection. The trial judge considered that the exercise of the incompetent
wis. ‘right” to refuse lLfe-sustaining ‘treatment rested with the femily in
nsultation with thelr doctors. .Bhe considered that the operation was
igx treordinary surgical intervention’ and mot necessary medical attention. The
@gy;ptendent appesled. Mr Justiée McKenzie in the Supreme Court of British
‘olu‘rAn;bjia ordered the operation to be performed. e reverted to the test in.the
English.case in re B. The deckion in this case was complicated by the uncertainty
that death would follow promptly and painlessly a refusal to remedy the shunt. The
j_'udgg said this:

1.camnot sccept [the parents'] view that Stephen would be better off deadt If it
-5 to be decided that fit is in the best interest of Stephen Dawson that his
- -existence cease’, then it must be decided .thaf, for him, qon—exis-tence is the
- better altermative. This would meén regarding the life of ¢ handicapped ehild as
-.not only less valuable than the life of a normal child, but so .much less valuable
+ that it is not worth preserving. 1 tremble at contemplating the consequences if
: - the lives of disabled persons are dependent upon such judgments. To refer back
to-the words of Templeman LJ, I eannot in conscience find that this is a case of
severe proved damage 'where the future is so uncertain and where the life of
the ehild is so bound to be full of pain and suffering that the court might be
driven to a different conclusion'. I am not satisfied that 'the life of this ehild is
demenstrably going to be so awful that, in effect, the child must be condemned
to die'. Rather I believe that ‘the life of this. ehild is. still so imponderéble that
it would be wrong for [him] to be eondemned to die, 13



CONCLUSIONS

It should not-be thought that this debate whether in courts or conferences is a
simple batfle between religious conservatives and medical progressives. One of the chiefl
oppenents of thé 'Baby Doe' rile before the United States Senate Committee on Family
and Human Serviees was Father John Paris, & well known Jesuit Professor of Ethies, who
called the .rule 'a ‘tragic mistake!, 'too vague’; 'open to misunderstanding' and 'too
blunt'.14 Some opponents of the- cuirent silent practice, ineluding here in Australis, are
hurnarnisis -who would go further, eugenics supporters who would go mueh further or just
simple citiZens who worry sbout the toll that bringing up :severely handicapped child will
involve, ofl the parents, on institutions when the parents are gone ard on the community

purse.

It does seem clear that gt least in some hospitals (possibly most) in Australia,

the practice that has been disclosed overseas goes on quietly and in epparent defiance of

the letter of thé present law. The chaices before us are three:

* to leave well alone on the basis that these problems are just too diffieult or 100 .

painful to confront and inappropriate for laws and litigation; -

* to enforce the lzw, strictly, rigidly, vigorously, and to encourage toll-free numbers. ..

and alert groups in-our hospitals to do just that;

* or, thirdly, to confront the problem frankly and to seek to draw up clearer new
' i"ules. These would relieve doctors and hospital staff, parents and others involved-of p
the universal burden and Tisk of criminality. They would provide clearer guidan,cér :_
for more uniform decisions : so that these choicés'of infant life and death’do not .
depé’rxﬂ upon the personal moral convietions of -particular doctors or partieular

hospitals; but are lnid down (as matters of life and death typically are} by thelsw
of the whole land; They would need to uphold the primary prejudice in favour of

fife, whilst conceding that in some cases, according to given tests and eriteris, life -

glone is not enough. Obviously such tests would have to contemplate scope, ror-_
Judgment diseretion and wisdom, T e

it will be no surprise that I favour the third course. It is unreasonable to imposé upon busy
judges, in the midst of pressing cour troom dockets of diverse cases, the obligation to SOW =

these great moral quandaries usually in the space of hours. Typ’icfaliyif_




have before them the whole range of expertise. Typically, they must focus
rests of the litigants, without necessarily having advocates for the public
5 hef interests affected. Typicatly, they will be unaided by philosophers, social
'rdt" theologians. All too often they may unconsciously reflect, in their hasty
their' own moral precepts which may or may not reflect those of a changing

med, publie ¢ebate leading to lnws made not by the judges but by our Parliaments,

VIT.O'the views of an anxious but kindly community.

FOOTNQTES
-Adapted from a paper delivered on 18 May 1983 to the Anrmal Scientifie
Meeting of the Australian College of Paediatries, Surfers' Paradise, Queensland.
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