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Editor's Note: The invitation attracted so much interest that some
people had to be turned away. Dr Peter Baume thanked Professor
Goodwin for his rousing address and the Hon Jan Burnswood, MLC
for chairing the meeting and for being our host at Parliament House.
He mentioned that Dr Philip Nitschke was in the audience, describing
him as a crusader who, like Professor Goodwin, had suffered abuse
and all the regulatory structures which Oregon experienced and had
stood up to them. Both menreceived a tumultuous ovation. Thank you
to members who sent donations after the event This is an abridged
version of Professor Goodwin’s talk:

Thecampaignfor therighttodieoriginatedwiththepublic. People
realised that it isincreasingly difficult for patients to have some
control over the way they die in hospital, and for their hospital
physicians to stop attemptsto cure, and beginto care. Changing
thisisthe major motivation of our movement. Ideally, wewould
like to die at home, surrounded by a loving family, with social
supportsto make usascomfortable aspossible. Most of usvalue
our personal autonomy and decidehow to conduct our life- nothing



Is more important than retaining that control at the
end of life. In arura practice in South Africa |
gradually learnt, from my dying patients, issuesthat
werenot taughtinmedical school. Inthe States| was
confronted by amuch moresophisticated health care
systemand saw how difficultit wasfor dying hospital
patients and their families. 1n about 1966, a dying
patient in severe unremitting pain asked meto help
himtodie. Itwasillegal toassistthisrational request
and colleagueswereno help. | wasdevastated by the
outcome, and still ask why was| soill prepared.

In 1989, when | had been on the staff at Oregon’s
medical school for nineyears, a39-year-old patient
with pancreatic cancer cameto seemewith hiswife
- the childless couple, his parents and | discussed
waystohelphimdie. | providedhimwithalargedose
of morphinetodrink whenthetimecame. Butonthe
night of hisdeath hiswifephoned mein panicbecause
he had devel oped abowel obstruction and could not
absorbthemorphine. Shedesperately wantedmy help
but | wasafraid and did nothing. Shelater described
theagony of hisdeathand| still can’tforgivemyself.
It was time to do something: | joined the Hemlock
Society, whichwasestablishedintheUSinOregon by
Derek Humphry, and began working with agroup of
people brought together by a man whose wife had
suffered heart disease and was immobilised by
constant pain. Ontheday shedecidedtoend her life,
In an attempt to protect her husband from being
incriminated, she banished him from the house. He
returned to find her dead with aplastic bag over her
head. Hefeltthat that wasan unacceptableway todie,
andthat somethinghadtobedone. Hewantedphysician
aid-in-dying to be legal. There were eight of us,
including three politically-savvy lawyerswho were
thedrivingforce. Ittook usalmost 18 monthstowrite
theinitiative which weplannedto put onthe Oregon
Ballotin1994. Oregonisoneof 22 statesthat allows
citizeninitiativeswhichmakelawsif they arepassed.
We argued about whether to allow voluntary active
euthanasia. | had recently been the President of the
Oregon A cademy of Family Physiciansand contacted
about 30 of my colleaguesto gaugetheir views. Half
saidthey might consider providingalethal prescription
to adying patient but none would consider directly
causing a patient’s death. Armed with the survey
results, our group decidedtoexcludevoluntary active
euthanasia in favour of the attending physician

Page 2

VES NSW Newsletter

providing patientswithalegal, but lethal prescription
for them to self-administer, because we wanted to
empower patients, not doctors, and because we
believed that somelevel of support fromthemedical
profession was essential for our success.

The Oregon law has many safeguards: the patient
must beadult; anOregonresident; dyingof aterminal
illness with a prognosis of six months or less and
competent to make health care decisions. Patients
must be acting voluntarily, not coerced by family
members, the health profession or by symptoms.
They must be fully informed about the ability to
palliate symptoms and pain and must be aware of
support services - primarily hospice care for the
terminally ill a home or in hospitals. A consultant
physician hasto confirm that the patient is suffering
from a termina illness, is competent, is acting
voluntarily,isawareof all other optionsandthat they
can retire from the process at any time and in any
manner. Thepatient alsohastobemadeawarethat he
or she hasrequested alethal medication intended to
cause the end of life and that there might be
complicationsintheadmini stration of that medication.
If either physicianthinksthat thepatient’sjudgement
might be disturbed by mental disorder they must be
referredtoapsychiatrist or psychologist. TheOregon
Health Divisioncollectsinformati on about each desth
and publishesthe statistics at the end of each year.

Attheendof March 1994, therewasamesting of the
Oregon Medical Association. At that meeting, two
resolutions were proposed, recommending that the
Oregon Medical Association actively oppose the
DeathwithDignity Act. BarbaraCoombsL ee, anurse
practitioner andanattorney whoiswell-versedinthe
political process, helped me to write my address. |
told themeeting why | wasinfavour of the proposed
Act. An emotional debate followed, and it was
subsequently decided that the Medical Association
should put asidetheresolutionsand allow the people
of Oregontogivetheir decisionabout thelegidation.
That wascrucial toour success. By limitingthescope
of theinitiativewecreated aclimatethat allowed the
medical professionto adopt ahands-off attitude. We
still needed to get on the ballot and that involved
collecting 66,000 signatures and submitting the
proposed legidation to the Secretary of State for a
periodduringwhichopponentscoul dattempttochange
thelaw. Thisthey did! Wewerepreparedtodefendthe
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law becausewehad becomerealists, andknew that we
hadto haveaprofessional organisationtoraisefunds
to oppose the machinations of our opponents.

We engaged a constitutional lawyer who
successfully argued our case beforethe Secretary of
State. Weestablishedavery professiona fund-raising
organisation. Therewerefour tosix young peoplein
our offices every day using our donor list of
approximately 30,000. We spent almost $1,000,000
duringthecampaign. | spoketothemedical profession
throughout Oregon, explaining the proposed
legislation, defusing inflammatory wordsincluding
‘euthanasia’. That wasour opponents’ bigword and
‘killing’ wastheir second. Weworked together - we
had a message and we stuck with it. Asthisisa
populist issue we said: ‘the state government, by
preventing physician-assisted suicide isinterfering
inthemostintimatetimeof your life! Don’tletthem
do it - vote for us and we will keep the nose of
Parliament out of your private affairs. And in
November wewon by a51 to 49 mgjority. Wewere
very specific in what we wanted and we limited the
goals;, weran aprofessional campaign; we did not
antagonisethemedical professionandweappeaedto

Change of Auditors

In order to meet the formal requirements for
thetransfer of auditors, aResolutionwill beput
to the members. At the meeting on 22 July
2001 memberswill beaskedto consider, and if
thought fit, pass the resolution that ‘BDO
Nelson Parkhill and Allworths be removed as
auditors of the company’.

In the event that the motion is passed, the
members will be asked to consider, and if
thought fit, pass the resolution that ‘Manser
Tierney and Johnston be appointed as the
auditors of the company.’

1 July 2001

popular sentiment. After thelaw was passed in 1994
our opponentsimmediately attacked againinthelegal
and the legidative arenas. They found ajudge who
shared their religious beliefs and did his best to
prevent the law from going into effect. We had to
defend ourselves, employing attorneys to represent

us at the Federal District Court and ultimately the
continued page 4
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Meetings

® VESNSW Extraordinary Meeting is being called at 2 pm on Sunday 22 July 2001 at the
Dougherty Centre, 7 Victor Street, Chatswood to consider a change of auditors. Our
guest speaker will beoncologist Dr Fran Boyle- her topiciswhen isterminal, Terminal?

® Associate Professor Helga Kuhse, Director of the Centre for Human Bioethics, will speak
about L egislation and the Situation in Belgium at the Sunday 18 November meeting.

® Central Coast - Meetings of the Central Coast branch of VESNSW will be held on Mondays
at 10 am on6 August and 3 December at the Gosford Senior Citizens Centre, Albany Street
Gosford. Contact: John Doyleon (02) 4384 6676. If youwould like alift to these meetings,
ring Debbie Mastin on 4975 2732 and she may be ableto help.

® Feelncrease- subscriptionshavenotincreased since 1997 and because of added costs, including
the GST, from 1 January 2002, the new feeswill be:

Subscriptions Standard Pensioner  Life
Single $20 $14 $230
Couple $35 $25 $350
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Regional Court. Eventually the courts rejected all
objections to the law and it was enacted just before
1997 election.

Atthe1997 e ectionour opponentswenttoOregon’'s
somewhat conservative legislature and urged that
they changethelaw tomakeit useless. They couldn’t
decidehow, sothey put aninitiativebeforethepublic
inNovember 1997 askingthemtorevokethelaw. This
time wereally raised the populist banner! We said,
‘we warned you in 1994 that the government can’t
keepitsnoseout of your businessand thisprovesit’.
Well, in 1997 we won by 60%.

In 1994 our opponentssaidthe

hour. Somelasted three or four hours, onedied after
11 hoursand onedied after 24, but no patient roused
from the coma. None of the opposition’s concerns
happened - therewasno dlippery slope. Thenumber
of peoplewhotook advantageof thelaw in2000were
exactly the same asin 1999. The number of deaths
was a tiny 27 in 1999 and 2000 - one thousandth
(0.1%) of the number of patientswho diein Oregon
annually. Butthenumber of patientswhoarereassured
because of the availability of the law is very many
timesthat number and eventhosepatientswho do not

proposed|lawwouldbeadisaster,
that it wasthe start of adlippery
slope, that the poor and the
elderly were going to be forced
into an early death, that the
disabled would suffer, that
assisted-suicide would be
provided to depressed people,
that doctorswouldbeperceived o
askillers, that it would destroy N\
the patient/doctor relationship
and so on. In 1997 they
concentrated on oneissue- that
the medication proposed to be
usedwouldbeadisaster: patients
would take the medicine and
vomitintotheir lungs; getlung
abscesses, have seizures or
becomementallyimpaired. They
usedfaseanddistorteddatafrom
Holland. The opposition has a

political agenda and they used
little fibs and big lies. When
they were dealing with the issues in an honourable
way, | empathised with them, because they thought
that thiswasgoing to lead to adisorderly society and
they arevery strongonorder. Butthey lost my respect
when they distorted the truth. We emphasised the
truth, and the electorate rejected their distortions.
Theresultsof theOregonHeathDivisionstatistics
from the passage of the law were completely
reassuring. Wehavehadresultsfrom 1998, 1999 and
2000andthey havebeenuniformly good. Thosewho
took themedication quickly fell asleep, rapidly sank
into adeep comaand most died peacefully withinan
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Eeprinted [pomm Arwrices |

go through the process are very reassured if they
knowthey canhavean’out’ if they getintodirestraits.
Thosepeoplewho usedthelaw weretermindlyill and
satisfied all the requirements of the law. What
ultimately drovethemwasthedesireto diewhenthe
threadsof their liveshavebeen brought together, and
thelaw facilitatesthisend.

Itisaprivilegeto sharetheseintimatediscussions,
and help patients and families to make the right
decisions- sorting out problemswith other members
of a health care team. Interestingly, the Oregon
Hospice Association eventually decided that no
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hospi cerepresentativewouldwithdraw fromthecare
of atermindly ill patient, even if the patient has
chosen aid-in-dying. Initially they were very
mistrustful but when they realised we had similar
motivesandwereworkingtowardsthesamegod, itis
amazing how rapidly their attitudechanged.

Asaresultof thelaw thepatient hasbeenempowered.
Thereisnow much more discussion between doctor
and patient. Therehasbeenatremendousi mprovement
inthe care of theterminaly ill. Now in Oregon one
third of patients die in a hospital, one third diein
nursing homes and onethird die at home (generally
70% of patientsdiein hospital inthe US). Thisisa
hugestepforward. Many patientsarereassured, even
though they don’t use the legidation, knowing that
they can. We know that unnecessary suicides have
been prevented andweknow that thedisaster that used
tooccur whendesperately ill patientstook medication
tokill themselveswithout knowing what sort to take
andinwhat dose. Thesewerethepatientswhovomited,
endedintheemergency roomor disabledthemselves.
Wedon’ tknow of asinglepatientwhohasendedupin
an emergency room. Dying at home has been
encouraged. There have been no complicationsand
physicianinvolvement hasincreased greatly. Half the
patientswho have died under the Act have had their
physicianinattendancewhenthey died.

Laws such asoursare for competent patients - the
law cannot hel pthosewho havelost competence. So
Advance Directives are of crucial importance. Itis
not just becauseyou aremaking plansfor howyouare
goingtodie, but thediscussionswithspouses, families
and patients, lead to an awareness that may not be
gainedinany other way. Itdoesn’'tjust helpyouwhen
youdie, it helpsyoutolive. | want to emphasisethe
huge importance of communicating ahead of time
withfamily members. Tohavesomefamily members
not understand what the dying patients wants,
complicates management. Talking toyour doctoris
hugely important so that you can understand each
other. If youhaven'ttalkedtoyour doctor, youarenot
intheminority. Therewasarecent study whichfound
that, if you ask patientsif they would like to discuss
these issues with their physicians, 70% of elderly
patientssaid‘ yes- | really think weshould discussthis
with our doctor’. However, only 17% havedone so.
Doctors were asked - ‘do you talk about issues of
dying with your patient? Would you liketo? Two
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thirds (67%) said ‘yes', but inreality only 10% had.
You need to stimul atethose sortsof discussionswith
your physician - unless you do, they often may not
havethought of theissuesor beawareof your wishes.

If thereality of anassisted deathistomoveforward,
you need adedi cated organi sational nucleus. Ithasto
bepolitically savvy; it hastohavewel |-defined goals
and goals that you stick to; it has to have popular
appedl. Theorgani sationmust enableyoutowithstand
the opposition effectively, and that means money.
Andyouneedasignificant proportion of themedical
profession to support, or at least to understand you.

Inconclusion, | know that your Northern Territory
law wasoverturned by thefederal government. | also
know that our Federal Government, by regulation, has
thepower to overturnthe Oregon Deathwith Dignity
Act. Itwill costthem support, but | believethey will
doit. But the benefit of the law is obvious and that
benefit cannot beundone. Wewill continuetoleada
cultural shifttowardsacceptanceof aid-in-dyingasan
appropriate option for asmall number of terminally
Il peopleandwewill eventually prevail.

QUESTIONS:

Q: Therearemany peoplewhoarelivingalonewho
don’thavetheresourcestodieat homeandwill diein
hospital. What about that? A: Thereis so much
oppositiontowardsthislaw that every institution has
taken astand. Catholic hospitals are very strong in
Oregon - they will not participate and prohibit their
staff from participating on hospital territory. Sothis
answersyour questioninonerespect. However, the
largest health maintenance organisation in Oregon,
the Kaiser Permanente, has a protocol whereby
patients under their care can receive aid-in-dying.
Staff who areadamantly opposed do not participate.
Atthemedical school fromwhichl haveretired, there
Is no provision for a physician-aided death in the
hospital, butthereisavery activepalliativecareteam
whichfeel sthat most patientsaresatisfied by thecare
they provide. If apatient can be sent home, they are
referredto physicianswhowill provideaid-in-dying
andtheout-pati ent pharmacy providestheprescription.
My wife and | have decided that if we became
permanently incompetent, neither of uswantsto be
kept alive and wewould haveto starveto death. We
haveasked our childrenif they would be prepared to
comeand helpthesurviving spouseastheother went

continued page 6
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through the processof dying, which might takefrom
sevento 21 days- youcanimaginewhat anextremely
stressful situationthat would befor asurvivingloving
spouse. They haveagreedtodo so. Planningaheadis
essential. | think thisisdifficult situationandonethat
Society isnot yet ready to address.

Q: A newspaper report mentioned that 39 people
obtained legal prescriptions in 2000, but only 27
died. Why isthis?A: Well,theeight whodidn'ttake
the medication were reassured by havingit. | had a
patient who was reassured by the prescription and
diednaturally. Thatisatriumph. Themedicationhas
worked every timewithout any complicationsandin
the case of one patient who vomited a little bit of
medi cation, shewasunconsciousinfiveminutesand
diedwithinahalf hour.

Q: What does'’ not bei ng coerced by your symptoms
mean? A: The patients would be assured that their
symptoms would be adequately treated so that
untreated symptoms would not coerce them into a
decisionto endtheir life. It isasafeguard to satisfy
opponentswho say that patientswould be driven by
pain and inadequaterelief of suffering.

Q: Do peoplein Oregon avoid the use of theword
‘euthanasia’. A: Yes. In fact, there are so many
inflammatory words and we wished to avoid words
which our opponents used, such as the word
‘euthanasid’, to confuse people. They talked about
what happened in Holland - people were euthani sed
againsttheir wishes.

Q: In Oregon is a plastic bag used in addition to
medication? A: Usingtheassisted suicidelaw, it has
been shownto becompl etely unnecessary and wedo
not advocateit.

Q: AdvanceDirectives. What happensif youhavean
acuteproblemandgotohospital andthey don’tknow
about the Advance Directive. A: This occurs very
frequently inthe Statesalthoughthereisaregulation
that all patientsadmittedto hospital sareasked whether
they havean AdvanceDirective. InOregonwehavea
formcalledthePhysician’ sOrdersfor LifeSustaining
Treatment, for usewhen the patient iscloseto death,
or serioudly ill, which is jointly completed by the
physician and patient who decidewhat treatment the
patient wants under specific circumstances. This
formisexplicitandissigned by thephysicianandin
Oregon in an emergency and somebody panics and
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calls the Emergency Medical Services team they
respect that form and do what it says. Thisisin
addition to Advance Directivesand it hasbeen very
useful.

Q: How canyou say that death will be within six
months. A: Our opponentssay that prognosisisvery
uncertainand how canyou say that apatient hasonly
hassix monthstolive. Andopponentssay ‘ youthink
they have six months to live, you give them a
prescriptionandkissthemgoodbye . Thisisnonsense.
Inreality, the patient and the physician talk with the
family and other advisersandthephysicianeventually
prescribes the medication and then monitors the
patient. Youdon’twant themto dieahead of timebut
youtrustthem. What isimminent? I sitthenext day?
Well, if that isthe case, then most patientswill have
lost competence. Isit within the next two weeks or
withinthenext month? | think the patient makesthat
judgement depending on circumstances within the
context of thislaw. Thesix monthsistheinitiation of
theprocess. Physi cian guidancecontinues, andwhen
the patient isvery closeto death, that isthetimethat
the patient usually makesthe decision.

Q: Thequestion isabout depression and Advance
Directiveshavingbeenmadepriortohavingatermina
ilIness. Would apsychiatrist be ableto say that you
aredepressed and thereforenot eligibleeventhough
you have thought about it years before and put your
wishes down on paper. A: Well, if you redly are
dying, you are likely to be depressed. None of us
really wants to die. But thereis areal distinction
between organicdepressionand* sadness . Weareall
sad at timesbut thereisareal difference between an
appropriate and an inappropriate expression of
emotion.

Q: Hastherebeenany impact onpalliativecare?A:
Palliative care in Oregon has been dramatically
improved. Every hospital in Oregon, eventhesmall
hospitals, now have palliative careteams. Tenyears
ago we heard nothing of palliative careteams.

Q: How can onebecertain that an old, frail person
Isnot being coerced by family memberswho might
benefitintheWill? A: Firstly, nolaw canprevent evil
doing. Secondly, the physician, palliative care or
home care staff are intimately involved with the
pati ent and that shoul d bean adequate saf eguard but no
one can give 100% protection.
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Emergency Necklace

If youareonmedicationor haveanillnesswhich
health professionals should know about in an
emergency, you can buy anecklace from your
chemistwhichcomeswithtwo options: ablank
plate(leavingituptoyoutofill in) or engraved
withthewords* SeeWallet’. Thenecklacesare
small and light and cost approximately $15.00.

The Society has supplied you with ayellow
Emergency Medical Record card which you
should signand carry inyour wallet. It should
list relevant health information - eg, that you
haveaheart problem, areadiabetic, areonanti-
coagul antsetc- thiswritteninformationiseasily
available to ambulance or emergency health
personnel. On the back of the card iswritten:
“Should my brainor body beso badly damaged
asto make my lifeintolerable, PLEASE LET
MEDIE..." If youreguireanew or replacement
card, please phone the office and we will post
one out. On checking with the Ambulance
Service, weweretoldthat if such anecklaceis
worn, the ambulance office would take notice
and look inthewallet for information.

Euthanasia: A Recurring

Utopian Dream?

John Carey, Merton Professor of English at Oxford
University, has edited The Faber Book of Utopias
(London: Faber & Faber, 1999).
Intheintroduction hereferstothe
brief period when euthanasiawas
legal intheNorthern Territory and
outlinestheoperation of thedo-it-
yourself euthanasiamachinewhich
Dr Philip Nitschke developed.
Carey describes euthanasia as
‘ another recurrent utopianmeasure,
recommended as long ago as the
sixteenth century, and likely to
becomeincreasingly popularinthe
twenty-first.” In 1516 euthanasia

was advocated by ThomasMorein hisbook Utopia,
which sparked endless debates about how serioudly
he meant it. More wrote:

... When people areill, they're looked after most
sympathetically, and given everything in theway of
medicine or specia food that could possibly assist
their recovery. Inthecaseof permanentinvalids, the
nurses try to make them feel better by sitting and
talking to them, and do all they can to relieve their
symptoms. Butif, besidesbeingincurabl e, thedisease
al so causes constant excruciating pain, some priests
and government officialsvisit theperson concerned,
and say somethinglikethis:

‘Let’'s face it, you'll never be able to live a
normal life. You're just a nuisance to other
peopleand aburdentoyourself - infact you're
really leading asort of posthumous existence.
Sowhy goonfeeding germs? Sinceyour life's
amisery to you, why hesitate to die? You're
imprisoned in a torture-chamber - why don’t
you break out and escapeto abetter world? Or
say theword, andwe' |l arrangefor your rel ease.
It’sonly common senseto cut your losses. It's
alsoanact of piety totaketheadviceof apriest,
because he speaksfor God'.

If the patient findsthese arguments convincing, he
either starveshimself to death, or isgivenasoporific
and put painlesdsly out of hismisery. Butthisisstrictly
voluntary, and, if he prefersto stay alive, everyone
will goontreating him askindly asever’.
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End-Of-Life Issues

An abridged version of Dr Malcolm Fisher’stalk at
theVESAnnual General Meetingon25March2001

Professor Fisher is
Clinical Professor,
University of Sydney
and Head, Intensive
Therapy Unit, Royal
North ShoreHospital.

Inthe 1990stwo interesting American studiescalled
theSupport Studies, looked at peopleingood hospitals
whowerenear theend of lifeandfoundthat very little
was known about their beliefs, that many suffered
frominappropriately treated painor received unwanted
resuscitation attempts. Theresearchersset outtosee
if they could changephysicians’ behaviour andwere
constantly alerting them about examples such as
patientswho didn’ t know what wasgoing on, did not
know thetreatment outcome, wereinpain, or didn’t
wishtoberesuscitated. Their effortsmadeabsolutely
no difference.

In 19811 started running scientific meetingswhich
talked about such issues. | heard adoctor inthe US
talk about different ways of using nurses' time. He
agreed to come to Australiato talk about dying. |
asked why he chosethistopic. Hesaid: ‘Y esterday
you talked about renal failure, what percentage of
your patients get renal failure? - *1%’; ‘and what
percentage of your patients die? - ‘15%'. Yet
probably 15,000 peoplein Australia every year die
in intensive care units, and in these units, it is
admitted that 80% of those people die when we are
not trying to makethem better. Sohesaid - * 15% of
your patients die - shouldn’t you know as much
about dying asyou do about renal failure? Histalk
changedthepracticeof intensivecareinthiscountry,
(much more so than any other talk), so we decided
that one of our goalswas going to beto improvethe
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way people died in intensive care units.

Professor Dunstan, aprofessor of economicsinthe
L ondon School of Economics, saidintheearly 1980s
that you shouldn’ tjudgeanintensivecareunit by the
number of peoplewho surviveasif each deathwasa
medical failure. You shouldjudgeit by thequality of
lifeof thosewho survive, and the quality of dying of
thoseinwhosebestinterestitistodieand thequality
of therelationshipsthat surround each death. In 1981
we began learning new ways of talking and dealing
with people and started to educate other doctors
about what they could do with thetoolsand thelaws
that they have. Thiswasavery excitingandinteresting
process.

What is a good death? An 86-year-old man was
starting to loose his marbles and his son, realising
this, came back from Hong Kong to get him into the
old people’'s home. Before he was admitted, he
wanted onelast surf at Bilgolaand hisson took him.
He changed into his wet suit, paddled out on his
boogie board and caught an enormous wave which
took him right into the beach where it dumped him
and brokehisneck. | saidto hisson that thiswasnot
an injury from which he can be resuscitated. Would
the old man want to live on aventilator for the rest
of hisdays, going nuts possibly with brain damage?
And his son said he wouldn’t, but he was worried
that if weturned the ventilator off, for therest of his
lifehe dthink that he' d killed hisfather. | said, you
are the best son anyone ever had. The last thing he
remembersis coming in on agreat big wave and in
six months he would be wearing nappies. The son
thought that hisfather woul d want to bedi sconnected
and we did that. That isagood death.

The relationships involved in each death are
important. Doctors, nurses, patients, pastoral team
and relatives should be on the same team because
most of the time we have the same goals, we want
someone alive and well, we don’t want people to
suffer and we don’t want people sitting in a home
unable to laugh, love or recognise people or keep
themselves clean. Indeed, the more we empower
relatives to be involved in this process, the more
Impressedweareasto how sensibleand how dignified
most Australians are in these circumstances.

How do we make a decision about whether it is
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appropriate not to treat someone and why isthis so
difficult? A model was developed by achaplainin
Florida who said that we start at Alpha and end at
Omega. In the beginning when we have everything
tolook forward to, it doesn’t matter how much you
make someonesuffer, becausethey will forgetitand
there isalot to look forward to. You don’t try to
make them suffer, but the dehumanising things we
doinintensive care unitsare worth it when the goal
iIscure. Down the other end, itisdifferent. Quality
of life is more important than the sanctity of life.
Comfort and dignity are more important than cure,
particularly if the chance of acureisremote. If you
consider it that way, then for each lifetherecomesa
point whereitisinappropriateto continuetreatment.
It has been said that the best way to turn a peaceful
death into a wild death is by inappropriate
intervention.

Therearetwo partsto this. There can be mistakes
in diagnosis and there are enough patients who we
thought should be let die, who are still walking
around to cast serious doubts on the quality of
diagnosis. Whenwearethinking about withholding
or withdrawing life support, what we really needis
medical consensus. Wewant all thedoctorsinvolved
to agree that thisisthe right thing to do. Only two
things can dispel medical uncertainty: time and
wisdom. We can keep people alive indefinitely so
there is time to try and sort these things out. The
second partisthequality of lifeissue. Thepatientis
the personwho canreally tell usbutinintensivecare
they arenot usually ableto. However, society seems
to empower us to try to find out what that person
would want and we spend many hours doing this.
Y ou have to keep reminding the family that we are
talking about what the patient wants. One of the
great thingsthat cameout of thevoluntary euthanasia
debate is that more people have discussed this but
once it was not the sort of thing that Australians
would talk about.

When we have worked out what the patient wants,
we can do a number of things. we can give them
enough drugs to make sure they are comfortable
evenif that shortenstheir life- the Double Effect. (In
South Australia, thisisenshrinedinlegislation - you
may use drugsto control pain and suffering to such
adegree that they may shorten life). The only real
difference between many of thethingsweareableto
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do now is that we grapple very much with the
concept of non-painful suffering. 1f someone has,
for example, Huntington's disease and can't ook
after themselves but they are not in pain, most
doctorsinthisstate are uncomfortable about putting
themonaninfusionof drugswhichareessentialy to
treat pain. It appears to me by looking at the South
Australian laws you can do thisisyou want to. We
needto educatedoctorsto usethetool sthey haveand
weshouldtry togetaNSW law about DoubleEffect.
This is covert euthanasia because no Australian
politicians are going to pass voluntary euthanasia
legidation as the religious fundamentalists would
descend upon them and it would cost them votes.

Wecanalso act with* Presumed Consent’. Whena
patient ison aventilator and thefamily agreesthat if
thispersonknew theoutcome, they wouldn’ t want to
beontheventilator, thenwewould thensay OK, this
iIsthesameasif the patient wasal ert and had refused
treatment. When | first wentto North ShoreHospital
death wasn't talked about. You put a blue card in
patients notes - because medico-legally it was
dangerous to put ‘Not For Resuscitation’. Now |
believe that 80% of people who diein our hospital
have a proper ‘Do Not Resuscitate’ order, which
says‘ Thisiswhat isto bewithheld - thisiswho was
involved in the discussion, this is the care to be
given’ and it issigned by aspeciaist. Thischange
Isatremendously important attempt to stop people
dying in abad way.

Suggestions that someone should die can come
fromanyoneandagain, thisisfraught with problems.
It is often doctors who think the treatment is
inappropriate. They discuss it and, generally they
conclude that this is wrong. If you get it wrong,
usually, theoutcomewould bethat someoneisgoing
to diewho shouldn’t die, and we would never know
- itisasdf fulfilling prophecy. The patient might
suggest they want to die. Thefirst test you apply is
that if someoneinintensive care unit saysthey want
to die, they probably are going to get better because
it is a pretty high level of thinking. If you are
comatose, you can’tdothat. Sowethenask what are
these people redly saying? Are they saying, my
painistoo great, are they saying | don’t want to be
aburden on my family, arethey saying you haven't
explained thingsto meadequately or arethey saying
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my time has come. If they are saying the fourth
thing, and we believe we have a duty to have them
die as well as possible in an institution, with their
families there, where they are cared for and treated
within their ethnic and religious beliefs. There are
some problems that | find particularly bad when
someone we know we could make better wishesto
die. One woman said she was not going on that
ventilator - | asked her if she understood the
consequencesof that and she said shemost certainly
did. When she lapsed into acoma, her family then
insisted that she be ventilated and we refused.

The relatives may make the suggestion. This has
alot of pitfallstoo. | once had aletter from alawyer
saying that if you withdraw any form of life support
from the patient, we will take you on with the full
rigour of the law. What they wanted usto do wasto
keep thisalmost brain-dead person alive so that they
could use it as leverage to get his son out of an
overseas gaol where he was imprisoned for heroin
trafficking. When the facts came from the lawyer
saying this, | sent back afax saying ‘Go for it'. We
heard nothing more and we took the guy off the
ventilator and hedied. Therearealso cultural issues
- the Chinese believe it is absolutely wrong to tell
patients they are going to die. In our culture, we
believe we should provide this information and we
usually do. However, alebanesemansaidif youtell
my father heisgoing to die, your housewill burnto
theground. Thesethingsareinfluencedby ‘ situation
ethics'.

A nurseor pastoral worker may make suggestions
about treatments. We did some studieswhichfound
that most people can get it right 80% of the time,
nursesare not asgood asthat, but certainly whenwe
are going to make a decision to withdraw care or to
provide aternative treatment or make a patient
comfortable, it must bewiththenurses andfamily’s
involvement. There are problems with so many
people making suggestions. Wetry and do it right
and most of thetimewe do it pretty well - overseas
visitors and socia workers who rotate through the
Unit, believe that we have achieved something very
valuable.

But there are still doctors who, | think, are not
aware of what they can do within the rules (or
defacto rules) we have and indeed, when we had all
those euthanasia debates when Peter Baume and |
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used to perform regularly on opposite sides, my
mission wasto try and get the public to know what
could be done - if they knew what could be done,
maybe they could then try and see that it got done.

Should thelaw havearolein all this? | have been
described as one of the foremost opponents of the
legalisationof voluntary euthanasiaand don’ tbelieve
you should legalise anything, because once you
includelawyers, thingsbecomesvery difficult. This
iIswhy we should try and keep legal processesout of
end-of-life care. Thefirst reason isthat end-of-life
care should be a private matter between health care
providers, familiesand patients. Thesecondthingis
because the public don’t want this. We drafted a
whole lot of legislation to surround end-of-life care
INNSW and had apublic meetingat Darling Harbour,
many yearsago, and every grouptheresaidwedon’t
want lawyers, we don’'t want laws, we want
guidelines, wewant toleaveittodoctors, heath care
workers and families. And someone asked the
Solicitor-General ‘Can you imagine, or isit likely
that anyone who did doubl e effect, or took someone
off a ventilator would be prosecuted? and the
Solicitor General said, ‘Oh no - | don’t think it is
likely’. Thequestioner thanasked, ‘ Butif they were,
do you think they would be found guilty?to which
hereplied, ‘Oh no - | don’t think so’. *‘And if they
werefoundguilty wouldthey get other thanaderisory
sentence? ‘No, | can't really see that happening'.
So, wedon't need lawsto protect doctors. [Editor’s
Note: Readers might like to read ‘Doctors in the
Dock’, Newsletter, July 1999, pages 4-5, in which
Barrister-at-Law Christopher Hoy gave a very
different view].

Thelegal system is about winning and losing and
ajudgewhoissolely thereto keep therules. So, we
shouldforget pushingfor euthanasialawsandfollow
theexampleof South Australiato achieveyour goal's
in amost a covert fashion. We have developed a
system in the Northern Sydney Areawhich we call
‘Elective Suicide’, where someone will see us and
say if thiswoman comesin havingtakenanoverdose,
please do not resuscitate her as sheisof sound mind
and she has made a decision. Under those
circumstances, if that patient turned up, we would
respect that decision. It is very difficult when
someone hastaken an overdose, not to immediately
resuscitate becausemost peoplewill not takeanother

July 2001



and they have things that can be treated and fixed,
but even so we won'’t resuscitate.

| think we really need to:

a) do something like the Support Study so that we
can measure what is happening to people in our
hospitalsto find out if the care of adying patient is
good or bad.

b) get Guidelines, and prevent people with vested
interests from subverting those Guidelines, so we
have something that doctors at | east can use without
fear or prejudiceandwewanttotry andkeeplawyers
out of thisprocessto prevent it becoming incredibly

messy.

Funeral for a magician

c) and it is great if people have a Living Will
[Advance Directive] or a clear-cut expression of
what you want but the Living Will is still difficult
and it would be nice if you could tell me what
‘reasonable’ means to you, because ‘ no reasonable
chance’ is something that trips us up.

Questionsand Answers

Q. Isn't thelaw already in there - the Crimes Act
1900 - an outdated law calling it murder? Suicideis
nolonger acrime- what dowehavetodotoget rid of
the law of murder in thisinstance? A. | think you
would makeagreat leap forward if we putinthelaw
something - and thisisreally new for me because |
have always believed the law should stay out of it. |
do think that a huge step would be to enshrine
Double Effectinthelaw, aslong asyou said pain or
suffering and then that virtually opensthe door. No
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one has to approve of euthanasia and the Right to
Lifers would think that Double Effect is all right.
Certainly, the Coroner has endorsed the Guidelines.
On the two occasions | was in the Coroners Court,
the way the patients had been looked after was in
keeping with the Guidelines.

Q. Recently there was a survey by the NSW
Department of Health reviewing the Guidelines for
end-of-life decisions. How confident are you that
we are going to get asatisfactory set of Guidelines?
A. | thought thefirst lot were satisfactory. It wasa
remarkable document - | wrote three quarters of it.
Thesearelnterim Guidelines, wewant themtobethe
final ones and about a year
ago, people started saying to
us- leaveitdone. Thereisa
real change in consumer
tolerance out there and there
is going to be alarge number
of people who will make
submissions and say that the
case should be decided by a
judgeor thisshouldbedecided
by the family and the doctors
should have no say in it
whatsoever. Soitisgoingto
be interesting to see what
comesout. Early onl saidto
Craig Knowles [NSW
Minister of Health] ‘You've
got todosomething about this.
People have got to know what they are going to get
- we have to tell the public. Nothing should be
covert’. And he got it on the agenda and now we
have made all our submissions- | have also called
up afew favoursand | think | am again going to be
on the committee that produces the final document
and will be ableto influencethe outcome. What we
had was al right but this may improveit. But you
always worry that some specia interest group will
comealongand Shanghai it. Thepdliativecarepeople
fed that thisisaspecidist activity whichthey shouldlook
after. Millionsof peopledieevery year intheworld.
| believethat thereare skillsthat every doctor should
try andrelearn. Palliative care people should bethe
specidigswhenthereisadifficult Stuation. That should
bethegod of theguiddinesand my fingersare crossed.
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Q. I hadtheexperienceof losing my husbandand
during the 16 months of hisillness| learnt that our
palliative care system is a complete waste of time.
Y ou talk about not legalising things, but there are
certain things that should be legalised - | remember
on one occasion the oncol ogist rang Canberrato get
permissionfor extramorphinefor my husband. And
they said *No, heisontheupper limit’ andthedoctor
had tried very hard to get permissionto givehimthe
extra. Onanother occasiontheGPwasgoingtogive
him some extra and the voluntary blue nurse said |
will report you of you increase hismorphine. With
regard to the submissions - | found it very tricky with
some of the questions. Document A gave one aspect
and then you read Document B and you find that
thereisalittle hidden twist there. They talk about
having Advance Directivesor Living Wills, but the
bottomlinewasthat they statedinthat document that
thedoctor hasthefinal say. Sowhat if heisguided
by theChurchof Romeor England?... | wantlegalisation
to know exactly wherel am and some protection for
the doctors.

A. | believe legidation will make it harder, not
easier. Therearetwothingsinthe document that we
werevery interested in and onewasthe bit about the
doctor hasthefinal say. | don’tyetknow what theright
answer isabout the appeal process. If youdon'tlike
what thedoctor isdoing, thenthereought tobearight
of appeal foryouand| don’ t believeajudgeistheright
person. Under those circumstances, we will keep
treating, wewon'’ tintroduceanything more, but keep
negotiating.

Another difficult issue is the phrase ‘death is
imminent’ - how do you define ‘imminent’? We
saidthat they shouldleavethat out altogether because
in an intensive care unit once a patient is on a
ventilator, deathisn’t imminent any more. What we
aretalkingaboutisapersonwhowishestodieif they
areindirecircumstancesandit doesn’ t matter whether
itisimminent or not and we hopethey will leavethat
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out. 1 am not sure about the appeal process, but |
know that the further negotiations move from the
Unit the more difficult, public and ‘likely to be
stupid’ it becomes and we have a patient
representative to assist and help present this.

Weare not going to agree on legidation, but there
must beaway of getting out of these situations. One
thing that the lawyers hate about the Guidelinesis
that the public and the doctors have made rules by
proxy andthat isnot theway it shouldbedone. It has
to go through Parliamentary Committees. But
effectively, that iswhat we did with the Guidelines
- or covert laws - with the belief that if you worked
within thisframework, you would be supported and
not prosecuted.

Aninteresting aside - two yearsago in Belgium |
give a lengthy talk about how to care for dying
people in intensive care units. My wife came to
listen for thefirst time. | got a standing ovation - it
was all touchy-feely and as we were leaving she
asked ‘ Do they pay you to comehereand givethese
talks? ‘Yes, | sad. Shesaid ‘That's absolutely
incredible. Everything you have said is common
senseandeverythingthat all womenknow intuitively.
Surely, what iswrong with medicineisthat themen
have been running it.” | think sheisright.
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