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Preface

This is a “Position Paper” rather than an exhaastitademic research paper. Its intention is tdgowiard
an ethical case for end-of-life decision-makingd&gion in South Africa.

Such legislation would clarify areas of legal una®rty, most notably in respect of terminal pain
management, withholding and withdrawal of life-suising treatment (also referred to as “passive
euthanasia”), and advance directives (a living arltl a durable power of attorney for healthcare).

More controversially, this Position Paper also agfor the inclusion of assisted dying (assistédidz
and voluntary active euthanasia) in a compreheresideof-life decision-making bill. It would mean
decriminalising what is currently unlawful.

In 1998, the South African Law Reform Commissidre(t the South African Law Commission) published
a report and accompanying dratft bill covering thmes territory as this Position Paper. It was
commissioned by Pres Nelson Mandela, tabled irndPaght in 2000, but officially ignored by the miinis

of health. It should serve as a basis for publlzatie Analogously, termination of pregnancy (alooijti
legislation was, in part, the outcome of such diputebate and legislative process.

Globally, many countries are addressing assistadydglbeit in different ways. Some have legalised
assisted dying and others have set criteria fopragecuting it.

In South Africa, the debate should be based osgiré, values and rights in the Constitution, arfarly
the interpretation of the right to life and itsimate connection with the right to dignity.

Our Constitution should shape a moral community ireds us together as citizens, despite the eiffer
personal, ethical and religious beliefs we mightehia our local communities. A constitutional demamy
means, among others, that we resolve our diffeseabeut the social arrangement of society by apyeal
to the Constitution, thus granting others the righitve by their convictions even if we disagregwhem.

Ultimately, at issue here is the suffering of peadpl the end-stage of life. Silence is also a eh@wc which
we are responsible.

This Position Paper was funded by the Ethics bmstiof South Africa (EthicsSA). The Addendum shows
the results of a scoping survey of South Africardica practitioners about end-of-life decision-rraki

I wish to thank my colleagues at EthicsSA for thseipport and encouragement. My thanks also go to
colleagues in the medical and legal professions eanomented on parts of earlier drafts and helpetome
avoid (at least some) indiscretions.

This Position Paper can only be read meaningfuilly e help of real-life stories of people wholsee
assistance with dying, or who wish to assist otlétts dying without becoming criminals in the prese
One such story is that of Prof Sean Davison. Hemgreturned from New Zealand, where he served a
sentence of house arrest for a crime he had naingibea. There and here the law fails to recognise
appropriately that human life is finite and thag thying process is a natural part of life, whichidld be
dignified and filled with compassion.

Willem A Landman

Executive Director, Ethics Institute of South Adr{&thicsSA)

Professor Extraordinaire, Department of Philosopbipjversity of Stellenbosch
Pretoria

18 May 2012






Executive summary

1. Background and objective

Life and death

Dying is a natural and inevitable part of life. ¥s$ we die an unnatural death, we will go
through a natural dying process. For some, it alpeaceful and dignified; for others it will be
filled with pain, distress and suffering. We do kobw which it will be.

Biological life is a good that makes all that weetsure possible. But when the life we experience
is no longer good, and death no longer bad, bdéradele to continued living — irreversibly so —
then the role of medicine changes from curing diseend saving or prolonging life to helping
usher in death in a way that is compassionate,ifugrand respectful of personal autonomy and
dignity.

Unfortunately, we tend to remain silent about theamfortable choices we face at the end of
life. But developments in medical technology, imtthg our ability to keep people alive, in
tandem with our constitutional framework, requinattsociety and the law reflect on our terminal
care practices.

The function of the law should be to createeanbling environmerfor responsible and
compassionate terminal care that might, among stinequire the potential hastening death.

Legal clarity and reform

In South Africa, one significant exception to thilence was the publication of the final report of
the South African Law [Reform] Commission ReporipjBct 86, dated November 1998 —
Euthanasia and the artificial preservation of liferoject86 (“SALC Report”) — on law reform in
respect of a range of end-of-life decisions. Ituded a draft bill, titled th&nd of Life Decisions
Act 1998 The report had been commissioned by the themnderds Mr Nelson Mandela,

following an approach by SAVES, a living will sogielt was tabled in Parliament in 2000 but
for a decade gathered dust on the desk of thentivgister of health, Dr MantoTshabalala-
Msimang.

The immediate objective of this Position Papepisdntribute to the public debate about end-of-
life decision-making, specifically around the aiamsl content of the SALC Repas is fit and
proper in a constitutional and participatory demaogr such as ours. It is therefore not primarily
aimed at an academic audience.



Ultimately, the outcome of the public debate shaa@dhe tabling in Parliament of a
comprehensive end-of-life decision-making billnas the intention with the 1998 SALC draft
bill. This would be no different from the legislegiprocess in respect of the termination of
pregnancy (abortion).

Legislative change would involve people’s deep-aathical beliefs about the value of life, the
purpose of suffering, and shortening life. Althougis necessary to discuss the ethics of end-of-
life healthcare decision-making, we know that setthical disagreements inevitably lead to an
impasse or stalemate about ultimate values. Tdveeslis, we need to findommon ground in

the spirit, values and rights embodied in the Cituisbn.

The challenge, therefore, is not one of reachmiggemenabout the ethics of end-of-life
decision-making practices, but to make the etldaak foregalisingthose practices. This would
require making existing lawlearerand, more controversially, initiating legafform by
decriminalisingpractices that are currently unlawful.

In essencen a constitutional democracy, such as ours, the@n ethical case to be made for
legal clarity and reform in respect of end-of-ldecision-making, relating to the need to resolve
an ethical impasse or stalemate about social pcastithat straddle the border between the
interests of the individual and interests of thaest

Four end-of-life decision-making practices

This Position Paper identifies and discusses fodrd#-life decision-making practices, each
recognising amdividual moral rightof persons in the terminal phase of dying. Eactnete

moral rights corresponds withnaoral obligationof interested parties, such as caregivers, family,
and the state.

These moral rights and obligations need to be m@sed appropriately in law, and this requires
greater legatlarity, but also legaleform The exact legal status of the following threecfices

— each involving an underlying moral right — regsigreatestatutory legal clarityto enable the
best possible healthcare for the dying:

Terminal pain manageme($ection 2) — the right to feee from unnecessary suffering
Withholding and withdrawal of potentially life-sasting treatmen{also referred to as
“passive euthanasia”) (Section 3) — the righa teatural deathand

Advance directive€Section 4) — the right tiwture control over one’s body

More controversially, this Position Paper arguesstatutory legal reforndecriminalising the
currently unlawful practice of:

Assisted dyingSection 5) (the umbrella term used hereafesisted suicidandvoluntary
active euthanasja- the right taassisted dying

A key question is whether decriminalising assistgithg would be consistent with — or perhaps
even required by — the bill of rights in the Congton, particularly the right to life.



2. Terminal pain management

Appropriate and adequaterminal pain managemeptoviding comfort care to a patient
suffering from a terminal diseaaedwhose death is imminent (who is in a terminal phars
end-stage of a terminal diseasgyhave the secondary effect of hastening deathnBailg,
this exposes medical practitioners to criminal eind liability.

Survey of medical doctors’ attitudes: Pain managenre and comfort care

In a 2011 scoping survey of South African medicakfitioners conducted for this Position
Paper (see Addendum at the end of this reporp)pretents were asked two questions about pain
management and comfort care. When asked whethgedonate administration of pain
medication was due fear of hastening a patient’s deah4% strongly agreed and agreed, 31%
disagreed, while 15% were neutral. When asked vehétladequate pain medication was due to
fear of criminal prosecution for hastening a patierdeath the responses changed to 39%
(strongly agree and agree), 40% (disagree) and(®&tral), respectively.

This indicates that under-treatment of pain isr&ogs problem, at least in part informed by fea
of criminal prosecution for hastening a patienesith in an effort to manage pain.

=

The need for legal clarity

Consequently, there is a need liegislative claritythat ensures adequate terminal pain
management according to the standard of care fdicalepractice appropriate in the
circumstances. This could be ensured by an hopetditation of thedoctrine of double effect
legitimising the possible shortening of life if tha the foreseen but unintended outcome of
managing terminal pain and suffering appropriately.

In its draft legislation, the SALC Report proposetgal provision to the effect that if a dosage
of medication is inadequate to relieve pain orrdi&t, a medical practitioner or nurse may
increase the dosage with the object of relievirag pain or distress, even if the secondary effect
is shortening the patient’s life. Certain forma&i#iare required, such as prescribed record-
keeping.

3. Withholding and withdrawal of potentially life-sustaining treatment

When a person is in the end-stage of a terminabdis, certain treatments may be inappropriate
because they are futile, of no benefit to the patier no longer achieve their intended goal.
Responsible healthcare requireswihholding or withdrawal of such inappropriate atenent
even though the treatment might be potentiallydifetaining(‘passive euthanasia’, a term
avoided in this Position Paper save for terminaabclarification).

Refusal of treatment should be a decision madethgreacompetenperson, or amcompetent
person’s substitute decision-maker, in consultatgh the attending medical practitioner. The
ethical considerations of personal autonomy and-wehg require that a patient’s refusal of
treatment be respected.



The need for legal clarity — Competent persons

Withholding and withdrawal of potentially life-sasting treatment is an area of great
uncertainty in need axplicit legal clarification for reasons such as the following:

Medical practitioners need to contend with a ramigguite different clinical cases;
Legitimate decision-makers may have potentiallyflicimg motives, interests and opinions;
and

With the death of the patient the decision becomesersible.

Explicit statutory recognition of the moral right@mpetenpersons to refuse life-sustaining
treatment by means of either contemporaneous @reavdirective instructions would amount to
therecognition of a legal right to a natural deathhe Constitution already recognises the
general right to autonomy or self-determinatioc@mpetent persons.

TheNational Health Act 2008equires consent for all medical treatment, amdhie refusal of a
service that might result in death. But these stayuprovisions — confirmed by our case law —
are tucked away in general provisions about infatc@nsent being required for all medical
treatment.

End-of-life decision-making legislation should rerecany residual uncertainty by clearly stating
that:

It is lawful to refuse potentially life-sustainitigeatment, provided clearly defined
conditions are satisfied:;

There is no legally relevant difference betweerhalding and withdrawal of potentially
life-sustaining treatment when the standards af tarresponsible medical practice are
observed;

The patient does not need be terminal,

Artificial nutrition and hydration are medical ttezent;

The refusal does not need to be in writing;

Medical practitioners are obliged to respect asaffof treatment; and

Should medical practitioners do so responsiblycaoeding to the standard of care for
medical practice, they would be immune from crirhiznad civil liability.

The legal position of mature, competemhorsrefusing potentially life-sustaining treatment
should also be clarified.

The SALC'’s draft bill is a good place to find guid on how to formulate such a statutory legal
provision forcompetenpersons to refuse potentially life-sustaining timent
contemporaneously.

The need for legal clarity — Incompetent persongheiut an advance directive

The Constitution recognises the inherent dignitewery person and to have that dignity
respected and protected. In respedhodbmpetent persons without an advance directhie
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right to dignity must be exercised by a substitigeision-maker. ThEational Health Act 2003
provides for family members or others to act asstute decision-makers on their behalf.

The problem, however, is that this barebones pi@vifor substitute decision-making on behalf
of a patient forms part of general statutory lggalvisions about the requirement of informed
consent for healthcare decisions. Quite understdaypdaedical practitioners may feel uncertain,
or fear litigation, if they were to withhold or widlraw potentially life-sustaining treatment from a
patient when directed to do so by a substitutest@cimaker. They may:

Fear that a decision that would hasten death maypeident, may be made by a
compromised substitute, or the like;

Be uncertain about the powers of the substitutapout formalities that might be required;
Regard the treatment demanded by the substitutdilesand thus inappropriate; and

Not know whose instructions should prevail if therere more than one substitute (say, two
children of the patient) and these substitutesgdesa

Ideally, a substitute should take the place ofpthigent in all respects, and their decisions should
be respected as if they were the patient’s owm ébey are potentially life-shortening.

Medical practitioners should not have a residuat that the substitute’s decision is not “really”
that of the patient. If a competent person may givadvance-direction instruction declining
potentially life-sustaining treatment in possibléuire but specified circumstances in which they
might find themselves, then that person’s legitergibstitute should be empowered to make that
very same kind of decision, provided, of coursat the decision meets recognised standards or
criteria for responsible medical decision-making.

It follows thatmedical practitioners should not be obliged todullthe instructions of substitute
decision-makers if the goal of the treatment isttamaable, futile, or of no benefit, and thus
inappropriate Typically, such cases involve demands that “a\éng should be done”
regardless of the futility of the treatment andrtsources required. Provision should therefore
be made for medical practitionersdecide unilaterally to withhold or withdrapotentially life-
sustaining treatment if the treatment goal is @i@dible, including decisions about seriously
defective newly born infants.

Incompetence and complexity

There are differerforms of incompetencall of which render one totally and irreversibly
incapable of decision-making. In respect of allhase, potentially life-sustaining treatment
would be inappropriate because it would be unnacgsmnd futile. To eliminate uncertainty and
provide protection, the law should refer explicittlypersons who:

Are clinically dead;

Are in a permanent vegetative state (PVS);

Have large-scale, irreversible lack of higher bigrtical) function and therefore severe
cognitive impairment, enabling only rudimentary asveess; and

Are severely defective newly born infants (neonates
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In addition, it may also be desirable to formulatead legal guidelines about the relevance of
depressiorfor the determination of a patient’s competencenédke end-of-life decisions.

There should also be statutory legal clarity altmw decision-making should proceiedespect

of incompetent persons without advance directiw#$) consensus among surrogate decision-
makers and attending medical practitioners beirgdbal. In the absence of such consensus,
attending medical practitioners should receive imityufrom prosecution founilaterally
withholding or withdrawing potentially life-sustamy treatment provided that (1) the healthcare
requested by the substitute decision-maker runsteoto responsible standard-of-care treatment,
and is therefore inappropriate and futile in threwnstances, and that (2) adequate comfort care
is not compromised. Moreover, the law should res®that administering artificial nutrition

and hydration is a form of medical care that mawtikheld or withdrawn, accompanied by
appropriate comfort care.

Any law aimed at providing greater clarity, may dée mention specific withholding and
withdrawal options. In addition to artificial nuion and hydration, there are do-not-resuscitate
(DNR) orders — where the standard of care for nagicactice is to perform cardio-pulmonary
resuscitation (CPR) in the absence of a valid na¢giactitioner’s order to withhold it —
intravenous (1V) fluids, nasogastric (NG) tubes] &me like.

Routine recourse to the courts to decide on apigpireatment or to settle disagreements about
appropriate care should be avoided. Given irrelslrsiotal, or almost total, lack of
consciousness, decisions about withholding anddnatal of potentially life-sustaining

treatment should be left to substitute decision-ensiland attending clinicians.

The SALC Report clearly expresses the need fol kearm in respect of withholding and
withdrawal of potentially life-sustaining treatméndm incompetent patients without advance
directives.

4. Advance directives

Any competent person may foresee the possibilitysmoming incompetent when they enter the
terminal phase of the dying process, and may wisiontrol their healthcare decision-making as
they are able to do when they are competent. Advdirectives are designed to enable
competent persons to express their preferencegiaadhstructions about such possible future
situations.

The ethics of advance directives is merely an elddrapplication of the ethical values of
autonomy, well-being, and respect for human digthiat find expression in contemporaneous
end-of-life decision-making by competent persons.

The need for legal clarity

The current legal position is set out in thational Health Act 20Q3The provisions in our law
regarding advance directives, although a step eright direction, are inadequaté. would
help to use the accepted terminology for the tvpesyof advance directives, namely, ‘living will’
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and ‘durable power of attorney for healthcare’j(mt ‘power of attorney’), but legal uncertainty
goes deeper than mere terminology.

A living will

The Act makes provision for a person to refuseatheservice “expressly, impliedly or by
conduct”. This implies indirectly that a living will which fieses potentially life-sustaining
treatment must be taken into account by a medieadtpioner. The Act is correct to
conceptualise a living will as having a narrow fecoamely, aefusalof potentiallylife-
sustaining treatment.

However, it should not be necessaryrtier a living will from one phrase in the section of agt
that deals with informed consent in general. Angvivill should be explicitly recognised, and
related issues surrounding it should be addressedh-as:

Its purpose and scope;

Its format and minimum formalities;

Whether it may in any circumstances be overriddefamily or medical practitioners; and
Whether someone acting on it is immune from crimamal civil prosecution.

A durable power of attorney for healthcare

The Act also allows for a second type of advanocective — the appointment of a substitute
healthcare decision-maker. Any person can “mandatether person in writing to grant consent
for healthcare decisions on their behalf shoulg ttecome unable to do so, and the Act provides
for a priority list of family members and othersavimay grant such consent in the absence of an
explicit, written mandate.

As with a living will, there is a need ttarify the legal status of a durable power of attorney fo
healthcare in respect of questions such as thafimiy:

Would the “health service” to which the Act refemslude services that could potentially
hasten death, should they be withheld or withdrawn?

Are there any circumstances in which a substitutetssion — even if it complies with other
laws — may be overridden by family or medical pitaxcters?

What if the attending medical practitioner has gosskon to believe that the treatment
demanded by the substitute is futile and theraf@appropriate?

What if the application of the Act means theretare substitute decision-makers — for
example, two children — and they disagree aboutréa@ment their parent should receive?
And would a substitute and medical practitioneirbeune from civil and criminal liability
for medical negligence, provided decisions areaesible and in accordance with the
standard of care for medical practice?

Following proper statutory recognition, theactical challenge®f advance directives would
need to be addressed. For example, people wouttitodee educated about the purpose and
benefits of advance directives. Extensive commuioinavould be needed on how to complete
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advance directives, where to lodge them so thgtwoeild be available when needed, and their
availability in acute-care settings as well asomg-term care facilities.

The SALC Report unequivocally supported statutegognition of advance directives, provided
that compliance with the wishes set out in the dueut would not be unlawful. It did not favour
rigid legal requirements. The Report underlinedrtéed to provide legal protection for medical
practitioners, and others acting under their dioegtagainst civil and criminal liability if
potentially life-sustaining treatment was suspenttealso supported a conscience clause for
medical practitioners wishing to opt out. In additi it held that a living will should only be
recognised as valid and legally enforceable iras@s$ it requested the withholding or withdrawal
of life support, not the active ending of life.

Survey of medical doctors’ attitudes: Usefulness afdvance directives

In the 2011 scoping survey of South African medpralctitioners, a vast majority of 75% agrepd
that advance directives (living wills and powersatibrney for healthcare) assist to clarify

patients’ wishes regarding treatment at the eriieobr when incompetent, while only 12%
disagreed. One could expect this positive resptingse, should legislation be passed to clarity
outstanding issues, accompanied by a public educatimpaign.

5. Assisted dying — Assisted suicide and voluntary eiinasia

In this Position Paper, the terms ‘assisted dyamgl ‘assistance with dying’ are used as umbrella
terms for both ‘assisted suicide’ (including ‘daetssisted suicide’) and ‘voluntary (active)
euthanasia’ (or simply ‘voluntary euthanasia’). Téen ‘euthanasia’ is not used, unless for
terminological clarification, as is the case here.

Voluntary choice to end life

For a discussion of both the ethics and the laassfsted dying, it is crucial to bear in mind that
with assisted dying we are dealing witee orvoluntary choices by competent persons to end
their lives. No-one is forced, coerced or unduRuenced to make that decision. So, any talk of
“deciding for (competent) others” that they shoulié, is totally out of place in this discussion

Assisted dying is unlawful

Both forms of assisted dying — assisted suicidevahghtary euthanasia — are unlawful in South
Africa. Legal reform would mean legalising whatigrently unlawful. This Position Paper
argues that there is a stroaitpical case for legalising assisted dyiftige ethics of legalising this
practice) based on the values and rights in thest@ation. But since assisted dying is such a
highly controversial and emotive topic, this PasitPaper also discusses criticatyme key
ethical arguments for and against assisted dythg ethics of this practice).
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Survey of medical doctors’ attitudes: The ethics oassisted dying (doctor-assisted suicide
and active voluntary euthanasia)

In the 2011 scoping survey, South African medicatptioners expressed their views on the
ethics of assisted dying (assisted suicide andwaty euthanasia). Two out of every five
respondents (40%) either affirmed that, or werestiain whether, they woulaldminister a
lethal drug upon requegperform voluntary active euthanasia). This petaga rose marginally
to 43% when respondents were asked whether theldwoavide the means to enable assisted
suicide This is an indication that respondents belieeettio forms of assisted dying — doctor-
assisted suicide and voluntary euthanasia — tethially speaking, similar or identical.

Very significantly, however, when respondents waslked whether they could imagine a futur
illness bad enough th#tey themselvaesould commit assisted suicide, or would ask aeegjle

to perform voluntary euthanasia threm this percentage rose by roughly 50% to almost two

thirds (63%).

4]

Although ethical argumentsr assisted dying appear to be stronger, argunagatstthis
practice need to be taken seriously. The end rissatt ethical impasse or stalemate. Escaping
from it would require us téind common ground on a level other than our défife, basic, ethical
and religious beliefs, by interrogating the contehbur common constitutional values and
rights, and by asking what these require from usunconstitutional democracy.

Constitutional interpretation needed to resolve el stalemate — The right to life

Could our constitutional rights be interpreted unch a way that assistance with dying — assisted
suicide and voluntary euthanasia — could, or evawutd, be decriminalised within clearly
defined parametersPhere are respected legal academics who contanthih underlying values,
spirit and purport of relevant sections of the Giunson would support the introduction of
assisted dying in South Africa.

A key constitutional issue revolves around therpmation — specifically limitation — of the
constitutional right to life The same legal academics argue that, in theataeemination of
pregnancy, the right to freedom of choice and idpiet to bodily integrity are justifiable
limitations to any other right that may be infrimgey such an act, provided there is compliance
with all regulations. The anomaly is that, givenght to life, there is no right to die that would
be the equivalent of the right to abortion.

One could also argue that our common-law defingiohcriminal offences guiding our case law
appear to be inadequate to do justice to the wyidgrethical values that inform assistance with
dying. They lack the necessary sensitivity for gpecircumstances in which persons may wish
to claim their right to exercise autonomous choregmrding their suffering and continued life.
They leave no legal space for assisting someodettor their own good, when that is their free
and rational preference, without risking criminalkvil liability. There is insufficient legal
recognition of the fact that life may have suclwa fuality that death becomes the only escape
from all-consuming, irreversible suffering.
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Three legalisation options in the 1998 draft bill

The SALC Report offered three legislative optiomsaspect of assisted dying. Option 1 retains
thestatus qupwith assisted dying remaining unlawful. Optioprdposes legalising assisted
dying, with the involvement of the patient, theeatting medical practitioners and the family in
the decision-making. Option 3 also proposes leg@jiassisted dying, but the decision-making
becomes the responsibility of an institutional elsommittee.

The SALC Report favours Option 1. This Position &agitempts to rebut the SALC Report’s
arguments against legalising assisted dying, aguesarthat something akin to Option 2 should
become law. This is where the public debate shooildmence, informed by interpretation of the
relevant sections and spirit of the Constitutiohe Tebate should take note of international
developments in several countries in the intervgdih years, since the publication of the SALC
Report. Importantly, a number of issues would rfeetther discussion to settle the boundaries of
what would be permissihlenost notably legal safeguards to prevent abuse.

Whatever the different religious, ethical, clinieadd legal viewpoints we might haeedebate
about the ethics of decriminalising assisted dyiig essence a debate necessitated by the
ethical imperative to interpret fundamental congtanal rights in respect of an area of human
need

In summary, we have very persuasive ethical andtitational grounds for debating and
seriously considering the inclusion of assisteshgdyt assisted suicide and voluntary euthanasia
— in comprehensive end-of-life decision-makingdkadjon, together with provisions clarifying
decision-making on the legal status of terminahpaanagement, the withholding and
withdrawal of potentially life-sustaining treatmeand on advance directives.

Survey of medical doctors’ attitudes: The need folegalising assisted dying (doctor-assisted
suicide and voluntary euthanasia)

In the 2011 scoping survey, South African medicatptioners were asked two questions abqut
the need for legalising assisted dying. When askeetherdoctor-assisted suicidghould be
legalised, 51% said no, while 49% strongly agreggeed or were neutral. When asked whether
voluntary active euthanasshould be legalised, these percentages chandg&¥%dno) and 47%
(strongly agree, agree and neutral) respectivelginaindicating that these two practices were
regarded as the same.

An overwhelming 81% indicated that assisted dyimgudd only be contemplated when a patient
is terminally ill, whereas a significant one in lei12%) felt that assisted dying does not requijre
terminal illness.

One-third (34%) of respondents indicated that exdburse of their medical practice, patients had
requested¢hem to hasten their death.

In the final analysis, at issue is the moral impeeathat public policy in the democratic state
should establish a responsible balance betwespect for individual autonomy (the right to
choose for assisted dyinghdsocietal (state) interest in protecting the rigbtife.
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Section 1 Introduction

1.1. Background and objective

End-of-life decision-making in South African healéine has to contend with the absence of
adequate certainty about the boundaries of wHagally permissible. Certainly, the variety and
complexities of individual cases will never be yutiovered by legal provisions that are, of
necessity, formulated in general terms. Still,eaciheed exists for the creation of a legal
framework within which patients, their familiescahealthcare professionals will be able to
make difficult end-of-life decisions with greatexghl certainty and better guidance, thus
affording them greater protection, confidence amuhfort.

This Position Paper presents an ethical case fgalelarity and reform in respect of end-of-life
decision-making — firstly, clarity in respect ofattis legal but insufficiently clear, and secondly,
reform in respect of what is currently unlawful.

This is not an abstract or comprehensive ethicdegal research paper on end-of-life decision-
making. It simply defends the position — admittsdiypewhat tendentiously — that such decision-
making should be placed on the public agenda, &sasd proper in a constitutional and
participatory democracy, such as ours. Rather thdmancing abstract arguments, it seeks to
assist in focusing the public debate on issuesghatild concern us all.

Ultimately, the outcome of the public debate shdadhe tabling in Parliament of a
comprehensive end-of-life decision-making bill.siWwould be no different from the legalisation
process in respect of the termination of pregngabyrtion).

Medical decisions about life and death are contaak involving some of our most treasured
personal and religious beliefs. Still, controvedggs not justify unexamined acceptance of the
status quolndeed, South Africa has a Constitution with stitiable bill of rights that

challenges us to examine existing social practicesnew light. And we have done so in respect
of other controversial social practices, such galising the termination of pregnancy (abortfon)
and abolishing capital punishmeértipth of which probably run counter to majority fiab

opinion.

Uncertainty and lack of legal protection relatatoumber of end-of-life decision-making
practices, most notably the following:

Terminal pain managemerfeear of shortening life, and thus possible ciadl @riminal
liability, informs a tendency to under-treat thenpand suffering of terminally ill patients.

! Constitution of the Republic of South Africa A8 bf 1996
2 Choice of Termination of Pregnancy Act, 92 of 1996
% The Constitutional Court ruled that capital punigint is unconstitutional and an unacceptable liioiteto the right to life (section
11 of the Constitution). S&&v Makwanyan&995 2 SACR 1 (CC).
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Withholding and withdrawal of potentially life-sasting treatmentThe circumstances in
which one may refrain from potentially life-sustaig treatment, by either not commencing it
or terminating it once commenced (also referreaisttpassive euthanasia”), lack legal
clarity, resulting in unnecessary artificial lengiing of life, thus preventing a natural death,
for fear of litigation.

Advance directivesCompetent persons may give instructions about heiv healthcare
should be managed — should they become incomptetelecide for themselves — by means
of an advance directive, such as a living will ggaaver of attorney for healthcare given to a
substitute decision-maker. However, advance diregtenjoy an uncertain legal status in
South Africa.

Assisted dying (assisted suicide and voluntaryaaghia) With assisted suicide, the
proximate cause of a competent person’s deatkisdivn voluntary action, but it is made
possible when a healthcare professional or othaopesupplies the necessary means to
commit suicide. Voluntary (active) euthanasia osauhen a competent person voluntarily
requests assistance with dying and the proximateecaf death is an act by a healthcare
professional or other person, for example lethalctiion. Such acts are highly controversial
and indeed unlawful. But the question remains wéretheir legal prohibition is ethical and
constitutional.

In the late 1990s, we missed the opportunity teeneour law in respect of all these end-of-life
decisions following the publication by the Southriédn Law [Reform] Commission (“SALC”)
of its final report, dated November 199&uthanasia and the artificial preservation of life
(“SALC Report”) — which also included a draft balh end-of-life decisions, titleEind of Life
Decisions Act 1998This report had been commissioned by the theridees Mr Nelson
Mandela, and covered the whole range of end-ofdi#eisions, not only the more controversial
practices of assisted suicide and voluntary eufiana

The report and its accompanying draft bill werdadbn Parliament in 2000 but have been
officially ignored over the past 14 years. For aatke, it gathered dust on the desk of the then
minister of health, Dr Manto Tshabalala-Msimang.yis happened, is an open question.
Anecdotal evidence suggests that she consideteeidicine for the rich® and thus, presumably,
not worthy of legal reform requiring the applicatiof public resources. But everyone, regardless
of wealth or social standing, eventually dies, miteunnecessary pain and suffering, and also in
public hospitals.

Resources spent on the SALC Report should not g@$te, particularly since the issues
addressed in the Report remain with us. Moreobherwtorld has moved on in the 14 intervening
years. Several countries have revisited, or anently revisiting, their legal frameworks for end-
of-life decision-making.

In the final analysis, there are people who suffemecessarily and die in an undignified manner.
Their wishes appear to count more during theirslittean at the end of their lives, when fear, pain

“ South African Law Commission Report Project Bthanasia and the artificial preservation of liferetoria, November 1998.
http://salawreform.justice.gov.za/reports/r_pr8&hen_1998nov.pdf

The South African Law Commission was subsequertfiamed the South African Law Reform Commission.

® Personal communication with a journalist who coted the minister's office towards the end of feent of office.
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and suffering may be at their worst. Often thislketo a feeling of abandonment in their greatest
need. Unabated media reports over the years coatabihis — most recently, in December 2011,
with the guilty verdict and house arrest in New|&ad of South Africa-domiciled Prof Sean
Davison.

The reasons for revisiting end-of-life decision-mmak— addressed by the SALC Report — are
very persuasive. They add upato ethical imperative to question the adequacyunflegal
framework to govern end-of-life care. Remainingrgilon these admittedly uncomfortable issues
is also a choice for which we as a society are oesfble and should be held accountable

1.2. Ethics

Fundamentally, the debate about what is right amtign end-of-life decision-making and care

is an ethical one. Underlying each of the four efitife decision-making practices is an

individual moral right of persons in the terminhlgge of dying. Each of these moral rights
corresponds with a moral obligation of interestadips, such as caregivers, family and the state:

Terminal pain managementthe right to béree from unnecessary suffering

Withholding and withdrawal of potentially life-sasting treatmentalso referred to as
“passive euthanasia”) — the rightamatural death

Advance directives the right tduture control over one’s bogdgand

Assisted dyingassisted suicide and voluntary active euthanasikg right taassisted dying

An ethical debate about these moral rights andyatitins may proceed on two levéisamely:

The ethics of end-of-lifdecisiongthe ethics of a practice); and
The ethics ofaws about end-of-life decisions (the ethics of legatisa practice).

This Position Paper is primarily concerned with litéer — ethical justification for legislative and
public-policy clarity and reform regarding end-dtldecision-making that will provide greater
legal clarity, thus mitigating the undesirable camsences of the legal and healthcategdus quo

But this Position Paper also engages with arguneadnst the former — the ethics of end-of-life
practices and decisions — because deep-seated| dtbiiefs and positions inform the content and
direction of the debate about the ethics of legidrm.

1.3. Law

Earl Warren, 14 Chief Justice of the United States Supreme Ceaitl, the following: “In

civilized life, law floats in a sea of ethic§Ethics and law both embody standards or norms for
good, right and fair conduct, practices and ingafs. Only some of our ethical standards or
norms are codified or laid down in law. Beyond lgn& lies a vast area where the goodness,
rightness or fairness of our conduct requires aerdtion about, and interpretation of, what is to
be done.

® SALC Report, p 94.
" http://thinkexist.com/quotation/in_civilized_lifew_floats_in_a_sea_of_ethics/204665.html
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Over time, our moral insights, and thus the stagsglaf ethically acceptable conduct, change.
Some of these ethical changes are reflected ingefsato the law. For example, slavery was
universally the norm, but is now illegal everywhaem®men had an inferior legal status in global
social morality, but, with some exceptions, thisdslonger the case; and in certain jurisdictions,
attempted suicide used to be a crime.

It would thus be quite natural for the legal pasitregarding end-of-life decisions to change over
time, since it reflects changing underlying ethicaights and understandings following, for
example, advances in medical technology.

This Position Paper starts from the viewpoint thatlegal framework in respect of end-of-life
decisions needs to lotarified and, where necessary, substantiedfprmed It is unnecessary
that routine but agonising decisions are made evae difficult for lack of clarity and fear of
being on the wrong side of the law.

Legalclarity would provide guidance, protection and comfortdecision-makers who act
according to the standard of care for already l&efal-of-life medical practices.

In addition, legafreformof — or decriminalising — currently unlawful agsi$ dying would
resolve the ethical impasse or stalemate causédfbyent ethical beliefs about assisted suicide
and directly terminating life.

In essencehere needs to be an enabling legal environmentdsponsible end-of-life decision-
making

The justiciable bill of rights in the Constituti@ontains rights that are ethical claims or
entitlements, with corresponding responsibilittesce some of these rights bear upon end-of-life
decisions, we therefore have an ethical duty tecetipon what the Constitution’s requirements
in this regard might be.

Constitutionally-grounded public policy is non-sae@n, informed by ethical and constitutional
values rather than religious belief. Of courseicstdraws from religion, among others, but
public policy remains neutral in respect of thecies of faith of specific religions, or religious
belief in general.

The key task of this Position Papetasargue for statutory legal clarification and refo in
respect of four end-of-life decision-making praegi@ach with underlying moral rights and
obligations, with a view to enabling the best poleshealthcare for the dying:

Terminal pain management (Section 2);

Withholding and withdrawal of potentially life-sasting treatment (Section 3);
Advance directives (Section 4); and

Assisted dying — Assisted suicide and voluntarhanasia (Section 5).

20



Each of these will be discussed as follows:

An explanation of the meaningslay terms

A discussion of some of thethical considerationat issue; and

A description of theurrent legal positiorand suggestions fatatutory legal clarification or
reform
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Section 2 Terminal pain management

Terminal pain management is an end-of-life decisi@king practice that recognises theral

right of individuals in the terminal phase of dyitmbe free from unnecessary sufferiag well

as the corresponding moral obligation of caregiviensiily and the state to respect that right. The
law should be clear about the legal status ofrtglg and obligation.

2.1 Terminology

Key terms for a discussion on the ethics and latewhinal pain management are the following:

‘Suffering is a mental response to the experience of epthgsical pain or mental distress.
‘Comfort caréor ‘palliative caré (from the Latin palliare’, to cloak) is healthcare directed
at preventing, alleviating (reducing) or termingtsuffering. It may be administered for
curable and incurable diseases, at any stage digbase, and is therefore a wider concept
than terminal care, including hospice care. Condare for an incurable diseasenen-
curativecare and provides onkymptom (pain, distress) relighd thus contrasts witacute
caré, which strives to restore health. Comfort careynmevolve ‘palliative sedatioh that is,
“intermittent and continuous as well as superfiflight] and deep sedatiofy sedation

being the allaying, assuaging, or soothing of jpgimeans of a narcotic drug or anxiolytic.
A narcotic drug, such as morphine, is an overalatee or central depressant that produces
drowsiness.

It is notoriously difficult to define when a pattas ‘terminal. Efforts to do so by means of
the time the patient is expected to live (for exanpo longer than six months) are
inaccurate and do not take into account the diffetr@jectories — ups and downs — of
different disease progressions. One may haeenainal diseasea disease that would
eventually kill,without yet being terminah the sense of having reachegoint of no return
where death is imminendeath being hours, days, or perhaps a week oaivay. Of course,
this understanding of ‘terminal’ is also in ternigime, butthe time before the person is
expected to die is very short and intimately coteweto a point of no return

With terminal patients, comfort care may involpetentially life-shortening symptom relief
where the administration of a sedative to reliem® gymptoms has the potential side-effect
of suppressing respiration. Whether a sedative shayten life, depends on different
variables, such as the stage of the disease odiodage of the sedative. At the one extreme, it
is possible to hasten death with a dosage strooggénso that the patient dies, as it were, at
the end of the needle; at the other extreme, tii@ise simply calms the patient while it is
impossible to know whether it shortens life or wiegtthe patient might have died anyway
without the sedative at more or less the same time.

8 Udo Schiiklenlet al: End-of-life Decision-Making in Canada: The Repoytthe Royal Society of Canada Expert panel in-Bfd
Life Decision-Making Bioethics Volume 25, Number S1, 2011, pp 1-73, at p 6.
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Such potential life-shortening symptom relief mayib the form of terminal sedatioh) that

is, “potentially life-shortening deep and contines@edation intentionally combined with the
cessation of [artificial] nutrition and hydratioR.”

Some invoke thedoctrine of double efféd justify ethically the intended direct
consequence of administering medication — namdisf i@ suffering — while a hastened
death is foreseen as an indirect but unintendedreevitable consequence.

2.2 Ethical considerations

Traditionally, end-of-life comfort care decision®se with the management of end-stage cancer.
But, there are several chronic diseases that pomege of questions for end-of-life decision-
making, such as dementia, congestive heart failm®nic obstructive pulmonary disease, and
acute chronic depression that fails to respondstatnent.

Whatever the disease, end-of-life decision-makiogsdnot detract from the need to provide
appropriate and adequate comfort care. We strivelieve suffering throughout our lives, and it
should be no different at the end of life. The He&lrofessions Council of South Africa
(HSPCA) confirms that a healthcare provider hasty th assist a dying person to alleviate
suffering in the terminal phase of illneSs.

Some argue that suffering has a purpose, and thergfiould be endured. Interestingly, this
argument is seldom, if ever, advanced when-terminalsuffering is at issue; only when ending
suffering could possibly hasten the death of a trehpatient. Whatever metaphysical or
religious reasons may be advanced for the moratiatve to endure suffering — for example,
that it ennobles or purifies the soul, or helpsigl growth — others are morally entitled to
reject them, autonomously preferring to be freednfsuffering.

Under-treatment of terminal patients’ sufferingjuced by pain and consequent distress, is a
worldwide phenomenon and it is no different in $o#frica. Two possible explanations for this
tendency are, firstly, our inability truly to undésnd and identify with the suffering of others
(since one person cannot experience another'srgwgfand suffering cannot be directly
measured but is inferred from bodily signs) andpsely, the fear among medical professionals
of doing harm, including hastening death, which @xpose them to legal liability.

® See footnote 8.
1% Health Professions Council of South Africa (HPCSBliidelines for the withholding and withdrawing ofatment, Booklet 1,2
Pretoria, May 2008, Clause 1.3, p 1.
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Survey of medical doctors’ attitudes: Pain managenré and comfort care

In a 2011 scoping survey of South African medicakcptioners conducted for this Position
Paper, respondents were asked two questions adoutranagement and comfort cAr&vhen
asked whether inadequate administration of painecaédn was due téear of hastening a
patient’s death54% strongly agreed and agreed, 31% disagredate ¥5% were neutral. When
asked whether inadequate pain medication was digat@f criminal prosecution for hastening
a patient’s deaththe responses changed to 39% (strongly agreagreée), 40% (disagree) and
21% (neutral), respectively.

=

This indicates that under-treatment of pain isréoge problem, at least in part informed by fea
of criminal prosecution for hastening a patienesih in an effort to manage pain.

So, a key ethical issue regarding comfort caremhinal patients is under-treatment of suffering
caused by pain and distress, constituting inadedeaminal care management. There is no
ethical justification for unnecessary sufferifgyofessional medical care requires responsible,
adequate management of pain-induced suffering

Importantly, howevereven the best conceivable pain management and darafe do not
remove the need for an ethical and legal debatesathee more controversial forms of assisted
dying, namely assisted suicide and voluntary ewbmr(discussed in Section 5, below). The
argument that pain medication, coupled with a cativeal dosage of sedative, would keep
patients asleep until they die a natural déatinores patients’ legitimate preferences noti¢o d
in a state of deep palliative sedation or termsalation, or in circumstances they regard as
undignified. Comfort care would not, for some atsg enable them to die a dignified death free
from suffering if it ignores or overrides their anbmous choice to have control over the time
and manner of their death.

This point is mentioned here because some belf@tegbod comfort care makes the whole
debate about assisted suicide and voluntary ewtl@maalispensable academic exercise. This
disregards or diminishes the importance of persandnomy and is based on a misconception
of personal autonomy as selfish and anti-commuaita?

Moreover, the SALC Report found “that the fear tingentives for providing palliative care
would be diminished if assisted suicide and aatwvhanasia were decriminalised, were
unfounded.* The Report’s draft bill guards against this by inglkassisted dying conditional
upon there being no other way to release a persoms$uffering. Failing this condition would be
a breach of the law.

Still, any debate about assisted suicide or volyrgathanasia (see Section 5, below) should
proceed from the assumption that the most apprepec@nfort care possible is non-negotiable in
all end-of-life decision-making.

1 See the Addendum at the end of this Position Ré&jigures 9 and 10.

12 selma Browde: Good palliative care removes neeelithanasiaBusiness Day25 November 2011. See also SALC Report, p 100.
13 Jonathan Victor Larsen: Death with integriBguth African Medical Journal (SAMYolume 101, Number 11, November 2011,

pp 781-782. Also see Section 5.2.1.1, below, acdmapanying footnote 55.

4 SALC Report, pp 105.
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2.3 A case for legal clarity

In so far as the under-treatment of suffering esrésult of uncertainty about the limits and
consequences of terminal pain management, anddherfear of civil and criminal liability, the
law guiding such care should be clarifiBdin management, with its possible attendant ogks
hastening death, is standard-of-care medical peactine law, apart from its already existing
controls on medical malpractice, should not inhieitninal pain management by placing it under
threat of prosecution for doing the right thingtbe basis of responsible clinical judgment.

Since the absence of legal clarity evidently ctuties to the under-treatment of pain, the legal
position in this regard should be clarified. Confzare that meets the standard of care for
medical practice should be explicitly divorced framil and criminal liability, even if such care
also happens to hasten deatfhis could be done bgxplicit legal recognition of the doctrine of
double effect in respect of end-of-life decisidrtse standard of care for medical practice should
be decisive, because it is a matter of clinicagjudnt rather than a legal matter. Law should
create an enabling and protective environment fedioine to do what it should.

The SALC Report did just that in its draft legigat when it proposed a legal provision to the
effect that if a dosage of medication is inadeqi@atelieve pain or distress, a medical
practitioner or nurse may increase the dosagetivilobject of relieving that pain or distress
even if the secondary effect is shortening thespéis life. Certain formalities are required, such
as prescribed record keepitig.

In summaryjegal clarity requires a statutory provision thdtavs for responsible clinical
decisions regarding terminal pain management. Py life-shortening symptom relief, if the
intention is to ease pain, should be explicitlyalkesed — the doctrine of double effect.
Responsible, standard-of-care medical practice &hoat be the domain of the courts. Failure to
adhere to the standard of care for medical practiamedical negligence — is the business of the
law.

! Submissions to the SALC, SALC Report, p 53 (atit.Also see Melodie SlabbeNtedical Law — Suppl. 65: South Africa:
Alphen aan den Rijn: Wolters Kluwer, March 20114d.
® SALC Report, pp 8-9.
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Section 3 Withholding and withdrawal of potentially

life-sustaining treatment

Withholding and withdrawal of potentially life-sasting treatment is an end-of-life decision-
making practice that recognises theral right to a natural death of individuals ingtierminal
phase of dyingas well as the corresponding moral obligationaskgivers, family and the state
to respect that right. The law should be clear abwilegal status of this right and obligation.

3.1 Terminology

Key terms for a discussion on the ethics and lawitfholding and withdrawal of potentially
life-sustaining treatment are the following:

‘Withholding potentially life-sustaining treatménteans to refrain from commencing
treatment that has the potential to lengthen diagua person’s life, for example by
providing cardiopulmonary resuscitation (CPR) fgueason having a cardiac arrest, or renal
dialysis for a person in renal failure, or antilstfor an acute, life-threatening infection.
‘Withdrawal (cessation) of potentially life-sustaigitreatmeritmeans terminating
treatment, previously started, that has the pa@kttisustain a person’s life, for example by
disconnecting a person from life support, such asmilator.
Withholding and withdrawal of potentially life-sasting treatment are sometimes referred to
as passive euthanasiaa term avoided in this Position Paper.
‘Competencein this context, means the capacity of persongriderstand, reason about,
make decisions, and communicate about their heakho an end-of-life situation.
Competence is task-specific, thus one may be canptd choose one flavour of ice cream
over another, but incompetent to make an irrevierdife-changing decision. Competence is
relative to a range of variables, such as knowledgewisdom, mental development and
mental degeneration.
A ‘substitute, proxy or surrogate healthcare decisioeket is a person who is ethically or
legally empowered to make healthcare-related detwsson behalf of a patient who is
temporarily or irreversibly incompetent to makeitloavn healthcare decisions. The
substitute makes healthcare decisions in the stetid patient, on the basis of appropriate
standards or criteria in the circumstances, such as
0 Subjective standard from what one knows about the patient, one awénat the patient
actuallywould have wanted,;
0 Substituted judgment standardoy imaginatively placing oneself in the positfrthe
patient, one deduces what the patmnatbablywould have wanted; and
0 Best-interest standard from the available options, one chooses therreat option
with thehighest net benefitising objective standards.
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When a decision to withhold or withdraw life-sustag treatment is made without the
knowledge of the patient or the patient’s subgsitigcision-maker, it amountsuailateral
refusal (withholding or withdrawal) of treatmerfior example, writing a do-not-resuscitate
(DNR) order on a patient’s hospital chart with ath@ut consulting the patient or the
patient’s surrogate decision-maker.

3.2 Ethical considerations

In this Position Paper the terms ‘refusal’, ‘withdiog’ and ‘withdrawal’ of potentially life-
sustaining treatment are used, rather than the‘parssive euthanasia’, where the term ‘passive’
indicates that the action performed by the persiba withholds or withdraws treatment is an
omission (passive) rather than an act or commiggiotive).

For human beings, as for other creatures, thexeecessary connection between life and good.
Biological life is the precondition for all that experienced as good. This connection may,
however, be broken, so that the life we experieagerything considered, is no longer good (a
benefit, desirable, or worth livingdr that the good that does remain is outweighed by for
the one whose life it is. For example, biologicdllyman life irreversibly devoid and incapable of
consciousness is no longer a good; or in a hurf@asditurated by pain and suffering the bad
might outweigh the good.

Given this human condition, persons find themseirnestuations where decisions need to be
made about the withholding or withdrawal of potelti life-sustaining treatment. Such decision-
making is either by persons who are competent tcersach decisions (Section 3.2.1, below), or
on behalf of persons who are no longer, or havemiegen, competent to do so (Section 3.2.2,
below).

3.2.1 Competent persons

According to theethical principle of autonomy or self-determinatieompetent persons have a
moral right to make decisions that are their ovefiecting their own values and preferences. This
would include decisions about their healthcare,théreroutine or in end-of-life situations. More
specifically, in end-of-life situations, patientaywalidly refuse potentially life-sustaining
treatment, choosing that such treatment be withtveldithdrawn. And they would do so because
they themselves judge that the bad of life decigigatweighs the good. Thus, one may
autonomously judge a life consumed by suffering stngped of dignity not worth living, and

that judgment deserves respect.

Our autonomy is embedded, and indeed constituteal network of relationships. Some rely
more heavily on others in making their decisions|uding end-of-life decisions. In a less
individualistic, more communitarian culture, indivials may view their decisions as expressions
of a collective will. But even in an extreme comritanan culture it is improbable that decision-
making is completely heteronomous such that a p&docus of decision-making is completely
outside themselves, subsumed, in some roboticdashnder the will of others or the collective.
There will always be some space for autonomousprtes, judgments and decision-making
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about what is right and wrong, good and bad in geraand, more specifically, about one’s
continued life and healthcare.

In short,the assertion of our autonomy that leaves spacedoision-making that is ultimately
one’s own is not dismissive of community and fabolyds, and thus the influence of the will of
others in our lives’ (See Section 5.2.1.1, below.) Personal autonomesdn degrees. Ethics
requires that it be respected in whatever degraanites.

The recognition of autonomy means that competersioms should be allowed to make their own
healthcare decisions, even if their lives are €mad as a consequence. @mil-beingis not
simply an objective matter; it also has a subjectemponent. Well-being relatesabjective
factsabout our health as well as @ubjective experience or sensfeour health and dignity. The
principle of autonomy recognises our moral freedommake judgments about the subjective
element of our well-being, including valid refusafgotentially life-sustaining treatment.

Apart from contemporaneous decisions, the prinapleutonomy also extends to competent
individuals expressing preferences and giving utdions regarding their treatment in possible or
foreseen scenarios where they may no longer havalitiity to make autonomous decisions.
Advance directiveare the subject matter of Section 4, below.

Competence in respect of valid refusals of potéwntide-sustaining treatment is not confined to
adults only.Mature minorsmay be competent too, for example a 12-year-ald e¥ho has been

in and out of cancer wards over many years. Chogicdl age alone is an unreliable indicator of
competence.

To summarise: the ethics of withholding and witherbof potentially life-sustaining treatment
from competenpatients centres round a recognition of their @anoy. Their autonomous
decisions involve judgments about their well-beimglfare or interestsSince well-being has an
objective element, clinicians’ judgements are ndadadetermine the objective facts. But the
subjective element of well-being relates to paseekperience and assessment of their well-
being, and their autonomous choice to decide abitbholding or withdrawal of potentially life-
sustaining treatment. Respect for autonomy meamgnising the right of others to judge their
own well-being, thus respecting their human dignity

3.2.2 Incompetent persons without advance directige

Turning toincompetent, but formerly competent, persons withduance directiveghe ethics of
decision-making about the withholding or withdrawépotentially life-sustaining treatment
would be determined by the appropriateness oftiathe treatment is supposed to achieve. If
the goal of treatment is unattainable, then treatnmepursuit of that goal is futile or without
benefit. Treatment that makes a worthwhile lifegiole, brings about a benefi@ut merely
restoring vital functions while no worthwhile life possible, is futile, achieving an effect that is
no benefit.

7 Jonathan Victor Larsen: Death with integriBguth African Medical Journal (SAMYolume 101, Number 11, November 2011,
pp 781-782.
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For example, merely continued biological life —wito prospect of any conscious life — of a
patient in a permanent vegetative state (PVSje&tment with amappropriategoal. Thus,
withholding antibiotics from a PVS patient for ttieg a life-threatening infection would be
ethically justified — even if death is the consetree— since meaningful or worthwhile life is
impossible, which is amtrinsic ethical justification. Life-sustaining treatmenbwd befutile
since the patient cannot derive any benefit from ierms of a meaningful or worthwhile life. An
independentextrinsig ethical justification for withholding antibiotiasould be that resources
could be utilised more effectively to achieve aprapriate goal.

Likewise, attempting to restore a patient with seand irreversible brain damage or
degeneration to conscious life may beuaattainableand thereforémappropriateobjective.
Thus, discontinuing (withdrawal of) ventilator supp after an initial period to ascertain the
extent of the brain injury or degeneration, woudddbhically justified, for the same reason as
with a PVS patient.

We recognise the legitimacy of the practice whettetglthcare decisions may be made by
substitute decision-makeas behalf of formerly competent patients, thussfarring

autonomous decision-making authority to someone el has the capacity and moral standing
to do so. Substitute decision-making would includkd refusals of routine as well as life-
sustaining treatment.

The different standards for substitute decisionimgkvould kick in sequentially: if the (1)
subjective standard cannot be applied for lacldejaate information about what the patient
actuallywould have wanted, the (2) substituted-judgmeartddrd should be used, requiring a
determination of what the patigmtobablywould have wanted, but for lack of adequate
evidence, this standard could also be replacetidy3) best-interest standard that calculates
which option would have theghest net beneffor the patient.

Withholding or withdrawing potentially life-sustang treatment fronseriously defective newly
born infants—who have never been, and would never become, cemipaiequires substitute
decision-making by their parents in consultatiothvaittending medical practitioners. Such
decisions should be based on clinical facts alb@isériousness of the condition, prospects of
recovery, envisaged quality of life and the likedahould be tested against Hest-interest
standardfor substitute decision-making.

Whoshould act as substitute decision-maker on behalh incompetent person without an
advance directive? Ideally, there should be a cengedecision among substitute decision-
makers (such as close family members) and attemdedical practitioners.

How should substitute decision-makers decide on belfi@h incompetent person without an
advance directive? They should be guided by anoppiaite and attainable treatment goal as well
as by appropriate interventions necessary to aetif@t goal. Unfortunately, matters are not
always that simple, and the death bed often becdtimeesite for making amends for past neglect
or even extending life to enable inheritance batitebe settled.

There are clearly definable situations where strethgcal arguments — relating to futility of
treatment and irresponsible use of scarce heaéihreaources — can be advanced in favour of
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unilateral decision-makinghus overriding substituted decision-making ingoit of
inappropriate or unattainable treatment goals, & would hasten death. Substitute
decision-makers should be consulted and persuadethey lack moral justification to insist on
treatment with an inappropriate or unattainabld.goansider Case Study 1, below, of an
anonymised real-life situation.

Case Study 1: Irreversibly non-responsive octogenam patient in ICU

Mr X is an octogenarian male patient who is forpatictical purposes non-responsive to outsige
stimuli. He only shows occasional signs of rudinaeptconsciousness, his condition appears
irreversible, and he shows no signs of improvemdathas been occupying a neurology
intensive care unit (ICU) bed for two years. Heerees multiple daily medications and is given
physiotherapy daily, but his limbs remain rigid. iddéreated aggressively with antibiotics
whenever he contracts an infection. Three spetsalisit him on an almost daily basis.

Mr X’s family wants everything done for him. Hisptealthcare plan has paid all his medical
bills, amounting to over R12 million.

Even if Mr X’s family could afford to pay for hisgatment when his healthcare insurance cover
is exhausted, the ICU bed that he occupies magdpgred for someone with excellent health
prospects but who needs to be pulled through ate @cisis. Surely, there is an overwhelmingly
strong ethical case for attending medical practéis tooverrulethe decision of the family or
substitute decision-makers that “everything be ddmethe patient. Moving the patient to an
ordinary ward or a step-down comfort-care factityuld shorten his life, but would be the right
thing to do.

Lack of understanding of end-of-life decision-makivptions should be managed proactively by
appropriately informing patients and family membepsn the patient’s admission to a
healthcare facility.

3.3 A case for legal clarity

The law should recognise, and create the spacetfically responsible decision-making in
respect of withholding or withdrawing potentialifelsustaining treatment from competent and
incompetent persons. It is an area of great legedntainty in need of explicit legal clarification,
for reasons such as the following: medical praxigrs need to contend with a range of quite
different clinical cases; even healthcare decisiarkers who act according to the relevant
standard of care for medical practice neverthel@sshe risk of criminal or legal action;
interested decision-making parties may have patiygonflicting motives, interests and
opinions; and with the death of the patient thasiec becomes irreversible.

Decisions about the withholding or withdrawal otgdially life-sustaining treatment are made

by competent patients (Section 3.3.1, below), ob@malf of incompetent patients (Section 3.3.2,
below).
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3.3.1 Competent persons

The Constitution recognises thght to autonomy or self-determinatiospecifically the right to
freedom and security of the person (section 12hielwincludes the right not to be deprived of
[one’s] freedom arbitrarily and without just caws®l the right to security of and control over
[one’s] body — and the right to privacy (sectior). Ifireatment that keeps competent persons
alive against their will would override their penst autonomy.

First, legislation should state explicitly that ampmpetenperson has the right to decide
contemporaneousihat potentially life-sustaining treatment shob&lwithheld or withdrawn,

and that only comfort care should be given. Thisi@ddress uncertainties that prevail, rightly
or wrongly.

It would confirm our case law’s “unambiguous reciign and acceptance of the right of the
patient, who need not be terminal, to refuse askfeing medical interventiot® This right of
refusal flows from the right to autonomy or seltatenination, which extends to the right to
control over one’s body.

How clear and explicit is current law? Section &fljheNational Health Act 2008equires
consent for all medical treatmetincluding, by implication potentially life-shortening
treatment. This would mean that a contemporanesfusal of potentially life-sustaining
treatment, constituting an order to withhold orhditaw such treatment, would be legal. This
interpretation is strengthened by Section 7 (19{ehe Act which states that refusal of a service
that might result in death, but where the servies vefused “expressly, impliedly or by
conduct”, was permissible.

This significant statutory provision for refusalmdtentially life-sustaining treatment (which is
also an indirect legalisation of a living will —es8ection 4.3.1, below) is tucked away in general
provisions about informed consent being requiredfty treatment. This is not good enough.
End-of-life decision-making legislation should rer@@ny residual uncertaintyy clearly stating
that it is lawful to refuse potentially life-sustaig treatment, provided certain conditions are
satisfied; that the patient does not need to beibted; that the refusal does not need to be in
writing; that medical practitioners are obligedéspect patients’ competent preferences in this
regard; and that, should they do so in terms obtardard of care for medical practice, they
would be immune from criminal or civil prosecution.

Such legislation should also make it clear thatdleno legally relevant difference between the
withholding and withdrawal of potentially life-sasting treatment® This is necessary given the
fairly widespread belief that since withdrawal atgntially life-sustaining treatment is a
commission (of killing) and withholding such treamnt is an omission (of allowing to die), the
latter is ethically acceptable but the former fAdtis belief is unsustainable. In both cases, the

8 SALC Report, p 43.
1% Section 7(1) of th&lational Health Act, 61 of 2008ays that no health service may be provided witaquerson’s consent, thus
creating a general legal prohibition against treathwithout consent.
2 Clarke v Hurst NO and othefis092 4 SA 630 (D), at 633 G-H, held that in deteimy legal liability for terminating a patient’s
life, there was no justification for drawing a dstion between the omission to institute life-sursing treatment and the
discontinuation thereof. See SALC Report, pp 208-20so0 see Melodie Slabbeitedical Law — Suppl. 65: South AfricAlphen
aan den Rijn: Wolters Kluwer, March 2011, p 143.
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underlying condition of the patient causes deathwithdrawal first allows acute treatment,
which is then withdrawn if it proves to be unneeegr futile. Importantly, both withholding

and withdrawal are actions for which people argoasible and can be held accountable, and
that — rather than the mere activity or passivitthe action — counts ethically or matters morally.
References to withdrawal, followed by a naturaltdeas “killing” are totally inappropriate.

Moreover artificial nutrition and hydrationshould be recognised awdical treatmenthat can

be withheld or withdrawn. The mere thought that sone may die of hunger or thirst, even
though the patient does not suffer and the undeglyiedical condition makes death imminent,
some people find, quite understandably, upsetteggbse of the symbolic meaning of food and
water. The SALC Report only refers to “life-sustammedical treatment® in its draft bill,

which includes artificial nutrition and hydratidmyt finds it unnecessary to mention these
explicitly. Of course, the dying process, with atheut artificial nutrition and hydration, should
be accompanied by terminal pain management anadppate comfort care generally.

Second, statutory law should recognise the riglebofipetent persons to choose that potentially
life-sustaining treatment be withheld or withdrastrsome future time when they might no
longer be competent to do so. Saclvance directivewill be dealt with separately (see Section
4, below).

Third, the legal position ahature,competent minoreefusing potentially life-sustaining
treatment should be clarified in statutory law. Bf_C Report recognises that chronological
age alone may not be a reliable indicator of coempe in respect of end-of-life decision-
making. In its draft legislation, the SALC recomrdsrthat persons above the age of 18 and of
sound mind be given legal authority to refuse pidéiy life-sustaining treatment, whereas
persons above 14 years of age and of sound minttiweed to be assisted by their parents or
guardians?

Subsequently, th€hildren’s Act 20051as recognised the autonomy and independent decisi
making ability of children of 12 years and olderonmay now consent to their own medical
treatment, including surgefy.

The SALC'’s draft bill is a good place to find guid on how to formulate such a statutory legal
provision forcompetenpersons to refuse potentially life-sustaining timeent
contemporaneousfy.

Explicit statutory recognition of the moral right@mpetent persons to refuse potentially life-
sustaining treatment by means of either contemmonasior advance-directive instructions (see
Section 4, below) would amount to ttezognition of a legal right to a natural death
(Contemporaneous instructions would be by the pagethe patient’s substitute decision-maker,
and advance-directive instructions would be by rmezra living will or power of attorney for

2L SALC Report, pp 206, 210.

22 SALC Report, pp 226-227.

% Children’s Act, 38 of 20Q5ection 129.

24 SALC Report's draft bill, section 3(1)-(4), pp 2287.
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healthcare.) This right to die naturally could beagnised in a local equivalent of state laws in
the United States that recognise a right to a ahtlgatt’>

Such a statutory provision would confirm the paositof the Health Professions Council of South
Africa (HPCSA), which states that “the health carefessional may alleviate the suffering of a
terminally-ill patient by withholding treatmentei.allowing the natural process of death to

follow its course™®

3.3.2 Incompetent persons without advance directige

Incompetent persons lack the capacity to makenaliend-of-life decisions and are therefore
unable directly to demand that their rights — inahg their right to dignity — be respected. The
Constitution recognises th@herent right to dignity of every person and tav@dheir dignity
respected and protectd@Dignity in the context of withholding or withdramg potentially life-
sustaining treatment invokgsiality-of-life considerationsTreatment that keeps alive the bodily
functions of anincompetenperson, without benefiting the pursuit of a megfuhor worthwhile
life, would diminish a person’s dignity.

3.3.2.1 Substitute decision-making for incompet@atrsons without advance directives

How, then, could decisions about withholding orhditawing potentially life-sustaining
treatment be made on behalf of incompetent persbhsfe are two possibilities.

First, such decisions on behalf of incompetentgesould be madender the direction of an
advance directive which they made while still cotapie (Advance directives are discussed
separately in Section 4, below.)

Secondsubstitute decision-makers may make contemporandeisions on behalf of
incompetent persons in the absence of an advaneetige In this way, a substitute decision-
maker exercises the right to dignity of an incorepeperson. If an incompetent person did not
appoint a substitute decision-maker while still petent, specific individuals may acquire the
status of substitute decision-maker in virtue @frthelationshipwith the incompetent patient.

What exactly does the law say about substitutesaecimaking that may potentially shorten life?

(Here the focus is on substitute decision-makindpeabsence of an advance directive. Section

4, below, addresses advance directives, one typdich involves substitute healthcare decision-
making on behalf of an incompetent person.)

Section 7(1)(b) th&lational Health Act 200Brovides for a competent person, “mandated or
authorised” by another person [an “advance direttivthe Act does not use this term], to make
healthcare decisions on their behalf, in the absence of such an mandate, for famdgnbers

% North Carolina General StatuteArticle 23 §90-321, Right to a natural death.
http://www.ncga.state.nc.us/EnactedLegislation(Bes/HTML/ByArticle/Chapter_90/Article_23.html
% HPCSA:Guidelines for the withholding and withdrawing téatment, Booklet 1 Pretoria, May 2008, Clause 1.3, p 1.
2" Constitution of the Republic of South Africa A@8Dbf 1996 section 10. For a brief analysis of balancingabestitutional right to
dignity as well as other constitutional rights,tbe one hand, with the constitutional right to lié® the other, in respect of assisted
dying (assisted suicide and voluntary euthanaseg,Section 5.3 of this Position Paper.
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or others to act as substitute decision-makersheir behalf?® (The terms ‘substitute’,
‘surrogate’ or ‘proxy decision-maker’ are not usedhe Act.)

The problem, however, is that this barebones pi@vifor substitute decision-making on behalf

of a patient forms part of general statutory lggalvisions about the requirementinoformed
consentfor healthcare decisions. Quite understandablygicaépractitioners may feel uncertain,

or fear litigation, if they were to withhold or widiraw potentially life-sustaining treatment from a
patient when they are directed to do so by a substilecision-maker. They may fear that a
decision that would hasten death may be imprudeay, be made by a compromised substitute,
or the like. They may be uncertain about the poweéthe substitute, or about formalities that
might be required. Or they may regard the treatrdentanded by the substitute as futile and thus
inappropriate. If there is more than one substitsdg, two children of the patient) and they
disagree, whose decision should prevail?

Ideally, a substitute shoutdke the decision-making place of the patient imespectsand their
decisions should be respected as if they weredtiert’s own, even if they are potentially life-
shortening. Medical practitioners should not hawe esidual fear that the substitute’s decision

is not “really” that of the patient, provided, aurse, that the decision meets the standard of care
for medical practice. If a competent person cae giv advance-direction instruction declining
potentially life-sustaining treatment in possibléuire but specified circumstances in which they
might find themselves, then that person’s legitersibstitute should be empowered to make that
very same kind of decision. The substitute’s deaishould meet the appropriate standard for
substitute decision-making in the circumstances)etg the subjective, substituted-judgment, or
best-interest standard (see definitions in Se@i@nabove).

Given, however, that the substitute’s decisionsikhoonform to the appropriate standard of care
for medical practice, it follows thamedical practitioners should not be obliged todallthe
instructions of substitute decision-makers if tbalgf the treatment is unattainable or futile, and
thus inappropriateTypically, such cases involve demands by thetgubsthat “everything

should be done” regardless of the futility of theatment and the cost involved. But “(t)here are
many kinds of treatment that a patient or her swibstdecision-maker might seek that a
healthcare provider might wish, or feel compelledieny because he believes that there are
insufficient healthcare resourcés meet the demand, it is not in {hetient’s best interestsr it
does not meet thetandard of cardor medical practice” (emphasis addéd).

Statutory legal provision should therefore be madenedical practitioners to decidailaterally

to withhold or withdraw potentially life-sustainingeatment, thusverridinga substitute
decision-maker. This would preclude scenarios stiscGase Study 1 (the ICU case, see Section
3.2.2, above), but it would indeed contradict th¢.S Report’s draft bill which states that a
medical practitioner shall not act in a manner thatuld be contrary to the wishes of the
interested family members of the patient, unlesbaised by the court to do 8" The SALC'’s
positionwould open the door for the family to insist onléuand thus inappropriate treatmeras

% These provisions of tHational Health Act, 61 of 200&e set out more fully in Section 4.3 of this Fosi Paper, where surrogate
decision-making is discussed in the context of adeadirectives.

29 Udo Schiiklenlet al: End-of-life Decision-Making in Canada: The Reploytthe Royal Society of Canada Expert panel in-Bfd
Life Decision-Making Bioethics Volume 25, Number S1, 2011, pp 1-73, at p 66.

%0 Draft bill in the SALC Report, section 8(1)-(4) 285-236.
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is the case in the United States. Even if the faoolld afford to pay, such inappropriate
treatment might exclude others from beneficial (hdiie) treatment, for example, an ICU bed or
ventilator support. Even though consensus withahaly about the withdrawal of potentially
life-sustaining treatment is the ideal, if this nahbe achieved in some instances, the courts
should not be the routine recourse to overridepnagiriate surrogate preferences.

Of course, this might be viewed as unjustified patksm. Deciding between respecting and
overriding a substitute decision-maker’s autonoeguires ethical justification. A key ethical
issue would be to determine whether there arergryasts at stake justifying a charge of
paternalism. For example, an irreversibly non-respe@ person may no longer have any direct
interests for the decision-maker to consider, winolild make a charge of paternalism
meaningless. Importantly, with a proper advanceative in place, questions about paternalism
would not arise (see Section 4, below).

Particularly in respect cferiously defective newly born infantginions differ about choosing
between withholding and withdrawing life-sustainingatment! Some prefer withholding
treatment because it is less of an emotional buadens passive rather than active; others prefer
withdrawal because it offers a chance to assegsatient’s prognosis and chances of successful
treatment. Withdrawal also makes it less likelyt tiheatment will be inappropriately withheld
when a good outcome is possible. In this regaelRityal College of Paediatrics and Child
Health (RCPCH) identified five situations whereniay be ethical to withhold or withdraw
potentially life-sustaining treatment from infaatschildren — brain death; PVS; “no chance”
situations; “no purpose” situations; and “unbeagébltuations. These may assist with law
reform to achieve greater clarity about medicatpecas that should be recognised as both
ethically and legally permissible.

In essence, decision-making on behalf of incompeiersons requires, first, respecting advance
directives (including the appointment of a subgtitecision-maker — see Section 4, below) and,
second, substitute decision-making in the absehaa advance directive, each with its
boundaries of appropriateness. An end-of-life desisnaking bill, incorporating some of the

key elements of the SALC Report’s draft bill, stlbprovide greater clarity in respect of
deciding for others who are incapable of makingrtben decisions?

3.3.2.2 Forms of incompetence

There are different forms of incompetence, all bfck render one totally and irreversibly
incapable of decision-making. In respect of allhase, potentially life-sustaining treatment
would be inappropriate because it would be unnacgsmnd futile. To eliminate uncertainty and
provide protection, the law should refer explicitlypersons who are incompetent in the
following ways.

%1 Sharon Kling and Mariana Kruger: Chapter 13, Ragd ethics, in Keymanthri Moodley (editoiledical ethics, law and human
rights: A South African perspectiveretoria: Van Schaik Publishers, 2011, pp 183-20Pp. 196-199.
%2 See the draft bill in the SALC report, pp 235-6fiisal and cessation of potentially life-sustairtiegitment in the absence of an
advance directive) and pp 233-235 (advance direstiegarding refusal or cessation of such treajmiot the latter, see Section 4
of this Position Paper.
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Brain death

First, a patient may bainically dead® The criterion for death in South Africa is braieath in

the sense of whole-brain death, that is, the dessat the functioning of both the cortex (that
makes consciousness possible) as well as the &ism(that enables respiration and circulation).
There is no cogent ethical reason for keeping kidaad people alive through artificial means by,
for example, ventilator support.

For transplant purposes, and with the necessasynm&@d consent, keeping a brain-dead person
alive for organ harvesting would be ethically jtist in terms of both respect for autonomous
choices and benefiting others.

Permanent vegetative state (PVS)

Second, a patient may bea permanent vegetative state (PVH)e regions of the brain
supporting consciousness are totally and irrevigrsibn-functional, but the brain stem still
enables spontaneous respiration and circulation Case Study 2: Th@larke Case, which is
probably the best authority regarding the legaltfrsin South Africa in respect of life-
sustaining duties towards PVS patients.

Case Study 2: TheClarke* Case

The patient, Dr Clarke, a general practitioner, {eftsorain-damaged following cardiac arrest,
He was resuscitated, but due to prolonged cereln@tia he suffered serious and irreversible
brain damage, became deeply comatose and werd PWU5. After three years, his wife asked
the court to appoint her curatrix with the powemithhold further treatment and to discontinue
nasogastric feeds. Although Dr Clarke had signidray will, the court did not rule on the lega
status of a living will, but held that discontingimedical treatment would not be unlawful. Mrs
Clarke was appointed curatrix, Dr Clarke was disgéd from hospital and died at home on
14 August 1992.

The court’s reasoning is instructive. The courthght “(a) duty not to discontinue life-
sustaining procedures could not arise if the prooeslinstituted have proved to be unsuccessful.
The mere maintenance of certain biological functisnch as heartbeat, respiration, digestior
and blood circulation, without the functioning bethigher, consciousness-enablifghin,
cannot be equated with lifé would thereforenot be unlawful to discontinue the artificial
maintenance of that level of lifemphasis addedy’

33 SALC Report, pp 29-36.
34 Clarke v Hurst NO and othefs992 4 SA 630 (D).
% SALC Report, p. 204.
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The court further held that, in cases such as {liteseuld not be contrary to public policy if a
court would make an evaluation of ttpeality of lifeof the patient in order to determine whether
life-sustaining measures should be discontimistirongfulness should be judged according to
theboni moresof the community, and thabni moress, in turn, dependent on the quality of life
of the patient, that is, the facts of the particaiase. In the case of Dr Clarke, a PVS patient, th
court held that it would not be wrong for Dr Clasksubstitute decision-maker (his wife) to

authorise the cessation of the patient’s artifitg@lding, even though this would hasten death

Statutory law should go further and confirm @larke case regarding continued life of all PVS
patients.

Should a PVS patient have an advance directivdy gs@ living will, it should be respected and
protected by law. (See Section 4, below.)

Lack of higher brain function

Third, persons may havarge-scale, irreversible lack of higher brain (tieal) functionand
therefore severe cognitive impairment, enablingy ontimentary awareness of their
surroundings, including sensations of pain andaigort, but with no ability to communicate or
respond meaningfully to their environment. Suchesely diminished mental life may have many
different causes, such as head injury, dementisepde, or deprivation of oxygenmay be
difficult to determine a patient’s exact state wiaaeness by means of brain and behavioural
criteria. Such patients should be distinguished from peiaith locked-in syndroniéwho can
experience and understand, but are unable to ntos@nemunicate, and are clearly competent.

Prof Melodie Slabbert (Professor of Jurisprudeaool of Law, University of South Africa),
notes that “(t)he result of the judgment in thise[Clarke] case is generally regarded by jurists in
South Africa as recognition, within the narrow fzaitparameters of the case, of (lawful) passive
euthanasia [withholding and withdrawal of potetyidife-sustaining treatment]®

Statutory law should reach beyond the confinefi@fGlarke case and, more generally and
explicitly, allow the withholding or withdrawal gfotentially life-sustaining treatment from
persons who aneeither clinically dead nor in a PVS, but have ireesible, extremely diminished
consciousness, or no consciousness gsak, for example, the ICU case, Case Study 1, in
Section 3.2.2, above). This would be an extensfdheoprinciples of th€larke case — for
example, that life should not be maintained at@adl irrespective of itquality — from aspecific
PVS patient (Dr Clarke) to PVS patieimsgeneraland tonon-PVS patients with some
rudimentary consciousness, or no consciousness. ffésgment should only be in pursuit of an
appropriate goal, given their diagnosis and prognddoreover, it should be legally permissible
to withhold aggressive antibiotic treatment offe-threatening infection that would only serve
the purpose of delaying a natural death (see Casly 3, in Section 3.2.2, above.) This should in

% see footnote 35.

37“Locked-in syndrome is a condition in which a patiis aware and awake but cannot move or commienieabally due to
complete paralysis of nearly all voluntary musdfethe body except for the eyes. Total locked-indspme is a version of locked-in
syndrome where the eyes are paralyzed as wellrhFtp://en.wikipedia.org/wiki/Locked-in_syndronm&6(March 2012).

% Melodie SlabbertMedical Law — Suppl. 65: South AfricAlphen aan den Rijn: Wolters Kluwer, March 20p11,44.
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no way detract from the need to provide appropaattadequate comfort care (see Section 2.2,
above).

This category of incompetent patient allows for gndifferent variables and clinical diagnoses
and prognoses. Of course, there will always bees@f miraculous recoveries. As in all human
affairs, absolute certainty cannot be guaranteidic@ns should apply their minds and make
responsible, standard-of-care judgments in theigistances.

Again, advance directive should be written intdudtary law, and should be respected by family
members and other substitute decision-makers dsgvelinicians. (See Section 4, below.)

Depression

Fourth, the impact alepressionn its various forms and degrees on a patientsp&ience to
make end-of-life decisions needs broad statutoigaiimes based on responsible, standard
medical practice. Depression may be a natural agaaiment of finding oneself in a state of
terminal decline without necessarily rendering oro@mpetent. Some forms of depression would
indeed render one incompetent, but may be sucdigssaated, thus opening the scope for
competent decision-making. It is acute chronic dspion that fails to respond to treatment which
poses the most difficult challenges to end-ofdiézision-making. In short, it may be desirable to
formulate broad legal guidelines about the relegasfadepression for the determination of
competence.

Severely defective newly born infants

Fifth, the legal position regarding the withholdiagwithdrawal of potentially life-sustaining
treatment fronseverely defective newly born infasteuld be clarified. The same considerations
apply as in the case of incompetent adults, althabg fact that newly born infants have never
been competent and therefore have never had aehafice a full human life, may, in some
cases, incline one towards instituting life-sustajrireatment, guided by the best-interest
standard, to determine whether they have any chaingevorthwhile life, and then withdrawing
life support if this proves futil& However, accurate diagnosis of extreme deficienoyld

make this unnecessary and undesirable.

Aspects of decision-making for incompetent persons

There should also be statutory legal clarity albmvtdecision-making should proceed in respect
of incompetent patients without advance directive) consensuamong surrogate decision-
makers and attending medical practitioners beiegdbal. In the absence of such consensus,
attending medical practitioners should receive imityufrom prosecution founilaterally
withholding or withdrawing life-sustaining treatmearovided that (1) the healthcare requested
by the substitute decision-maker runs countergpamsible standard-of-care medical practice
and is therefore futile and inappropriate in threwnstances, and that (2) adequate comfort care
is not compromised. Moreover, the law should re®that administeringrtificial nutrition

% See footnote 31 and accompanying discussion. géeaMelodie Slabberiedical Law — Suppl. 65: South AfricAlphen aan den
Rijn: Wolters Kluwer, March 2011, p 145.
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and hydrationis a form of medical care that may be withheldvidhdrawn, accompanied by
appropriate comfort care.

Any law aimed at providing greater clarity, may dée mentiorspecific optionsegarding the
withholding and withdrawal of potentially life-sagting treatment. Apart from artificial nutrition
and hydration, there are intravenous (1V) fluidssegastric (NG) tubes, DNR orders and the like.
For DNR-orders, for example, the standard of cararfedical practice is to perform cardio-
pulmonary resuscitation (CPR) in the absence @ilid yedical practitioner’s order to withhold

it.

Routine recourse to the courts to decide on aptepireatment or to settle disagreements
among substitute decision-makers and medical picawrs about appropriate care should be
avoided® Given irreversible, total or almost total lackaminsciousness, decisions about the
withholding or withdrawal of potentially life-susténg treatment should be left to substitute
decision-makers and attending medical practitianers

Finally, the SALC Report clearly expresses the rfeedegal reform in respect of withholding
and withdrawing potentially life-sustaining treatmhéromincompetent patients without advance
directives “Legislative confirmation and clarification ofetposition where there is no advance
directive... are necessar$} This was said 14 years ago. It is still true today

40 See the draft hill, section 8(2), in the SALC Retpp 235.
41 SALC Report, p 209.
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Section 4 Advance directives

Advance directives involve an end-of-life decisimaking practice that recognises theral

right of individuals to future control over theiptiesin the eventuality that they may become
incompetent to make their own end-of-liferoutine decisions, as well as the corresponding
moral obligation of caregivers, family and the stéit respect that right. The law should be clear
about the legal status of this right and obligation

4.1 Terminology

Key terms for a discussion of the ethics and laadance directives are the following:

An ‘advance directives an arrangement made by competent personsdiegatheir
healthcare treatment in the eventuality that theghtrbecome incompetent to make their
own healthcare decisions. Such directives may batahe circumstances surrounding
possible future treatment, the kinds of treatmenby whom decisions should be made.
There are two main classes of advance directives

o A'living will" is aninstruction directiveby means of which a competent person instructs
others towithhold or withdraw potentially life-sustaininge@tment should they become
incompetent to refuse such treatment themsdhasexample, a person may sign a
document instructing others to withhold or withdralvmedication such as antibiotics
and including artificial nutrition and hydratiohauld they fall into a permanent
vegetative state (PVS) or become irreversibly responsive.

0 A ‘durable power of attorney for healthcarige a substitute directivédy means of which
a competent pers@ppoints or mandates a specific person as theistsuite (proxy,
surrogate) healthcare decision-maker should thesobee incompetent to make their own
healthcare decisionsSuch a power of attorney may confeneraldecision-making
powers on the substitute, for example, to malkéealthcare decisions — including
decisions about refusal (withholding and withdrgvedilpotentially life-sustaining
treatment — on behalf of the patient. In addititve, substitute decision-maker may also
be givenspecificinstructions, for example to refuse potentialfg-sustaining treatment
in foreseen circumstances, such as severe aneérisikle lack of brain function. This
kind of power of attorney idurablebecause once the patient becomes incompetent it
remains in effect.

4.2 Ethical considerations

Competent persons may foresee the possibility obiméng incompetent when in the terminal
phase of the dying process, and may wish to matkagements for controlling their future
healthcare decision-making while they are still petent. Advance directives are designed to
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give competent persons the choice to expresshefierences and give instructions about such
possible future situations.

The ethics of advance directives is merely an eldérapplication of the ethical values of
autonomy, well-being, and respect for human digthigt find expression in contemporaneous
end-of-life decision-making by competent persoe® (Section 3.2.1, above).

An advance directive extends a person’s competefnerences beyond the possible future loss of
competence, when they would be unable to expregemporaneous treatment preferences. So,
if one accepts the ethics of contemporaneous etlitealecision-making regarding the
withholding and withdrawal of potentially life-sagting treatment, then one should also accept
the ethics of decision-making by means of advamneetives.

The refusal by people to respect or honour a paiadvance directives is a significant ethical
issue. There are various explanations for thiseéreog, such as fear of litigation, failure to come
to terms with a relative’s impending death, ign@enf the dying process, having different belief
systems and the like.

4.3 A case for legal clarity

Dying is a part of life, but we tend to avoid ta@iabout it until it happens to a close relative or
friend, or to ourselves. Clear affirmation, in staty law, of the legal status of advance direcive
would assist in focusing people’s minds on makingebus decisions about possible future
scenarios in which they would not want to find tisetwes without any say in the matter of their
appropriate treatment.

Globally, advance directives are recognised inaes of many countrie€.For example, a

federal law in the United States, tRatient Self-Determination Act (PSD4assed by the US
Congress in 1990, has the purpose “to inform ptgti@bout their rights regarding decisions
towards their own medical care, and ensure thaethghts are communicated by the health care
provider. Specifically, the rights ensured are ¢hothe patient to dictate their future care (by
means such as a living will or power of attorneyiould they become incapacitatéd”.

According to the®SDA healthcare institutions are required to inforralagatients upon

admission to a healthcare facility about their tsgio facilitate their own healthcare decisions, to
accept or refuse medical treatment and to makelzanae healthcare directive.

In South Africa, advance directives (specificalljving will) are recognised by the HPCSA.
The current legal position is set out in tational Health Act 200% The provisions in our law
regarding advance directives, although a step gright direction, are inadequaté.would be
useful if our law accepts the widely-accepted teftimsmg will” and ‘durable power of attorney

42 SALC Report, pp 158-181.

3 http://len.wikipedia.org/wiki/Patient_Self-Deterraiion_Act. The PSDA seeks to promote the rightsqFacilitate one’s own
health care decisions, (2) to accept or refuse caéttieatment, and (3) to make an advance healéhdigective.

44 Health Professions Council of South Africa (HPCS®jiidelines for the withholding and withdrawing mfatment, Booklet 1.2
Pretoria, May 2008, Clause 8.2.2, p 51.

> National Health Act, 61 of 2003
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for healthcare’ (or simply ‘power of attorney’), tihe uncertainty about advance directives goes
deeper than mere terminolo8y.

4.3.1 Living will

First, in respect of a living will, section 7(1)(ef) theNational Health Act 20083tates that “a
health service” may not be provided to a persohaut informed consent unless “the user has
not expressly, impliedly or by conduct refused @&tvice”. This implies indirectly that a living
will which refuses potentially life-sustaining tte@nt must be acted upon by a medical
practitioner*” Importantly, the Act is correct to conceptualisésimg will as having anarrow
focus namely, aefusalof potentiallylife-sustaining treatment.

However,it should not be necessary to infer a living wiirh one phrase in the section of an act
that deals with informed consent in generaliving will should be explicitly recognised and
issues surrounding it should be addressed — suith [@srpose and scope; format and minimum
formalities; whether it may in any circumstancesberridden by family or medical
practitioners; and whether someone acting onithraune from criminal and civil liability.

The SALC Repoff refers to Prof SA Strauss (retired Professor @il Law and Procedure,
University of South Africa) who states that a ligiwill refusal ofany treatment would oblige
medical practitioners to give effect to such expBtatements, and that they could even expose
themselves to liability should they disregard thégnt's wishes. These interpretations should be
unambiguously affirmed in legislation that clardithe legal status of a living will.

4.3.2 Durable power of attorney for healthcare

Second, sections 7(1)(a) and (b) of Hegional Health Act 200allow for the appointment of a
substitute healthcare decision-maker. In secti@)(&), the Act states that “a health service” may
not be provided to a person without informed cohseatess “mandated by the user in writing to
grant consent on his or her behalf.” Regarding suofandate, in section 7(1)(a), the Act
provides for any person to mandate another persamiiing to grant consent on their behalf
should they become unable to do so, and, in se{ibxb), the Act provides for a priority list of
family members and others who may grant such camsehe absence of a specific mandate.

As with a living will, there is aneed to clarify the legal status of a durable poakattorney for
healthcare Would the “health service” to which the Act refenclude services that could
potentially hasten death, should they be withheldithdrawn? Are there any circumstances in
which a substitute’s decision — even if it complieth other laws — may be overridden by family
or medical practitioners? What if the attending io&ldpractitioner has good reason to believe
that the treatment demanded by the substituteile ind therefore inappropriate? What if the
application of the Act means that there are twattute decision-makers — for example, two
children — and they disagree about the treatmeint plarent should receive? And would a
substitute and medical practitioner be immune foovit and criminal liability, provided

6 For a more detailed discussion of choices that fatvance-directives legislation, see Willem A Lmad and Lesley D Henley,
Legalising advance directives in South Afri€nuth African Medical JournaV/olume 90, Number 8, pp 785-787, August 2000.

47 Keymanthri Moodley, Chapter 17, Ethics at the efilife, in Keymanthri Moodley (editor)ledical ethics, law and human rights:
A South African perspectivBretoria: Van Schaik Publishers, 2011, pp 267-28p 274.

“8 SALC Report, p 182.
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decisions are responsible, in accordance withttedard of care for medical practice and do not
constitute medical malpractice?

Following proper statutory recognition, theactical challenge®f advance directives would

need to be addressed. For example, people wouttitndee educated about the purpose and
benefits of advance directives. There would neduktextensive communication on how to
complete advance directives, where to lodge thethaathey are available when needed, and on
their availability in acute-care settings as wsliralong-term care facilities.

The SALC Report unequivocally supported statutegognition of advance directives, provided
that compliance with the wishes set out in the dmnt would not be unlawfd?.It did not

favour rigid legal requirements. The Report undexdi the need to provide legal protection for
medical practitioners, and others acting under tiegction, against civil and criminal liability i
potentially life-sustaining treatment was suspendtteglso supported a conscience clause for
medical practitioners wishing to opt out. In adulitj it held that a living will should only be
recognised as valid and legally enforceable iras@s$ it requests the withholding or withdrawal
of life support, not the active ending of life (seection 5, below, for assisted suicide and
voluntary euthanasia).

Survey of medical doctors’ attitudes: Usefulness afdvance directives

In the 2011 scoping survey of South African medpralctitioners, a vast majority of 75% agreed
that advance directives (living wills and powersatibrney for healthcare) assist to clarify

patients’ wishes regarding treatment at the erieobr when incompetent, while only 12%
disagreed? One could expect this positive response to riseyls legislation be passed to clarify
outstanding issues, accompanied by a public eciucatimpaign.

49 SALC Report, pp 190-193.
0 See Addendum, Figure 11.
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Section 5 Assisted dying — Assisted suicide and uotary

euthanasia

Assisted dying (assisted suicide and voluntaryamdhia) is an end-of-life decision-making
practice that recognises thmral right to assisted dyingf individuals in the terminal phase of
dying as well as the corresponding moral obligationarkgivers, family and the state to respect
that right.

Whereas the preceding three practices (terminal panagement; withholding and withdrawal
of potentially life-sustaining treatment; and ads@ulirectives) simply require greater legal
clarity than is currently the case, assisted dywogld requiresubstantial legal reform
decriminalisation- since it is unlawful in both its forms. The kayestion is whether legalising
assisted dying would be consistent with — or pesleyen required by — the bill of rights in the
Constitution, particularly the right to life.

5.1 Terminology

Key terms for a discussion of the ethics and laassfisted dying are the following:

‘Assisted dyingin its wider sense, refers to all end-of-life interventionshia dying process
— (i) terminal pain management; (ii) withholdingdanithdrawal of potentially life-sustaining
treatment; (iii) respecting advance directives; @mdassisted suicide and voluntary
euthanasia. In itearrower sense, ‘assisted dying’ refers only to the lagtgary, namely
assisted suicidandvoluntary euthanasiarhe significance of using ‘assisted dying’ as an
umbrella term for these two practices is that tlatyough distinguishable, are sufficiently
similar from both ethical and legal perspectivegistify such a joint classification. Whereas
the SALC Report and draft bill use the umbrellartéeuthanasia’ for these two practices,
this Position Paper prefers ‘assisted dying’ osistance with dying’, that is, in the narrower
sense! (Analogously, we decriminalised ‘termination oegnancy’, not ‘abortion’, in
precisely defined conditiorné)

‘Assisted suicid€or ‘doctor-assisted suicider ‘physician-assisted suicidedccurs when a
medical practitioner or other person intentiongitgvides thaneansfor a competent person
to take their own life, in which case tpatient’s actis theproximate causef death in the
causal chain of acts, events and conditions tisaltren the patient’s death. For example, a
medical practitioner, in response to a request byrapetent patient, writes a prescription for
a lethal drug whereupon the patient ingests itchesl. Or a family member gathers a
sufficient dosage of lethal substances, enablieg#tient to ingest them and die.

1 SALC Report p 80 (at 4.109). It regards both asdisuicide and voluntary active euthanasia asores®f “active euthanasia” (or
“assisted dying”, as in this Position Paper) thetudd be dealt with accordingly. The 2011 scopingysy of medical doctors’
attitudes to assisted dying confirms that they e@tgout this similarity (see Addendum, Figures @ 4n

%2 See Footnote 3 on the abolition of capital punishhon constitutional grounds.
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‘Euthanasiacomes from the classical Greek wordsi ‘(good) and thanatos (death) and

literally means ‘a good death’, ‘a gentle death’'dying well’. More technically, ‘euthanasia’

means intentionally causing the death of a perfeorihat person’s own sake, where a
positiveact of another persgrand not the natural process of dying (as witlhkatding or

withdrawal of potentially life-sustaining treatmgns theproximate causef death.
From theperspective of the person who causes anothersideatthanasia’ has two
meanings:

(0]

‘Passive euthanasi& a term used for contributing to the death gieason by the
intentionalwithholding or withdrawal of potentially life-susteng treatmentrom a
competent or incompetent person so thaataral deathcan set in, where death is
reasonably believed to be in that person’s intemestontinued life is reasonably
believed to be no longer worthwhile (see Sectioalfyve). Annactionor omission
(“not doing” or refraining from doing something)ike anact or commissior{*doing”
something) — is a subclassaaftions both involving responsibility for choices and
decisions. Apart from terminological clarificatiaijs Position Paper, however, does
not use the term ‘passive euthanasia’, but insisad the terms ‘withholding’ or
‘withdrawal’ of potentially life-sustaining treatme

‘Active euthanasianeans intentionally causing the death of a coemtebr
incompetent person by means ofaator commissior(“doing” something) that is the
proximate cause of death, where death is reasobabbved to be in that person’s
interest, or continued life is reasonably beliet@tde no longer worthwhile. Again, an
act, like an omission, is a speciesaattionsinvolving responsibility for choice, for
example administering a lethal injection. Aparnfreerminological clarification, this
Position Paper does not use the term ‘active eathan but prefers the terms ‘assisted
dying’ or ‘assistance with dying'.

From theperspective of the person who digsithanasia’ has three meanings:

(0]

‘Voluntary euthanasigin the sense of ‘voluntargctiveeuthanasia’, also called
‘mercy killing) means that a competent person freely (withoueskior coercion)
requests a medical practitioner or other persom$sistance with dying on account of
suffering in the end-stage of a terminal diseasenbearable and intractable suffering,
whereupon the medical practitioner or other perddiges with an intentional act that
is the proximate cause of death.

‘Non-voluntary euthanasiaefers to cases where a competent patient’s wishanot

be known — either because they are no longer canpébr example, a person in a
PVS without an advance directive), or have nevenlm®mpetent (for example, a
severely defective newly born infant) — and theiatth is brought about by the
intentional act of a medical practitioner or otperson, where death is reasonably
believed to be in that person’s interest, or camdlife is reasonably believed to be no
longer worthwhile.

‘Involuntary euthanasiaefers to cases where a competent person istiatexdly

killed for their own good, but against their wishEsr example, a bystander kills a
driver trapped in his burning truck for compasstenaasons, or for his own good, but
against the wishes of the driver, because theame gospect of rescuing him from a
certain, cruel death.
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5.2 Ethical considerations

Crucially, both the ethics and law of assisted gy{essisted suicide and voluntary euthanasia)
deal withfree or voluntary choices by competent personsitbteeir lives. No-one is forced,
coerced or unduly influenced to make that decision.

From the point of view of the dying person, at es$ere is onlyoluntaryassisted dying, with a
person freely requesting such assistance.

Still, ethics and the law would need to addmess-voluntaryassisted dying too (where persons
irreversibly lack, or have never had, the capaatgecide for themselves), for example, severely
defective newly born infants. Although this Positidaper does make some observations about
non-voluntary euthanasia, it does not deal wiystematically. Proper recognition of advance
directives as well as substitute decision-makingleeduce, but not eliminate, the need for
non-voluntary euthanasia.

Involuntaryeuthanasia is rejected in a medical setting, ahgreferred to in a discussion of the
Nazi “euthanasia” projects.

In short,any talk of unilaterally “deciding for (competerg@)hers” that they should die, is totally
out of place in this discussion

Assisted dying is a highly controversial and emstiopic. Ethical beliefs about these practices
are steeped in religion, and thus interpretationsnderstandings of the doctrine of the sanctity
(special moral value) of human life. The mere taet views are personal and strongly held,
whether inspired by religion or not, does not fystne suppression of responsible public debate
about those views. On the contramg have a compelling ethical obligation to addrassisted
dying in the democratic process, as we did witlpeesto capital punishment and termination of
pregnancy (abortion)Our public policy should not be driven by pamisaligious beliefs — often
resting on mistaken assumptions and projectiortsréfigion forbids these practices — but rather
by our Constitution.

The bill of rights in the Constitution is an etHiccument that sketches the basic values upon
which our democracy is to be built and proposesamnghts that we should realise
progressively. Sa key question regarding legalising assisted dywagld be its
constitutionality In short,do we have an ethical obligation to decriminalissiated dying, given
the values and rights in the Constitution?

But by focusing on the ethics l&fgalisingassisted dying (the ethics of legalising a pragtic
rather than on the ethics of assisted dytiseif (the ethics of the practice), might we not end up
legalising a practice that is regarded as fundaatigninethical, similar to legalising abortion
which the majority of the population probably redgat as unethical at the time? In short, can
assisted dying be ethically justified?

This Position Paper is, in the first place, conedrwith the ethics degalisingend-of-life
decision-making, including the ethics of legalisaggisted dying. Still, because there are such

47



strongly held and hotly contested ethical viewsutlassisted dying persuasive ethical case for
assisted dying would reinforce the ethical needdgalising assisted dying

The respective cases for and against assisted dgimgach muster at least three key ethical
arguments in their suppott.

5.2.1 Ethical arguments for assisted dying

The argument from autonomy and the argument frdfersog make the most powerful ethical
case for assisted dying. A third argument conténalsassisted dying is ethically speaking the
same as withholding and withdrawal of potentiaiflg-sustaining treatment, both of which are
widely accepted to be standard-of-care medicaltjzes:

Implicit in these three ethical arguments for assiglying is the view that is not always wrong
intentionally to bring about someone’s deailinether by an act or by an omission.
Correspondingly, someone’s right to life does mataig an obligation to live; or someone may
have a right to die, given clearly defined conaisio

We already accept ethical justifications for otfems of causing death, for example, individual
self-defence and in a defensive war. But the thrgaments for assisted dying are different
because, in the circumstances, those whose Igedb not regard their own dying as wrong, nor
death as bad, but rather as desirable in the cgt@noes. This is so because suffering has broken
the connection between life and good, so that deatbmes a good or in the patient’s best
interest (see Section 3.2, above).

5.2.1.1 Personal autonomy

Theargument from personal autonomyindividual self-determinatiogoes as follows: respect
for autonomy is a basic ethical principle whicheatsthat competent persons have a moral right
to make their own choices, including choices albloeir own continued life in clearly defined
conditions, and to act upon those choices. We hawthical obligation to respect that right.
Consequently, medical practitioners, or specifigitiopeople, should have the choice to respect
people’s autonomous wishes by assisting them wiiiigd their consciences permitting.

One line of critiqgue against the autonomy arguneettiat the sanctity (special moral value) of
human life outweighs or trumps considerations @baomy used to justify the taking of human
life. But, surely, the sanctity of human life doest reside in biological human life as such — or in
human life regardless of its quality — but in huntiémthat comes up to a certain standard, or has
a certain quality” For example, human life characterised by all-cariag and uncontrollable

pain due to a terminal disease in its end-stags,ttameet that standard, judged by the person
whose life it is.

%3 see Willem A Landman, The ethics of physicianstssi suicide and euthanastauth African Medical Journal (SAMYolume
87, Number 7, July 1997, pp 866-869; Physiciansésdisuicide and voluntary euthanasia: A resp@seth African Medical
Journal (SAMJ)Volume 88, 1998, pp 242-243; Legalising assiganith dying inSouth Africa. South African Medical Journal
(SAMJ) Volume 90, Number 2, February 2000, pp 113-116.
* This ethical argument is consistent with the Citutinal Court's suggested Bv MakwanyanfL995 2 SACR 1 (CC)] in the
context of the death penalty, namely, that thetrighife cannot be properly understood without tigdt to dignity.
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A second critique attacks the notion of autonomguimg that ethical debate about assisted dying
“assumes an ethic of radical individualism” thab#sed on a “contractual model of cate”.
According to this view, any debate that contemgldite ethical justification of assisting an
individual to die, is of necessity anti-communitydaas such dismissive of the fact of our
interconnectedness and interdependence.

This view is surely contradicted by overwhelmingeaotal evidence of cases where requests for
assistance with dying are made in a caring, petsating in which our relationships with, and
interdependence on, others are fully recognisechahdlly constitute the very foundation of a
moral obligation to assist with dying (see SecBan 1, above).

Moreover, appeals to community need to define “comity” since we are all at once members
of several overlapping communities, from immedfataily to the global community. If any one
of these communities respects the right of an idda to request assistance with dying in clearly
defined conditions, it does not for that reasorseda be a community. And even if someone’s
request for assistance with dying were to spriogiffradical individualism” that is embedded in
a contractual rather than caring relationship, ¥aild in no way invalidate the ethical case for
respecting personal autonomy.

In addition, the argument that adequate terminal peanagement would remove the need for
assisted dying, fails to give due recognition ® itidividual autonomy of persons in a terminal
phase of dying by prescribing to them how they &hdeal with their suffering induced by pain
and distress (see Section 2.2, abgbe).

5.2.1.2 Suffering

Suffering is an emotional response to significahr distress. Thargument from sufferintg
premised on the value of human well-being. Biolaglde, the good that makes all other goods
possible, may become a burden or worthless on atabsuffering extreme, all-consuming
pain, or suffering intractable distress at the lafssontrol and dignity. Death may become the
only deliverance.

Judging another’s well-being, or whether life isrthdiving, or death desirable, is not merely a
matter of consideringbjectivefacts, such as medical information about diagnaséprognosis.
It also requires considering teabjectivevalues, projects, preferences and experiencdseof t
person whose life and well-being is at issue (i@ 3.2.1, above). Consequently, if a
competent person freely judges that death is theestape from suffering, then assisting that
person to die would not wrong or harm them butrbiheir interest. On the contrary, refusing
help would harm them by frustrating their projemtsl preferences, and would be crueller and
less merciful than assisting them with a gentlesrerdignified death.

The counter-argument usually maintains that thkegnfy caused by pain or distress is
controllable by means of comfort care. Again (seeti®n 2.2, above), to maintain that pain

%5 Jonathan Victor Larsen: Death with integriBguth African Medical Journal (SAM3ovember 2011, Vol. 101, No.11, pp.781-
782.
%6 See footnote 12 and accompanying discussion.
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medication, coupled with a conventional dosagesdisive, would keep patients asleep until they
die naturally’, ignores their legitimate preferences not to dia state of palliative or terminal
sedation (see Case Study 3 in Section 5.3.2, bekug) it does not address suffering induced by
distress at the loss of dignity.

Another counter-argument contends, from a religfaist of view, that God has a purpose with
suffering and that we would frustrate his will wh&a remove suffering by hastening death. Not
all religious believers would accept this interptietn of God’s will. Moreover, for what sound
ethical reason would God wish us to relieve otheu$fering throughout their lives, but to retreat
if suffering occurs when death is imminent andefetif suffering may hasten death?

5.2.1.3 Moral equivalence

There is a strong argument for assistance withgdgnemised on theoral equivalencef

assistance with dyinassisted suicide and voluntary euthanasia), @otie hand, and the
withholding and withdrawal of life-sustaining treaént on the other. If the latter are ethically
justified standard-of-care healthcare practiceshgmld be the former, since there are no relevant
moral differences between the two.

The mere fact that one action is an omission os$p&”, while the other is an act or “active”,
does not in itself render the former morally acabf# and the latter morally objectionaBiell
these practices involve deliberation about thegpés condition, intention, benevolent motive,
and consequences — directly for the patient whe, died indirectly for family, friends, healthcare
workers, other interested parties, and state isitefde only difference is the means whereby
death is caused: withholding and withdrawing lifsstaining treatment involves an omission of
treatment, whereas assisted dying requires aff list. however, is not a morally relevant
difference because we are morally responsibledtn bcts and omissions.

In short, there is no one set of distinctions @iedences that attach only to either acts or
omissions.

A counter-argument could be that this moral eqeiveé thesis is overly intellectual or abstract.
The reality of medical practice is that while reflisf life-sustaining treatment has always been —
albeit often reluctantly — part of standard-of-caredical practice, this has not been the case with
assisted dying. In practice, an ethical borderhas traditionally been observed and there would
be a deeply ingrained resistance to crossing dt,cansequently medical practitioners would
refuse to participate in assistance with dying.

Section 5.2.2.2, below, engages with this countgmaent by focusing on medical practitioners’
professional duties. Suffice it to point out hdrattthe same issue arose with termination of
pregnancy (abortion). While we should respect nadgicactitioners’ right to refuse to assist with
dying, others who wish to follow their consciencel assist with dying should be equally free to
do so, subject to clearly defined conditions. Syrggppealing to tradition or personal conscience
does not justify blocking a practice supported togrey ethical arguments.

57 See footnote 12 and accompanying discussion.
%8 James Rachels: Active and passive euthaniseia.England Journal of Medicin¥olume 202, 1975, pp 78-80.
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5.2.2 Ethical arguments against assisted dying

There are three significant ethical arguments agassisted dying: it is wrong to “play God”;
the responsibilities of healthcare workers showden include killing people; and “slippery
slope” undesirable consequences, including abuliépiow or are likely to follow.

5.2.2.1 Playing God

The doctrine of the sanctity — or special moratreal of human life means, among others, that
only God should determine the time and manner ptleath It is therefore wrong to “play God”
by shortening our lives, even if suffering is irti@ble and unbearable.

Clearly, people have different views about thetexise of God, and divergent interpretations of
coming to know what his will is for us. For some, ik authoritarian and inscrutable, giving us
orders and instructions, for example, in the fofra 8ible text or some personal revelation. For
others, he is a merciful and understanding being ednfers upon us autonomy and
responsibility to do our best through rational @aothpassionate decisions in situations of great
tragedy and ambivalence.

But even if we accept an authoritarian concept @fl,Gis orders or instructions still need to be
interpreted For example, if God prohibits us from usurping &uthority by making decisions
that alter (hasten) the time of our death, theelgwe likewise “play God” when we shorten our
lives with bad eating habits, or lengthen our liweth antibiotics or surgery. Which, then, is
acceptable in the eyes of God, and which not?

In essence: the “playing God” argument is weakesitts impossible to makeren-arbitrary
distinctionbetween practices of which God approves and thbadich he disapproves.
Something is not right because God says so; Ga&lsapecause it is right. Irrespective of our
religious convictions, we need to use our reasahcampassion to come to know what course of
action ethical values demand of us.

5.2.2.2 Professional responsibilities

A second anti-assistance with dying argument calsi¢imathealthcare professionals have
responsibilities that are incommensurable withikglor shortening lifenamely,generalmoral
obligations as human beings to prevent harm (nolefloance) and do good (beneficence), and
specificprofessional and institutional duties to care|,h@dend life, or preserve life. Assisted
dying would undermine these responsibilities andm@ments, thus eroding the trust patients
have in healthcare professionals to act in thedt lo¢erests. These practices are forms of killing,
and killing is not what healthcare professionalsaaught to do. And this professional
prohibition against killing goes right back to tHgpocratic Oath.

This argument fails to take adequate account ohtimecurative healthcare of terminally ill
persons whose death is imminent. Life is finited ath humans will eventually die of natural
causes unless some unnatural cause intervenescallgag natural death, for some, may be
infused with intractable or unbearable suffering] death may be preferable to a life that is no
longer worth living. It follows that the ethicalsonsibilities of healthcare professionals cannot,
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in all circumstances, be to save life or to heaalthcare professionals, or others, who assist with
dying would be morally blameworthy only if deathtli® enemy in all circumstances, and is
therefore to be resisted at all cost. But this Wdé a denial of the fact that dying is an integral
part of life.

In short, there are tragic situations where heatiprofessionals’ routine goals of restoring
health or preserving life are unattainable, ane#udinappropriate, and times when assistance
with dying may indeed constitute desirable and apipate care.

Certainly, those who assist with dying, should fimactice be decriminalised, should have the
right to opt out of participating in such practi¢cethese clash with their conscience, as is tlsca
with termination of pregnancy (abortion) in Soutfriéa.

5.2.2.3 Slippery slope

A significant argument against assistance with glysnthat practising it would havead
consequencesuch that it would be better to refrain fromlibgether.

Proponents of this argument predict a variety afasirable consequences. For example, it is
claimed that some healthcare professionals wouldetheir social standing and power to exert
undue influence over vulnerable patients to ent tives, thus embarking upon a slippery slope
towards non-voluntary or even involuntary euthaamashis would undermine the trust people
have in healthcare professionals and the medicé¢gsion in general. Others hold that hospice
care, pain relief and comfort care would be undeeahi

This argument is not about assistance with dyingdoeorally wrong in itself, or intrinsically
wrong, but about its possible or probable effeetesumably, then, if predicted bad
consequences fail to materialise, assistance wittgdn itself would be ethically acceptable.

Any responsible practice of assistance with dyimgidd need to put in place strict guidelines and
effective safeguards to prevent undesirable coresemgs, accompanied by monitoring, reporting
and oversight.

Predicted bad consequences remain just that —cficed that are not inevitable, but may turn
out to be alarmist and false. Although the slippgope argument has intuitive appeal, both its
logical and empirical versiorisare questionable.

First, according to thimgical version the justification used for assisted dying woukbgustify
other forms of killing that are clearly wrong. be&s, however, not follow, on logical grounds,
that the reasons justifying assisted dying — ssafespect for autonomy and human dignity and
compassion (mercy) — would also justify killingstlare neither respectful of autonomy and
dignity, nor merciful. People routinely make a cldatinction between ethical and unethical
practices, even if they are otherwise closely eelaincluding justified and unjustified forms of
killing, for example, in self-defence or war. Moweo, there is no logical reason why medical
practitioners, even (improbably) assuming that tméyht sometimes wish their patients dead for

%9 Helga Kuhse, Euthanasia, in Peter Singer (&dgpmpanion to Ethic®Oxford: Basil Blackwell, 1991, pp 294-302.
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malevolent reasons, would slide down a slippergeslonly in respect of one subset of end-of-life
decisions, namely assisted dying. It seems peyfesdisonable to assume that what is true of
terminal sedation, or the withholding and withdraefapotentially life-sustaining treatment, is
prima faciealso true of assisted dying. Logically speakirigpery-slope dangers would be
equally existent or non-existent in either case.

Second, thempirical versiorof the slippery-slope argument holds that asststavith dying

will, as amatter of factlead to unjustified forms of killing, such as awntary euthanasia. If this
were in fact true, one would expect there to beexwe of all kinds of other slippery slopes in
end-of-life decision-making, for example, that stendard-of-care medical practice of refusing
life-sustaining treatment would also put societyacslippery slope towards unlawful assistance
with dying.

On the contrary, available evidence does not esuout. A comparative study of limitation
(rationing) of life support in intensive care uniil€Us) in the United Kingdom and South Africa,
shows no significant differences — across the dpes/developing world “divide® Where
physician-assisted suicide is legal, for examplinénstates of Oregon and Washington in the
United States, there is no credible evidence felippery slope to voluntary active euthandsia.
More generally, proponents of the slippery-slopguarent need to produce credible evidence
that the withholding and withdrawal of life-sustaig treatment would lead to abuse of
vulnerable patient¥. Lack of such evidence is not surprising, sincesiee-making in this
context involves loving family members and caripgfessional healthcare professionals.

Nevertheless, risk inherent to assisted dying shbalclosely monitored, for example to ensure
proper informed consent. Interestingly, a significaercentage of patients who opt for physician-
assisted suicide in Oregon eventually die of nhtaases, but they have the assurance that if
their suffering were to become unbearable, theyldvba assisted with dying.

Abuse is possible in all human activities and peast It follows that opponents of assisted dying
have a moral responsibility to factor in the pokesdibuse of patients at the end of life who are
deniedassistance with dying.

So, the factual claim that assisted dying is somalmuiqueor differentfrom other end-of-life
decisions — since #lonewould make society or medical practice slide dovatigpery slope
towards unintended forms of killing, thus eroding cespect for human life — lacks evidence.

€ JS Turner, WL Michell, CJ Morgaet al, Limitation of life support: Frequency and praetia a London and a Cape Town intensive
care unitintensive Care Mediciné/olume 22, 1996, pp 1020-1025.

¢ See http://public.health.oregon.gov/ProviderPaResources/EvaluationResearch/DeathwithDignity Aamés/index.aspx for the
official annual reports on physician-assisted slégiractised in the state of Oregon following thaament of th®eath with

Dignity Acton 27 October 1997. In November 2008, residenth@btate of Washington voted 68% to 42% in fawafiaDeath with
Dignity Act

62 A proper study of an alleged slippery slope irpegs of end-of-life decision-making would needdol at other countries too, such
as the Netherlands, Belgium and Luxembourg, whehentary euthanasia is legal, and Switzerland, elesisted suicide is legal.
This would assist with building into legislatioretmost effective safeguards against abuse. Impbytaine 2011 report by a
Canadian Expert Panel found that the “much-fealipdesy slope has not emerged following decrimiretiion, at least not in those
jurisdictions for which evidence is available.” Sddo Schilklenlet al End-of-life Decision-Making in Canada: The Repaytthe
Royal Society of Canada Expert panel in End-of-Dfecision-MakingBioethics Volume 25, Number S1, 2011, pp 1-73, at p 65.
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Still, the Nazis’ “euthanasia” programme before dndng the Second World War is often cited
as proof that legalising assistance with dying wqlace society on a slippery slope to
something unthinkably ba®f. Before the war, Nazi Germany did indeed embarkupo
programme of non-voluntary “euthanasia” for defeziinfants. The programme expanded to
non-voluntary and involuntary euthanasia of adwith mental and physical disorders. It was
embedded in an ideology of the superiority ofltegrenvolk and the motive was racial purity. It
was state-sanctioned mass murder, not euthanasieere death is voluntarily requested and in
the interest of the person who dies. It was an@btithe term ‘euthanasia’. Significantly,
holocaust survivors did not see any link betweenNhzi “euthanasia” programme and voluntary
active euthanasia in a caring healthcare setfing.

Since unintended — foreseen and unforeseen — seqoences are risks that attach to all human
activities and practices, the constant challenge fmit in place the necessary policies, structures
and practices to address those risks as best we can

In summary, the possibility of bad consequencesiseebe managed through effective
strategies and their implementation. And we alssdrte weigh the possible bad consequences —
in terms of suffering and loss of trust — if assmste with dying remainsnlawful because of

invalid arguments or simply a blanket refusal tdrads the need for assistance.

Survey of medical doctors’ attitudes: The ethics o&ssisted dying (doctor-assisted suicide
and active voluntary euthanasia)

Having looked at these ethical arguments for amihatjassisted dying, it is interesting to note
the persuasions of South African medical practiisnin the 2011 scoping surv&two out of
every five respondents (40%) either affirmed tbatvere uncertain whether, they would
administer a lethal drug upon requéperform voluntary active euthanasia). This petaga
rose marginally to 43% when respondents were askether they woulgrovide the means to
enable assisted suicid€his is an indication that respondents beliewsttyp forms of assisted
dying — doctor-assisted suicide and voluntary endb& — to be, ethically speaking, similar or
identical.

Very significantly, however, when respondents waslked whether they could imagine a futur
illness bad enough that they themselves would comssisted suicide, or would ask a colleague
to perform voluntary euthanasia on them, this peege rose by roughly 50% to almost two-
thirds (63%).

4]

& Arthur Caplan, Australia goes first, in Arthur Gap, Due consideration: Controversy in the age of meldisiaacles New York:
John Wiley, 1998, pp. 225-226. For discussion$iefNazi analogy, see Tom Beauchamp and James €hidinciples of medical
ethics (fourth edition)New York and Oxford: Oxford University Press, 299p 231-2; and Keymanthri Moodley, Chapter 1 hjdst
at the end of life, in Keymanthri Moodley (editokjedical ethics, law and human rights: A South AfriperspectivePretoria: Van
Schaik Publishers, 2011, pp 267-280, at pp 267-268.

% RD Leichtentritt, KD Rettig, S Miles, Holocaustrsivors' perspectives on the euthanasia delfoeial Science & Medicine
Volume 48, 1999, pp 185-196.

% See Addendum, Figures 3, 4 and 5.
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5.3 A case for legal reform

There should be a comprehensive bill that creaeg&ramework for responsible end-of-life
decision-making. The law should cover decision-mgkireas that would benefit from legal
clarity, such as terminal pain management (Se&j@bove), the withholding and withdrawal of
potentially life-sustaining treatment (Section Bpee), and advance directives (Section 4,
above).

In addition, this Position Paper supports the isicin of assisted dying (assisted suicide and
voluntary euthanasia) in such a bill. This woulde most controversial aspect of such a bill.
However, should such a bill exclude assisted dyitngould still be a significant advance on the
current unclear legal position regarding a rangenaf-of-life decision-making practices.

Whatever the different religious, ethical, clinieadd legal viewpoints we might haaedebate
about the ethics of decriminalising assisted dyiig essence a debate necessitated by the
ethical imperative to interpret fundamental congtanal rights in respect of an area of human
need

5.3.1 Assisted dying is unlawful
South African law on assistance with dying is cléais a criminal offencé®

First, assisting with, aiding or abetting suicidea criminal offence — murder, attempted murder,
or culpable homicide. It has not yet been the suileany court ruling or legislation in South
Africa.’” Attempted suicide itself is no longer a criffie.

Secondyoluntary (active) euthanasia the intentional killing of another person, whis

murder, unless there is a ground for legal justifan®® Motive — such as empathy, compassion
or mercy — is not a recognised ground for legaifjaation of an act of killing, but it may impact
on the severity of the sentence.

Following this legal position, the HPCSA “finds &t euthanasia, or the wilful act by a health

care professional to cause the death of a patrertaeptable, notwithstanding whether or not

such an act is performed at the request of themadr his or her closest relatives or of any other
#0

person.

5.3.2 The ethics of legalising assisted dying

What is the ethics dégalisingassisted dying? Is there a coherent ethical calse made for
decriminalisingit? Or are there compelling ethical grounds foaireng the legastatus quand
excluding assisted dying from a comprehensivednilend-of-life decision-making?

6 SALC Report, p 68.
" Melodie SlabbertMedical Law — Suppl. 65: South AfricAlphen aan den Rijn: Wolters Kluwer, March 20p11,45.
R v Pevereti940 AD 213R v Nbakwal 956 2 SA 557 (SRS v Gordorl962 4 SA 727 (N)Ex parte Die Minister van Justisie: In
re S v GrotjohrL970 2 SA 355 (A)S v Hibbert1979 4 SA 717 (D).
%R v Davidowl955 WLD unreporteds v De Bellocd 975 3 SA 538 (T)S v Hartmanrl975 3 SA 532 (C)S v McBridel979 4 SA
313 (W);S v Marengd 990 WLD unreporteds v Smorenbur992 CPD unreported.
" Health Professions Council of South Africa (HPCSBjidelines for the withholding and withdrawing cédtment, Booklet 12
Pretoria, May 2008, Clause 1.3, p. 1.
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The ethics of assisted dying (as opposed to thesebh legalising it) poses a typical ethical
dilemma (see Section 5.2, above) since both thesdas and against assisted dying appear to be
able to muster strong ethical argumeli¥® face an ethical choice between right (we should
assist) and right (we should refrain from assis}ifg terms of purely ethical argument,

untainted by partisan religious beliefs, the caseabsistance with dying appears to be more
cogent than the case against (see Section 5.22eplstill, ethical consensus is probably
impossible, given different basic ethical value catments.

The SALC says the following about this ethical difea: “From the submissions received it is
clear that in so far as active euthanasia [assiitied] is concerned, society is divided and moral
controversy is rife. It places the SA Law Commissiio the difficult position of having to clarify
the principles on which legal intervention shoutdgeed in the absence of a moral consensus on
the issue.™

Public opinion alone cannot resolve this dilemmeathis regard, the SALC quotes Constitutional
Court Judge Arthur Chaskalson who said that “puli;mion may have some relevance to the
enquiry, but, in itself, it is no substitute foetduty vested in the courts to interpret the
Constitution and to uphold its provisions withoeaf or favour. If public opinion were to be
decisive there would be no need for constitutiamidication.*

Resolving this ethical dilemma would requiireding common ground on a level other than our
different personal ethical and religious beligy interrogating the content of our common
constitutional values and rights, and asking whay trequire from us in our constitutional
democracy. Strategically, it would require shiftimgr conversation from oygersonalethical

and religious beliefs about what is right and wrém¢he constitution’s perspective about what is
permissible or not for uss citizens

The underlying philosophy is thtte Constitution should be understood as a mechanis

arrived at through a national conversation andexgemt —for creating an encompassing or
overarching moral community that binds togetherdtieens of the country around common
moral values and principle®Vithin the state, we are all members of many layging moral
communities (for example, the church, the workplacprofession, a family, a circle of friends)
and we are able to live our values and principtehose communities, provided doing so is legal.
If, however, we hold beliefs about the arrangenoémiur society that meet with the strong
disapproval of others, the only way to settle stdisagreements would be to ask what the
Constitution regards as permissible.

To put it bluntly: analogously to the Constitutigiving the community of believers in polygamy
permission to live according to their beliefs, theestion whether the community of believers in
assisted dying should be given permission to la@meding to their beliefs is a matter of
constitutional interpretationThis is what the ethics of decriminalising agsistlying is about.

"M SALC Report, p 140.
"2 SALC Report p 141S v Makwanyan995 2 SACR 1 (CC) at 431 B-D.
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There are many different kinds of situations iltasing the need for decriminalising assisted
dying. In these situations, such as in Case Stutgl®w, terminal pain management,
withholding and withdrawal of potentially life-sagting treatment, and advance directives
appear to be jointly incapable of giving adequaj@ ession to a cry for compassionate
assistance.

Case Study 3: Young woman dying of ovarian canceadapted from a real-life casé))

A 20-year-old woman is dying of ovarian cancer. 8h&uffering from unrelenting vomiting,
apparently as the result of sedation. Her breatisitgud and laboured. She is emaciated, her
eyes are hollow, and she appears much older tha®0is receiving nasal oxygen, has an 1V,
and is sitting in bed suffering from what is ob\sbusevere air hunger. She weighs 37 kilograms,
has suprasternal and intercostal retractions vétirdpid inspirations, has not eaten or slept in
two days, has not responded to chemotherapy, arelng given supportive care only.

When her iliness had initially turned for the warske discussed at length, with her attending
physician and closest family, what her prefereneasld be should her disease progress to thi
point. Her mother sits with her, holding her hafide young woman’s physician enters the rogm.
Her only words to him are, “the time has come”. &luks at her mother, who nods.

n

The best pain management may be inadequate t@tpain and distress. Some might argue that
more effective sedation should be administerelight, palliative sedation proves ineffective, as
it did in the case of this young woman, deep, teainsedation, with cessation of artificial

nutrition and hydration, would enable her to dieunally and completely free from any pain and
distress. But her voluntary preference was forstessce to die immediately.

The ethical question — which leads to an ethicdestate — is this: Why should we not respect
her free choice and help her, given that her suffes all-consuming and her death imminent?
The question about the ethics of legalising assidygng, is thisCould an appeal to the spirit,
values and rights of our Constitution resolve ttisical stalemate?

5.3.3 Interpreting the Constitution — The right tolife

The SALC Report contends that “the only way in viahas answer will present itself is if the
discussion could be conducted with total objegtiuitterms of the constitutional principle§.”
Specifically, it argues that the constitutional aebwill hinge on amterpretation of the
constitutional right to life

In its most basic form, the right to life is a gamatee to citizens that they have a right ‘to be
alive’. Since a law authorising a limitation of thght to life does not necessarily amount to an
extinction of that right (as was the case with lisgag termination of pregnancy or abortion), it
follows thata law authorising assisted dying may be a reasanabd justifiable limitation on
the right to life Thus, “the constitutional survival of the propddegislation [on assisted dying]
will therefore depend on whether the Court givée'‘a content value, importing some form of

"3Anonymous author: It's over, Debbigournal of the American Medical Association (JAM®olume 259, Number 2, 8 January
1988, p 272.
" SALC Report, p 141.
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quality of lifebeyond mere existence; secondly whether it actkeatdhere are circumstances in
which a person’s quality of life hakegeneratedo such an extent that to prolong the dying
process runs counter to the right to life guargrded thirdly, to what degree téher rightsof a
terminally ill patient embody values of an open aethocratic society which would justify a
limitation of the right to life in circumstances &g a person is little more than alive” (emphases
added)”

Legal academics Prof Pieter Carstens (ProfessGriofinal and Medical Law, University of
Pretoria) and Dr Debbie Pearm&imake the same point about the constitutional tigfife
(section 10 of the Constitution) being pivotal he tonstitutionality of assisted dying. In the case
of termination of pregnancy, the right to freedohclmoice and the right to bodily integrity are
justifiable limitations to any other right that mbg infringed by such an act, provided there is
compliance with all regulations. The anomaly igtgaven a right to life, there is no right to die
that would be the equivalent of the right to abanti

One could say that having a right to life doeseraail that one hasduty to live regardless of
circumstances. In this regard, two referencesértbnstitutional Court case bfakwanyané&

are important. First, Judge Kate O’'Regan said ohewing: “The right to life, thus understood,
incorporates the right to dignity. So the rightditonan dignity and life are entwined. The right to
life is more than existence, it is a right to beated as a human being with dignity: without
dignity, human life is substantially diminished. tAbut life, there cannot be dignity” (par 327).

In short, the crucial point here is thhe right to life involves biological or physic#ld coming
up to a certain standard — having a certain quatitygood — and this point is captured by the
notion of life having dignity and being treatedwatignity.

Second, Judge Ismail Mahomed asked the followiregstons (par 268): “Does the ‘right to life’,
within the meaning of section 9 [of the Constitaligpreclude the practitioner of scientific
medicine from withdrawing the modern mechanismsciimechanically and artificially enable
physical breathing in a terminal patient to conginlong beyond the point, when the ‘brain is
dead’ and beyond the point when a human being s¢adee ‘human’ although some unfocussed
claim to qualify as a ‘being’ is still retained?nbt, can such a practitioner go beyond the pdint o
passive withdrawal into the area of active inteti@? When? Under what circumstances?”

Carstens and Pearm&iput the constitutional position of assisted dyasgfollows: “legalising
euthanasia in South Africa, in the constitutioralgaligm, will only be possible if such a practice
is regarded as a justifiable and reasonable limitadn the right to life in terms of section 36 of
the Constitution. Conversely, the criminalisatidreothanasia will imply a justifiable limitation

to the right to dignity, freedom of bodily integriand privacy... (A) central tenet of
contemporary South African medico-legal doctrinthis notion of patient autonomy, that is, the
right of a competent adult to determine what shaltlone to his or her body.” In South Africa,

S SALC Report, p 141-2.
"8 pieter Carstens and Debbie PearmBoundational principles of South African medicab@urban, Johannesburg, Cape Town:
LexisNexis, 2007, p 202.
7S v Makwanyan&995 2 SACR 1 (CC).
"8 Pieter Carstens and Debbie PearmBoundational principles of South African medicab@urban, Johannesburg, Cape Town:
LexisNexis, 2007, p 202.
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this right to personal autonomy has its legal raotsoth the common law and certain
constitutionally protected rights to dignity, proaxaand freedom of bodily integrity.

Ultimately, at issue in the ethics of decriminalgsiassisted dying is the moral imperative that
public policy in the democratic state should essibh responsible balance betweespect for
individual autonomyandsocietal (state) interesA key question is whether there is a compelling
societal interest that justifies the limitationaof individual’s right to assisted dying. Of couras,

a society, we have an interest in the protectidmuohan life.But any assertion that individual
choice for assisted dying in precisely defined dovs — where quality-of-life considerations
and dignity are decisive — would threaten the datiaterest in protecting the right to life needs
justification, which would in all likelihood be héito provide.

Controversy should not deter us from exploring fdpblicy options with intellectual honesty.
Following the first democratic election of 1994 ahd adoption of the new Constitution in 1996,
we have made a fresh start that enabled us tolderlitban most others states in rewriting some
of our society’s ground rules. Among others, wertainalised termination of pregnancy
(abortion) and abolished capital punishment, botibably in the face of majority popular
opinion, but faithful to the ethical demands of @enstitution.

Our point of departure should be the bill of righfshe Constitution, which recognises not only
the right to life, but also that every person mdgerent dignity and has a right to have that dygnit
respected, as well as other relevant constitutinghats. Although the question regarding the
constitutionality of assisted dying has not beetidtl by the Constitutional Court as Yethe
court has already asked that question (per Juddmivied). It would be fair to say thsttould

the court decide the issue, quality-of-life consatiens and the right to dignity would inform the
content of the right to life

So, the key question is thisan our constitutional rights be interpreted in Bucway that
assistance with dying — assisted suicide and vatyreuthanasia — could, or even should, be
decriminalised within clearly defined paramete&ignificantly, Carstens and Pearmain conclude
their discussion of the legal position in respdassisted dying as follows: “(T)he underlying
values, spirit and purport of the applicable sediof the Constitution [sections 10, 12 and 14],
seem to be supportive of the introduction of vaupteuthanasia in South Afric&”

5.3.4 Common law and case law

Common-law definitions of criminal offences guidiogr case law appear to be inadequate to do
justice to the underlying ethical values that infiaassistance with dying. They lack the necessary
sensitivity for specific circumstances in which g@rs may wish to claim their right to exercise
autonomous choices regarding their suffering amdicoed life* They leave inadequate legal
space for assisting someone to die for their owodgand when that is based on free and rational
preference, without risking criminal or civil lidiby. There is insufficient legal recognition ofeh

"9 SALC Report, p 115.
8 pieter Carstens and Debbie Pearmain: Foundatpoimaiples of South African medical law. Durbanhdanesburg, Cape Town:
LexisNexis, 2007, p 210.
8 This point came out vividly in the trial of Proé&n Davison in New Zealand in 2011 (see Sectionabdve). Both parties and the
judge acknowledged this point.
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fact that life may have such a low quality thattldzecomes the only escape from all-
consuming, irreversible suffering.

Our case law illustrates inner tensions with redarassistance with dying. See Case Study 4,
below.

Case Study 4: TheHartmann ®* Case

Dr Hartmann, a general practitioner, administeréetiaal dose of pentothal to his 87-year-old

father, who was dying of terminal cancer and haghbmiffering a great deal of pain. The fathe
died within seconds. He had not expressed a wiglietdut the presiding judge indicated that
even if he had, that would not have constituteéfernte.

=

Dr Hartmann was convicted of murder and sentenc@uprisonment for a year. The sentence
was suspended in full from the “rising of the cburfrom the time the judge left the courtroom).

By passing such a lenient sentence, the courtadtirthat the compassionate motive with which
euthanasia (assisted dying) had been perpetratdmwextenuating circumstaritet could be
argued that by passing a symbolic sentence, tlgejirdtheHartmanncase recognised that our
legal categories are inadequate for the uniquesfesssistance with dying (in this case non-
voluntary euthanasia), which should not constitateder.

It is impossible to know the extent to which metmactitioners, family members or friends

assist patients with suicide or practise voluntarghanasia. It remains under the radar, but it
certainly happens despite the risk. No doubt tbatiment of pain and suffering often directly
intends death.

5.3.5 Reopening the legalisation debate

Are we content to remain silent about the crimityadif these practices, or is it better to confront
their legality head-onThere are strong arguments on both sides, andstimyld be heard in
public.

Internationally, this debate has been advancedaenably, albeit in quite different ways, since
the publication of the SALC Report in November 1998 the United State$ the

Netherland$? Belgium® Luxembourd! Switzerland’® the United Kingdorfi and Canad®.
Evidently, the trend is towards careful, measuiteet lisation of the law.

825 vHartmann1975 3 SA 532 (C).

8 This is a consistent trend also found in otheesaSee Melodie Slabbehttedical Law — Suppl. 65: South AfricAlphen aan den
Rijn: Wolters Kluwer, March 2011, p 140.

8 The states of Oregon (1997) and Washington (2668jiminalised physician-assisted suicide afteles@ferendums. In the state
of Montana there is nothing in Montana Supreme €precedents or Montana statutes indicating thgsigtan aid in dying is
against public policy. Consequently, a termindllpatient’s consent to physician aid in dying ciitn$es a statutory defence to
charge of homicide against the aiding physicianmhe other consent exceptions apply. See Udo Sehkikt at End-of-life
Decision-Making in Canada: The Report by the R@atiety of Canada Expert panel in End-of-Life DietisMaking. Bioethics
Volume 25, Number S1, 2011, pp 1-73, at pp 69-73.

% The DutchTermination of Life on Request and Assisted Sui@@éeiew Procedure) Acf 2002states that although these practices
remain , in principle, criminal offences, physicianill not be prosecuted if they have reported tevaew committee and the
committee finds that they have acted with due caee. Udo Schiklendt at End-of-life Decision-Making in Canada: The Repwyt
the Royal Society of Canada Expert panel in Endifef-Decision-Making Bioethics Volume 25, Number S1, 2011, pp 1-73, at p
56. Apart from reporting, compliance criteria comcthe patient's request, the patient's suffenimipéarable and hopeless), the
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Mindful of Judge Chaskalson’s views about the leditelevance of public opinion for
constitutional interpretatiott,some anecdotal evideriésuggests that in South Africa the time
has come to reopen the public debate about deiisiimg assisted dying, kept on hold since
1998.

It is probably fair to say that sensitive peopléovweome to know the tragic circumstances in
which assistance with dying is contemplated, ingiregly believe that we need to create the legal
space for assisted dying. Opting for assisted dyirauld be everyone’s personal, free choice,
given extreme suffering and loss of dignity in #mel-stage of a terminal iliness, but within
clearly defined legal boundaries.

Opponents of liberalising our law are entitledrisist that no pressure or duress should taint a
free and informed decision about one’s own continerdstence. But they should also accept that
others are entitled to make personal choices oflwthiey disapprove, provided they are
respectful of the law.

The current legal position creates situations déinatunjust and lack compassion. A ruling by the
Constitutional Court in thBoobramonegase (see Case Study 5, below) has the effedtat
state, in certain circumstances, may be incongigitérdenies a request for assisted dyig.

Case Study 5: TheSoobramoney Case

Mr Soobramoney, the appellant, in the final stagjeshronic renal failure and having exhausted
all other treatment options, claimed that he waslet to emergency dialysis, given the
constitutional right to life (section 11) and righdt to be refused emergency medical treatmen
(section 27(3)). The court rejected this applicata the grounds that withholding life-
prolonging treatment, or rationing care, is conmgatwith a constitutional human-rights
approach, given scarce resources. Withholding siglya scarce resource, led directly to the
appellant’s deatiMr Soobramoney passed away before the conclusibrs@&ppeal to the
Constitutional Court.

—

information provided to the patient, the presenfoeasonable alternatives, consultation of anoptgsician and the applied method
of ending life. http://en.wikipedia.org/wiki/Euthasia_in_the_Netherlands

8 Voluntary euthanasia is legal in Belgium in termidhe Belgian Act on Euthanasia of May"2802that came into effect on 23
September 2002. http://www.kuleuven.be/cbmer/vievghip? LAN=E&TABLE=DOCS&ID=23 The Act does not codsr assisted
suicide at all. As in the Netherlands, terminaia@s is not a necessary condition for voluntarhanasia to be lawful in Belgium.

87 In March 2009, Luxembourg decriminalised both wiéury euthanasia and assisted suicide.
http://en.wikipedia.org/wiki/Legality_of euthanasia

8 Assisted suicide is legal in Switzerland, but wmiuntary euthanasia. Foreign nationals may aleeive assistance with suicide, at
organisations such as Dignitas. http://en.wikipexig{wiki/Assisted_suicide

8 |n the United Kingdom, assisted dying is firmly e public agenda, following, for example, theartwf, and support for, the
assisted suicide by Michelle Broad, wife of thenfier English international cricketer Chris Broad,ovéupported her choice publicly.
(Their son, Stuart Broad, is a current internatiéhaglish cricketer.) In 2011, “the Director of RighProsecutions issues revised
guidelines setting out the factors that make tlos@rution of someone who helps a loved one didiledg. Chief among them was
the finding that the suspect acted out of compasgithe Telegraphl8 April 2011).

|n 2011, the Royal Society of Canada Expert PandEnd-of-Life Decision-Making recommended thaistesl suicide and
voluntary euthanasia be legalised. See Udo Schiileeat End-of-life Decision-Making in Canada: The Repoytthe Royal Society
of Canada Expert panel in End-of-Life Decision-MakiBioethics Volume 25, Number S1, 2011, pp 1-73, at pp 69-73.

°1 See Footnote 72.

92 Numerous phone-in radio and television programmssyell as informal surveys, suggest a trend tdsvatore progressive
thinking about assisted dying.

%3 This point was suggested to me in personal comeatinin by Dr Lesley D Henley, Department of Paettiaf Institute of Child
Health, Red Cross War Memorial Children’s Hospi@épe Town.

% Soobramoney v Minister of Health (Kwazulu-Na@@T 32/97 (27 November 1997).
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Given that the state may legitimately withhold reses necessary for continued life from Mr
Soobramoney, it would be inconsistent, as wellrasl¢cif the state were also, hypothetically, to
deny the “condemned” man’s request for assistanitedying, thus enabling him to die a few
days sooner and with less suffering. On what grewdild the state sanction death when it is a
bad for the appellant, but deny it when it is adyagspecially if the state has made death the only
option?

Similarly, the SALC Repott refers to an example of a person, bitten by avdtigrabies and in
the end-stage of dying, legally and mentally irreidy incompetent, and suffering unbearable
and intractable pain. Unlike a person in a PV3nalseClarke case)’ this person cannot die a
natural death free from suffering. Surely, any leggime that denies this person active
assistance with dying is inhumane in the extreme.

So, the question iShould the law make provision, within clearly defirboundaries, for
competent persons freely to choose assistancedwirtiy, and for assisting incompetent persons
with dying, in the terminal phase of their illneds®ot, how could our law force people to die in
inhumane and undignified circumstances merely tisfyaabstract legal rule¥, even with
optimum terminal pain managemeénee Section 2.2, above). In addition, given #ghdénial of
assistance with dying might be unconstitutiona¢ (Section 5.3.3, above), the justification for
reopening the debate about legalising assisteddtands to reason.

5.3.6 The SALC Report’s draft bill

We have a good point of departure for such a deddadat decriminalising assisted dying,
namely, the SALC Report that puts forward thregamst’® having received extensive
submissions from the public in response to itsi@adraft reporf® The SALC supports Option 1
— maintaining thatatus quan terms of which assisted dying is unlawful. Ops@® and 3 are
formulated as alternative options in thed of Life Decisions Act 1998icluded as a draft bill in
the Report, and are intended to serve as a bagwilidic discussion.

Option 1: Confirmation of the present legal positim

Option 1, the confirmation of the present legal posititifi (no change to the law) — the position
favoured by the SALC Report — rests on the follayyoint of departure: “Since the right to
refuse medical treatmerst far removed fronthe right to request euthanasia [assistance with
dying] the Commission strongly endorses the riglihe competent patient to refuse consent to
medical treatment but holds that a law to pernibh@&nasia is unacceptable” (emphasis added).

Let us call the SALC’s view the “difference thesisthat there is a significant, perhaps
unbridgeable, moral difference betweefusalof potentially life-sustaining treatment and a
requestfor assisted dying (assisted suicide and volurgatiianasia), where the former is legally

% SALC Report, p 213.

% Clarke v Hurst NO and othefs092 4 SA 630 (D). See Case Study 2: Therke case (in Section 3.3.2.2, above).

" Prof Melodie Slabbert: The legal position relatiogeuthanasia in South Africa. Unpublished presté, Department of
Jurisprudence, School of Law, University of Souffida, Pretoria, 2011.

% SALC Report, pp 142-153.

9 South African Law Commission Discussion PapeEtihanasia and the artificial preservation of Jif&pril 1997.

100 SALC Report, pp 142-143.
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justified but the latter not. It stands in oppasitto the “equivalence thesis”, supported in this
Position Paper (see Section 5.2.1.3, above).

The difference thesis cannot be merely asserteddrds arguments in its support. Nor can the
matter be decided by majority public opinion, floe tvery same reasons that termination of
pregnancy and abolition of capital punishment weieso decided.

Having committed to the difference thesis, the SAR€port puts forward four arguments against
decriminalising assisted dying.

First, the “Commission is of the opinion that timguaments in favour of legalising voluntary
euthanasia [assisted dying] as set out above auffwient reason taveaken society’s
prohibition of intentional killingas entrenched in section 11 of the Constitutiahwlnich is
considered to be the cornerstone of the law astaifl relationships” (emphasis addé&d).

The SALC does not produce any evidence for itsrclhiat legalising assistance with dying
would undermine the legal prohibition of intentibk#ling in genera) thus eroding society’s
commitment to the special moral value of human liféhe withholding and withdrawal of
potentially life-sustaining treatment does not hehat consequence, why would assistance with
dying? Surely, the decisive consideration is thiadfahese practices would take place in a
compassionate, humane, merciful and controlled caéenvironment. It has nothing in common
with killing people with the intention to harm the@ne can understand that a widespread
breakdown of the civil order, in which murder ischiecked and in the public eye, would weaken
society’s prohibition against killing. But why walihssistance with dying in a medical context,
where compassion and mercy are the driving elembkat® such an effect?

Without any supporting evidence, this argumentlitiées merit. In fact, we have good evidence
suggesting quite the opposite, namely that whetgpblicy is disrespectful of human life, then,
far from eroding society’'s commitment to the rigiife, society would rally to preserve human
life. Thus, civil society went right up to the Ceinstional Court® to force government to change
its policy of refusing to fund publicly the treatmef mother-to-child transmission of the Hl
virus.

Second, the SALC Report argues that “(w)hilst agkedging that there may be individual cases
in which euthanasia [assisted dying] may be seespine to be appropriatihese cases cannot
reasonably establish the foundation of a generalguthanasia poli¢y(emphasis added§?

At issue, however, is not whether such cases arebfiet that every human being will die and

may die, in the absence of a protecting and mérasu while suffering intractable and
unbearable pain and distress. Although exceptimhsdd make bad law, the constant presence of
terminal suffering is hardly an exception but perthe human condition.

Third, the SALC Report contends that “(i)t wouldib®ossible to establish sufficient safeguards
to ensure that euthanasia were truly voluntary amaild not inevitably lead to involuntary and

101 SALC Report, pp 142-143.

192 Minister of Health and others v. Treatment Acticantpaign and other€CT 8/02.
available at http://www.concourt.gov.za/files/taclpdf

193 SALC Report, p 143.
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compulsory euthanasigemphasis added§? This is a factual claim, indeed three factualroki
about the efficacy of safeguards against posslils@of decriminalised assisted dying, namely,
that there is no way to determine whether safegudedigned to eliminate bad consequences or
abuse would (1) ensure that a choice is truly valyn (2) prevent involuntary euthanasia, and
(3) prevent compulsory euthanasia.

These claims can be rebutted. Factual claim (&¢-eannot determine whether a choice is truly
voluntary— could mean that we are never able to “get intiteger's head”. If this is what is
meant, then, of course, the whole of criminal lavgmised on voluntariness, accountability and
liability, would have its foundation taken from werdeath it. Our everyday understanding, even
of those closest to us, as well as psychology, evbalin trouble. Or is there somehow a
difference between voluntary and “truly” voluntaagd, if so, what might that be? Truth and
justice would be better served by trusting ouregstriteria of understanding other minds and by
applying these to requests for assistance withglyather than by treating such requests as
somehow exceptional and beyond the pale.

As for factual claim (2) that foreseaseal risk of involuntary euthanasiave now have

significant data that was unavailable in 1998, magably from the implementation of
physician-assisted suicide in the state of Oré§bmhere meticulous records are being kept and
annual reports are open for scrutiny. And thereeis data from Western Europe, where, among
others, the Netherlands decriminalised assistaitbedying following a public-policy
understanding of non-prosecution for assistande dying. There is no compelling evidence that
assisted dying in these territories led to invauypteuthanasia — killing persons for their own
good butagainst their wishes

Factual claim (3) citesompulsory euthanasia as a possible unpreventaibisenjuence of
legalising assistance with dyinfj is hard to imagine what this could mean othen a possible
Nazi “euthanasia” scenario, with “compulsory” refeg to the power of the state. This alarmist
claim requires supporting evidence. Again, evemdtelst survivors dismissed a suggestion of a
similarity between the Nazi programme and euthana&sa compassionate, medical context (see
Section 5.2.2.3, above). Our Constitution contamhsquate checks and balances to prevent such
a far-fetched doomsday scenario, especially gitiecteve and enforced safeguards that would
be built into legislation. This kind of argumentrtily merits consideration in an honest public
debate.

The SALC Report’s fourth and last argument agadesriminalising assisted dying contends that
“(d)ying should not be seen as a personal or irdlisl affair, the death of a person affects the
lives of othersThe issue of euthanasia is one in which theastesf the individual cannot be
separated from the interest of society as a wHeleiphasis added{® Indeed, the manner in
which a person dies, does affect the lives of atltert so do their suffering and frustrated
appeals for assistanc&o, the “affects” are not limited to those that SALC chose to consider.
And indeed, while balancing of individual and staiéstate) interests is a core issue in a
democracy (see Section 5.3.3, above), the SALCsgipo could imply that societal interests

104 SALC Report, p 143.
1% See Footnote 61.
196 SALC Report, p 143.
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necessarily or routinely trump individual interestbould they clash in the context of assisted
dying. Again, this flies in the face of the terntioa of pregnancy legislation.

So, Option 1, favoured by the SALC Report, say$disaisted dying should remain unlawful. Of

course it is a position worthy of serious consitleraand debate. But the above arguments in its
support are weak, largely leaning on unproven fatlaims made without interrogating credible
evidence.

Option 2: Decision-making by the medical practitiorer ‘

Option 2, ‘tlecision-making by the medical practitiohé¥ proposes legislation enabling a
medical practitioner to assist a patient with dyiyyg‘administering” (voluntary euthanasia) or
“providing” (physician-assisted suicide) a “letlagjent”, provided certain safeguatf&aimed at
preventing abuse, are met.

Option 2 poses two further points for debate. Fitstwwording, namely, that a medical
practitioner ‘shall give effect to the request” (emphasis added), sn@gest that medical
practitioners have no choice but to honour thesp#s request for assistance with dying if the
safeguard conditions are met. By contrast, Soutlt#$ termination of pregnancy legislatih
and also Option 3 (below) state that a medicaltfii@eer “may” act on a patient’s request, thus
affirming an implicit conscience clause. Secondii@p2 does not mention mental or dementing
illnesses, but the reference to “intractable artaeanable suffering” probably covers these.

Option 2 can be strongly defended ethically, usirgethical arguments in Section 5.2.1 (above).
It also may have considerable constitutional fobed,this question has not (yet) been decided by
the Constitutional Court (see Section 5.3.3, ahove)

Within Option 2, there are possibilities that maydihically preferable to maintaining the legal
status qudhat outlaws all forms of assisted dying (OptignFor example, although there is no
intrinsic ethical difference between assisted sigi@nd voluntary euthanasapublic policy that
decriminalises only assisted suicide (or, more aaty, doctor-assisted suicide) may be a
pragmatic legislative compromise if legalising valary euthanasia would meet formidable
societal resistance

However, it may be unfair and crueller to somegyds to decriminalise assisted suicide only,
and not also voluntary euthanasia. For examplématin the terminal phase of amyotrophic
lateral sclerosis (ALS) may be unable to commitisié due to paralysis, with death by
asphyxiation a real possibility, whereas other teatrpatients may have the necessary maobility
to commit assisted suicide.

107 SALC Report, pp 143-146.

%8 These safeguards include: the patient must berigffrom terminal or intractable and unbearalitess; be over 18 years of age;
mentally competent; be informed of the illnesspitsgnosis and available care and treatment; makgquest that is free and
considered; and repeat the request twice, withountradiction and at least seven days apart. At [Easiours should pass between
the final request and carrying it out; the releweentificate with the request must be signed andesgised by a medical practitioner; if
relevant, an interpreter must be present to comeatmithe patient’s request; and ending the pasiéifé’ must be the only way to end
the suffering (presumably short of terminal sedatend only a medical practitioner may end lifee SALC Report, pp.143-146 (art
5(1)-(8) of the draft bill).

19 Choice of Termination of Pregnancy Act, 92 of 1996.
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‘ Option 3: Decision-making by a panel or committee

Option 3, ‘tlecision-making by a panel or committé¥ proposes that euthanasia (assisted
dying) be regulated through legislation permittangulti-disciplinary ethics committee to
consider requests for euthanasia on the basid ofis®ia. This option draws from the practice in
the Netherlands prior the passing of assisted-dggiglation some years after the release of the
SALC Report.

Option 3, while certainly preferable to the legidtus qupis an unnecessarily cumbersome
response to a request for assistance with dyimgt, k¥tho would constitute an ethics committee
and how would it function? Who elects or appoihis tommittee? Could someone who is in
principle opposed to physician-assisted suicidevahahtary euthanasia serve on such a
committee? How would decisions be taken, for exampy majority vote or consensus? Second,
should not a provision be made to appeal the decisi an ethics committee? Third, and most
significantly, it raises issues of distributivetige.'* Since a committee approach is premised on
the availability of additional resources, it colgdd to discrimination against patients in areas
with poor access to healthcare facilities. Ethmsimittees, whose membership requires, among
others, three medical practitioners, a lawyer, @antember of a multidisciplinary team, are likely
to be limited to tertiary, and therefore urban cesitwhile rural areas may not have an “ethics
capacity”.

In the final analysis, Option 3 would be an unjiestly paternalistic approach that would take
control away from the patient and medical praat#ioand transfer it to a group outside the more
intimate doctor-patient relationship. Attending noedl practitioners can display the same caution
and circumspection as a committee, and, togethérpaitients and their families they would be
able to focus on the tragic choices at hand, whitiding general debates about the ethics of an
already decriminalised practice, which may be #te df an ethics-committee approach.

Issues to be clarified if the legalisation route ifllowed

If legalising assisted dying follows the Optiondite — which is what this Position Paper argues
— a number of issues would ndedher discussion to settle the boundaries of véhettuld be
legally permissiblesuch as the following*?

Should the ethical argument that there is no isitiethical difference between assisted
suicide and voluntary euthanasia have any beanrggslation? In other wordshould an
attempt to decriminalise assisted dying adopt @nemental approach, targeting assisted
suicide only?The SALC Report® argues that although there is no general intrimgical
difference between these two assisted-dying pesstibere is in practice an important
evidentiary difference, with assisted suicide beirggtter test of the voluntariness of a
person’s choice to die. However, the report coreduthat both are, legally speaking,

10 SALC Report, pp 146-153.

1 This point was brought to my attention by Dr Lgsle Henley, Department of Paediatrics, Institut€hild health, Red Cross
War memorial Children’s Hospital, Cape Town.

12| discuss these in some detail in Willem A Landmamroposal for legalizing assisted suicide anthanasia in South Africa, in
Loretta M. Kopelman, Kenneth A. De Ville (ed$hysician-assisted suicide: What are the issu2sfiirecht, The Netherlands:
Kluwer Academic Publishers, 2001, pp 203-225.

113 SALC Report, pp 79-80.
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versions of active euthanasia (assisted dying)saondld be dealt with accordingly. By
contrast, the states of Oregon and Washingtoreittiited States decriminalised only
assisted suicide in a ballot initiative.

Non-voluntary euthanasiaf incompetent adults and seriously and irrevéysiefective

newly born infants is arguably more controverdiaint voluntary euthanasia. Their legal
position should be clarified in comprehensive efitife legislation.

In a request for assistance with dying, shouldlthess at issuée a terminal illness or
should an intractable and unbearable illness as® ground for a request, that is, “a bodily
disorder that (1) cannot be cured or successfalljaped, and (2) that causes such severe
suffering that death is preferable to continueel#f'* Significantly, both Options 2 and 3 of
the SALC Report’s draft legislation refer to “termal or intractable and unbearable
illness”* So the question ishould a request for assistance with dying alsareption for
persons who are neither terminal nor in physicah@aAmong others, this question relates to
(1) persons who have a terminal disease but argehah the terminal phase, for example, an
ALS patient, and (2) persons suffering from acim®nic depression, a dementing disease or
mental disorder, but are nevertheless competeatedme about their own continued
existence. Significantly, neither Option 2 nor @ptB — that would decriminalise assisted
dying — insists on a patient being terminally ilit lecognise “intractable and unbearable
illness” as an alternative condition for assistguhg.

Strictly legally enforcegafeguards®to prevent undesirable consequences or abuse of
decriminalised assisted dying would need to befagbydormulated. In additionslippery-
slope considerations that might be peculiar to Baiticawould need to be debated head-
on. For instance, South Africa’s multiculturalismdaconsequent risks of miscommunication;
educational deficits that might compromise adequatierstanding of assisted dying;
differential access to scarce, quality healthcaseurces (for example, poor public hospitals)
and consequent lack of distributive justice; armiséory of racial discrimination and
consequent distrust and fear of abuse.

Who shouldassist with dying Should close family or friends be allowed to stssith dying
under professional supervision? Both Options 2Zrehuire that only medical practitioners
may assist with dying.

The legal position ofmature, competent minov&uld need clarification. Option 2 is open for
patients over the age of 18, but, significantlyti@p3 does not have this limitation.
Legislation subsequent to the SALC Report lowethrgage of competence would need to
be taken into account.

In summary, we have very persuasive ethical andtt¢ational grounds for debating and

seriously considering the inclusion of assistechgyt assisted suicide and voluntary euthanasia —
in comprehensive end-of-life decision-making legfigin, together with provisions clarifying the
legal position in respect of terminal pain managame withholding and withdrawal of
potentially life-sustaining treatment, and advadtectives.

114D Benatar, SR Benatar, R Abratt,é&t.at Comments on the Draft Bill on End-of-Life DecisioRepartment of Medicine,
University of Cape Town, Cape Town, 1997, p 2.

15 SALC Report, pp 143 and 148.

16 See Footnote 108.
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Survey of medical doctors’ attitudes: The need folegalising assisted dying (doctor-assisted
suicide and voluntary euthanasia)

In the 2011 scoping survey of South African medpralctitioners, respondents were asked tw
questions about the need for legalising assistewydy When asked whetheoctor-assisted
suicideshould be legalised, 51% said no, while 49% styoagreed, agreed or were neutral.
When asked whetheoluntary active euthanasghould be legalised, these percentages chan
to 53% (no) and 47% (strongly agree, agree andalguespectively, again indicating that thes
two practices were regarded as the same.

An overwhelming 81% indicated that assisted dyimguéd only be contemplated when a patie
is terminally ill, whereas a significant one in lei12%) felt that assisted dying does not requ
terminal illness.

Significantly, one-third (34%) of respondents iredeed that in the course of their medical

practice patients hagquestedhem to hasten their dedtf.

17 see Addendum, Figures 7 and 8.
118 see Addendum, Figure 6.
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Section 6 Conclusion

This Position Paper argues the putting before &adnt of a comprehensive end-of-life decision-
making bill in respect of the following four headdire and medical practices, each recognising a
moral right of a terminally ill person, and a capending moral obligation of interested parties,
such as caregivers, family, and the state:

Terminal pain management (Section 2) — the rigetdree from unnecessary suffering;
Withholding and withdrawal of potentially life-sasting treatment (Section 3) — the right to
a natural death;

Advance directives (Section 4) — the right to fetaontrol over one’s body; and

Assisted dying — Assisted suicide and voluntarjanasia — the right to assisted dying
(Section 5).

Whereas the first three practices are relativelyoniroversial and should be guided by the
applicable standard of care for responsible megiicadtice, South African law is not sufficiently
clear to provide adequate guidance and protectiomédical practitioners and substitute
healthcare decision-makers. This can be rectifiethbans of appropriate legislation, creating an
enabling environment for making the best end-&f-tiecisions.

The fourth practice, assisted dying (assisted deliand voluntary euthanasia), is unlawful in
South Africa and can only be decriminalised throlegjislative reform. There are strong
arguments to suggest that such legislation woulcblnsistent with the letter and spirit of the
Constitution’s bill of rights, if not required by, as was the case with termination of pregnancy
legislation. So, a key question is:terms of the Constitution, what can a termindllperson in
the end-stage of a terminal iliness legitimatelly aSothers who are willing and able to assist
with dying?

Quite understandably, some would regard assistedydiggislation as unnecessary and
undesirable since the other three end-of-life healte practices provide adequate options to care
for the dying. The counter-argument, however, ispasive: people justifiably want greater
control over the time and manner of their deattsdrfiar as it is within their control, they elect

not to die in a drug-induced state of semi-consm@ss or unconsciousness. They regard refusal
of assistance with dying as a denial of their pgasautonomy and dignity, lacking
compassionate recognition of their suffering. Anelytdo not regard recognition of their
autonomous preferences as anti-community or selfish

Those who find such assistance with dying an affftetheir personal conscience or religious
beliefs should consider that we live in a congtituél democracy which seeks to balance
individual and societal (state) interests. Whatsoegard as unethical may not be unlawful. On
the contrarythere may be an ethical as well as a constitutiahay to decriminalise a practice
that some regard as unethicdlhis is part of the trade-off of living in a hetgeneous society.

And even though our democracy is young and stilhashape amidst great challenges, we have
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been brave and progressive in many other areaxc@l seform. There is no reason why it
should be any different in respect of end-of-liezidion-making.

In summary, this Position Paper argues thate should be a public debate on end-of-life
decision-making, resulting in a comprehensive enlifedecision-making bill, along the lines of
the draft bill— End of Life Decision Act 1998 included in the SALC Report of 1998

Finally, the following statements summarise keyrelats of this Position Paper’s perspective on
the ethics and law of end-of-life decision-making:

Life is finite and may reach a point where death good (benefit) rather than a bad (evil).
We exercise autonomous control over our bodieshaatthcare throughout our lives, and it
should be no different at the end of life.

We have a moral and constitutional right to lifat there is no overriding duty to live.

We have a moral right to a peaceful and dignifiedt, free from terminal pain and
distress, and this right is compromised by some$oof end-of-life healthcare
interventions.

We have constitutional rights consistent with thisral right to a peaceful and dignified
death.

Treatment — including artificial nutrition and hdion — in opposition to the will of the
patient, or the patient’s substitute decision-maiseethically and legally unjustified since
we have a right to refuse — contemporaneouslyrouth an advance directive — any
treatment, including potentially life-sustainingatment, and others have a duty to withhold
or withdraw treatment that is refused.

In precisely defined conditions, we have an monal a arguably — a constitutional right to
be assisted with dying — by being supplied withriteans to commit suicide, or by having
our life terminated. Persons who wish to assistrstivith dying have a corresponding right
to do so.
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Discussion

In 2011, the Ethics Institute of South Africa (E$HA) conducted a scoping survey on end-of-
life decision-making — assisted dying in the widense (see Section 5.1, above) — among 120
medical practitioners (doctors and specialistéhatmedical schools of the University of Pretoria
and the University of the Free State. Ethical apglrfor the research was granted by the South
African Medical Association Research Ethics ComeeittSAMAREC). The medical

practitioners were intensivists (ICU), oncologigibysicians, trauma surgeons, general surgeons,
orthopaedic surgeons, neurologists, family phyagiairologists, general practitioners,
psychiatrists, gynaecologists, haematologists,@hitologists, and dermatologists.

1. Demographic information

The vast majority of respondents are religious.rd\@8% indicated that they were Protestant (see
Figure 1, below) and an overwhelming majority o#&ihdicated that they were either very
religious or religious (see Figure 2, below).

6 1 \
35, _——
3
43 3

Figure 1: Religious affiliation
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Figure 2: Are you religious?

2. The ethics of assisted dying

Respondents were asked three questions abouthibe et “acceptability” of assisted dying
(assisted suicide and voluntary active euthanéstayere to be legal.

Two out of every five respondents (40%) eitherraféd that, or were uncertain whether, they
would administer a lethal drug upon requéperform voluntary active euthanasia) (see Fi@jre
below). This percentage rose marginally to 43% witespondents were asked whether they
would provide the means to enable assisted sui(sde Figure 4, below).

This is an indication that respondents believe ttmatwo forms of assisted dying — doctor-
assisted suicide and voluntary euthanasia — aiea#yhspeaking similar or identical.

Very significantly, however, when respondents wasieed whether they could imagine a future
illness bad enough that they themselves would comassisted suicide, or would ask a colleague
to perform voluntary euthanasia on them, this peege rose by roughly 50% to almost two-
thirds (63%) (see Figure 5, below).
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Question 1: (Imagine assisted dying is lawful, witlsafeguards.) If a competent, terminally
ill patient who is rational and reflective repeatedy asks you to inject drugs to end his or her
life, are there any situations where it would be a®eptable for you to give a lethal injection?

>* <
43 43

Figure 3: The ethics of doctor-assisted suicide

Question 2: (Imagine assisted dying is lawful, witlsafeguards.) If a competent, terminally

ill patient who is rational and reflective repeatedy asks you to prescribe drugs so the
patient can end his or her life by overdose, are #re any situations where it would be

acceptable for you to prescribe the drugs needed?

>* <
3 3
= 8

43

Figure 4: The ethics of voluntary active euthanasia
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Question 3: (Imagine assisted dying is lawful, witlsafeguards.) Can you imagine any future
illness bad enough that you might wish either to $eprescribe medications to end your own
life intentionally or to have a colleague intentioally end it for you?

>* 3
(3

Figure 5: Medical practitioners choosing assisteglidg for themselves

3. Patient requests for hastening death

One-third (34%) of respondents indicated that endburse of their medical practice patients had
requestedhem to hasten their death (see Figure 6, below).

Question 4: In the course of your medical practicehas a patient ever asked you to hasten
his or her death?

Figure 6: Patients asking doctors to hasten theiath
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4. The need for legalising assisted dying

Respondents were asked two questions about theforelegjalising assisted dying. When asked
whetherdoctor-assisted suicidghould be legalised, 51% said no, while 49% sisoagreed,
agreed or were neutral (see Figure 7, below). Ws&ed whethevoluntary active euthanasia
should be legalised, these percentages chang@¥iqrio) and 47% (strongly agree, agree and

neutral) respectively, again indicating that thisee practices were regarded as the same (see
Figure 8, below).

Question 7: The law should allow a doctor to provid drugs to a rational and reflective
terminally ill patient who requests assistance wittcommitting suicide.

Figure 7: Legalising doctor-assisted suicide

Question 8: The law should allow a doctor activelyo end a patient’s life if a rational and
reflective terminally ill patient asks the doctor © administer a lethal injection.

Figure 8: Legalising voluntary active euthanasia
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5. Pain management and comfort care

Respondents were asked two questions about paiagearent and comfort care. When asked
whether inadequate administration of pain medicatias due tdear of hastening a patient’s
death 54% strongly agreed and agreed, 31% disagredtt ¥8% were neutral (see Figure 9,
below). When asked whether inadequate pain meditatas due téear of criminal prosecution
for hastening a patient’s deatthe responses changed to 39% (strongly agreagree), 40%
(disagree) and 21% (neutral) respectively (seerEig0, below).

This indicates that under-treatment of pain isr&ogs problem, at least in part informed by fear
of criminal prosecution for hastening a patienesith in an effort to manage pain.

Question 9: Doctors fail to give adequate pain medation most often through fear of
hastening a patient's death.

Figure 9: Under-treatment of pain for fear of hasténg death

Question 10: Doctors fail to give adequate pain méchtion most often through fear of
criminal prosecution for hastening a patient's deat.

Figure 10: Under-treatment of pain for fear of crimal prosecution for hastening death
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6. Terminal illness as a requirement for assisted dy

Respondents were asked if a patient with intraetabhtl unbearable pain, gt terminally il
requested them to end his or her life whether thayld practise doctor-assisted dying (assisted
suicide or voluntary euthanasia) if it were led&l. overwhelming 81% indicated that assisted
dying should only be contemplated when a patietgriminally ill, whereas a significant one in
eight (12%) felt that assisted dying does not megtgrminal iliness (see Figure 10, below).

This last finding may be an indication that demeioti dementing illness would not be a
justification for assistance with dying for the @y of respondents.

Question 11: If a patient with intractable and unberable pain and suffering, who is not
terminally ill, asks me to end his or her life, | vould do so if doctor-assisted dying were
legal.

/

Figure 11: Terminal iliness as a requirement for sisted dying

7. The value of advance directives

A vast majority of 75% agreed that advance diredigliving wills and powers of attorney for
healthcare) assist to clarify patients’ wishes rediag treatment at the end of life, or when
incompetent. Only 12% disagreed (see Figure 1TvelOne could expect this positive
response to rise, should legislation be passedatify outstanding issues, accompanied by a
public education campaign.
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Question 12: Legalising advance directives (a livqnwill and a health-care power of
attorney) is a positive step in clarifying a patietis wishes regarding treatment at the end his
or her life, or when incompetent.

Figure 12: The value of advance directives
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