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Advance Directives

Where a competent adult makes a specific and
informed decision to refuse future medical
treatment in the event of his/her incapacity, this
should be respected.

e Written instructions about future medical care
* Generally include:

— Living will for treatment refusal

— Medical power of attorney/ surrogate




USA

e Kutner proposed living will in 1969

— California Natural Death Act in 1976
— Karen Quinlan decision NJ Supreme Court 1976

— Nancy Cruzan court decisions 1983-1990

e Patient Self-Determination Act 1990



Europe?
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European Convention on Human Rights 1997:

“ previously expressed wishes relating to a medical intervention by a patient who
is not, at the time of the intervention, in a state to express his or her wishes
shall be taken into account”.



Advance Directives helpful if ...

* Medical situation is plain
e Crisis is foreseeable

* Patient preferences are specific, strong, and
delineable

* Patient has special reasons to prescribe their
care.



‘*Headl | ne’ Ca

e ‘Headline’ cases

— ‘Right to die’: Terri Schiavo/ Eluana Englaro/ Tony
Bland

— Jehovah’s Withesses and blood transfusions

* |In general
— Decisions simple if stark (transfuse/ventilate/feed or
die)
— High degree of certainty about outcomes
— Easy to comprehend / empathise with protagonists



Everyday cases

e Cases in palliative and geriatric medicine
— Cancer, stroke, dementia, organ failure, etc

* |In general
— Decisions not as simple as ‘live or die’

— Often uncertainty about effectiveness of
interventions: not just a matter of principles

— Under-treatment before end of life as important as
over-treatment at end of life

— Difficult for others to comprehend/ empathise, eg
dementia, severe disability



Arguments for ADs - Ethics

* Of the major ethical principles, respect for
autonomy is ‘first among equals’

* Exercise of autonomy (rational self-
determination) a major goal for patients

* Advance directives maximise patient autonomy
by extending the exercise of autonomy beyond
their span of competence



Arguments for ADs - Pragmatic

* Doctors often fail to elicit patients’” wishes

* As a result, lives may be unduly prolonged by
use of unwanted or futile medical treatment.

e Advance directives will solve these problems
— People know what they want now and in the future
— Their preferences are stable
— They can articulate what they want
— Proxies and doctors will read the AD accurately
— The AD will alter patient care
— People will actually draw up (and maintain) an AD

* Everyone should have one?



A Parody of Bioethics...

Principles Approach (Beauchamp & Childress)

Respect for autonomy

a PRINCIPLES Ol
* Beneficence BIOMEDICAL
ETHICS [t

* Nonmaleficence
 Justice

Patient-centred VS Paternalism

We live in the ‘time of the triumph of autonomy in
bioethics’ (Schneider 1998)


http://www.amazon.com/gp/reader/0195143329/ref=sib_dp_pt

Limits of 4 principles

Ordinary language enough to understand and debate (but
not necessarily solve) most medical ethical problems (ailon)

‘Fatuous ja rgon’ (Cowley J Med Ethics 2005)

— Beneficence (be nice); non-maleficence (don’t be nasty’)
— Autonomy — ‘a good thing to have’

— Justice = ‘It’s not fair’

To assign priority to one of these factors as the key
ingredient is a dubious pl"OjECt. (Beauchamp and Childress)
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CPR decisions: Britain
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1991: Public controversy re unilateral DNR orders.

1999: BMA/RCN guidelines

2000: Age Concern: Rampant ageism and disregard of
criteria in use of unilateral DNR orders in NHS.
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2007: BMA/RCN revised guidelines



Decision Making Styles in Different Countries

(Richter et al, ] Med Ethics, 2001)

* Scenario: Hypotensive 82 yo with moderately severe
Alzheimer disease & major Gl bleed and

— (1) no other information;
— (2) DNR order agreed by G.P. and family
— (3) Living will from patient requesting no CPR

* % of 535 doctors surveyed who would do CPR

Swedish German Russian
No info 23% 48% 74%
DNR order 15% 32% 52%

Living will 15% 26% 72%



Talk to Family rather than Patient?

Often happens in real life (eg Mead, BMJ 1994, Dautzenberg
et al, QJM 1993; McNamee 1JMS 2007)

Low agreement between surrogate and patient
preferences for CPR (e.g. Ouslander et al, Arch Intern Med 1989)

Disagreement

‘Daughter from California syndrome’ (molloy 1aGS 1993)

— Reappearance of guilt-ridden family member at death bed,
demanding that ‘everything be done’



Futility - an et hi cal

* No obligation to offer or to discuss futile treatment

BU Twhat does futile mean? Futile for whom? Which
length of survival is futile?

* Many clinicians view futility the way one judge viewed
pornography: - they may not be able to define it, but
they know it when they see it (Trugg et al, NEIM 1992)

e Physicians’ futility judgements

— Poor reliability, rely more on values and biases than
on evidence (curtis, JAMA 1995)

— Influenced by race, age, social class and cause of
illness



CPR/DNR decisions in Europe

* Do elderly patients want to be consulted?
— USA: 90%+ (Ebell, J Intern Med 2000)
— Holland: 70% (van Mmil, Med Decis Making 1997)
— England: 86-100% (Hill, BMJ 1994; Mead, BMJ 1994)
— Ireland: 94% (Cotter at al, Age Ageing 2009)

* Do doctors consult patients?
— Sweden, 1990: 7% usually (Asplund, J Intern Med)
— Sweden, 1997: 3% yes (Friberg et al, Acta Anaest Scand)

— Holland (geriatric unit): 3% with patients (Dautzenberg et al, QM
1993)

— Ireland (acute hospital): 6% (McNamee IMS 2007)
— Britain (geriatric units): 25% (Harkness QJM 2007)



Seek Current Patient
Preferences?

* Very difficult in practice to discuss CPR with
distressed acutely ill patients

* Distress from CPR discussions in 8% of patients
(O’Keeffe, Age Ageing 2001)
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Problems with ADs - Ethics

* |Internal contraindications

— Can ADs bind person that no longer exists?



ADs and the Personal Identity Problem

(Buchanan 1988)

Psychological continuity a necessary condition for
personal identity

Some accidents/ diseases so disrupt psychological
continuity that the person who made AD doesn’t exist.

If we consider the individual after the disruption to be a
different person, the AD has no moral authority to
determine what happens to this different person

What value do we place on the person with dementia?

— Respect them as a remnant of their previous self

— Respect them as they are at present, even if different to their
previous self



Problems with ADs - Ethics

* |Internal contraindications

— Emphasis on autonomy underlies current informed
consent procedures

— Vast discrepancy between amount of information that
must be provided and of discussion that must occur
before even a minor intervention and that needed for
ADs covering ‘astonishing catalogue of momentous
choices living wills can embody’



Jehovah’ s Wi tnes

e Excommunication/ communal shunning policy for
wilful acceptance of blood transfusion
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* Sizable minority of Jehovah’s Witnesses do not fully
agree with the Watchtower’s blood doctrine.

— Groups such as Associated Jehovah's Witnesses for Reform
on Blood

— Single congregation: 12% (Findley and Redstone, Arch Int med 1982)

— Chart review pregnant JWs: 39% would accept some blood

products and 10% whole blood transfusion. (Gyamfi, Obs Gynae
2004)
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Problems with ADs - Ethics

 Autonomous agents act with freedom and reason
— Intentionally
— With substantial understanding
— Without (undue) controlling influences

* Acting autonomously — not just a right but a duty?

— ‘It is practically unwise and morally objectionable for the
patient to forswear making medical decisions personally’
(Harris)
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Peopl e aren’t

* Autonomy not usually a priority when very ill

* People don’t decide ‘rationally’ (kahneman Tversky 1984)
— Limited information processing capacity or skill
— Difficulties with numbers
— Use of heuristics to ease cognitive burden of deciding
— Perceptual biases

* ‘Reason is, and ought only to be the
slave of the passions, and can never
pretend to any other office than to

serve and obey them’
Hume (‘A Treatise of Human Nature’)
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Problems with ADs - Pragmatic

— People know what they want now and in the future
— Their preferences are stable

— They can articulate what they want

— Proxies and doctors will read the AD accurately

— The AD will alter patient care

— People will actually draw up (and maintain) an AD



People know what they want NOW

* Unrealistic expectations
— CPR on US medical television shows (Diem NEJM 1996)
* 67% survival to discharge (20% real life)
— Prognosis of 24h+ coma in soap operas (BMJ 2005)
* Fifty seven (89%) patients recovered fully

* On the day they regained consciousness, 86% had no
cognitive deficit or residual disability



* Framing issues

— 201 older subjects presented with 3 vignettes of life-
sustaining treatments. Acceptance rates were:

e 12% w
e 18% W
* 30% w

hen phrased negatively,
nen presented neutrally

nen phrased positively.

— 77% of subjects changed their minds at least once
when given the same case scenario but a different
description of the intervention.

Malloy et al JAGS 1992



People know what they want in the
FUTURE

* Healthcare professionals and relatives
consistently and significantly underestimate

QOL In people with disabilities (eg Ouslander et al, Arch
Intern Med 1989, Uhimann et al Arch Intern Med 1991).

* Relatives and professionals underestimate QoL
of dementia patients (Sprangers & Aronson, 1992)

e Pts likely to underestimate QOL of their older,
more disabled and cognitively impaired selves



Stability of Preferences?

Christensen-Szalanski (Med Decis Making 1984)

18 women in a “natural childbirth” class

Serial assessment of anaesthesia preferences for
labour

Pre-labour, early labour: Strong preference to avoid
anaesthesia

During active labor: Strong preference for
anaesthesia

Postpartum and after: Strong preference to avoid
anaesthesia next time around



* Meta-analysis of studies examining stability of
patients’ preferences for life sustaining
treatment over 2+ YEQAI'S (Schneider et al, Hast Centre rep 2007)

— Median stability 71 percent (range 57-89%)
percent).

— lliness and hospitalization change people’s
preferences for life-sustaining treatments.



Pati ents can’t

* ‘Living wills routinely baffle patients with their
syntactic complexity, concept density, abstractness,
organization, coherence, sequence ....Unfortunately,
most advance directive forms do not ask all the right
guestions and they do not ask those questions in a

manner that elicits clear responses’.
Pope, J Law Med 1999

* When patients are asked what their living will says
‘the modal answer is, in its entirety: “It says | don’t

want to be a vegetable.”
Fagerlin Hasting Centre Report 2004



Nor can their surrogates or doctors

 Randomized trial, surrogates who were able to
consult a living will predicted patients’
preferences no better (at 70%) than those

who had no living will to consult.
Emmanuel JAGS 1991

* Primary care physicians’ predictions of
patients’ preferences were similarly
unimproved by providing them with patients’

advance directives.
Coppola et al, Arch Int Med



Will People Complete ADs

 USA - 18% of general population

e Study of 17,000 deaths (Hanson, Arch Intern Med 1996)
— 9.8% living will
— More in white, educated, wealthy
— More in chronically or terminally ill

— Controlling for health status, those with living will
were 20% more likely to die in hospital and
averaged longer hospital stays.

e 50% of Jehovah’s Witnesses had failed to

maintain up-to-date Medical Directive cards
(Watchtower)



Asking the Wrong Questions?

* Autonomy vs Beneficence: Often a fake
dichotomy?

e USA: Of people with consistent CPR preferences
in SUPPORT (critically ill) and HELP (elderly)

—80% want doctor / family to make final
decision

— Only 20% want their own preferences
adhered to ‘ no matter what'’
(Lynn, JAGS 2000)



‘I do not want to be in the position of a
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merely spreads an array of vendibles in front
of his patient and then says "Go ahead,
choose, it's your life" is guilty of shirking his
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* Emphasis on patient autonomy in medicine
supposed to make doctors more responsive to the
patient’s needs and wishes.

— Can mean dumping too much responsibility onto the
patient

* Tension between autonomy and trust
— Trust goes with relationships and mutual obligations
— Individual autonomy with rights and adversarial claims

* ‘Trust and trustworthiness are two faces of the
same coin’ - challenge for profession



Conclusions

e Advance directives?

— Helpful if needed to guarantee strongly held patient
wishes in specific situations

— Not a panacea for end-of-life problems and unlikely
to help with ‘everyday dying’

* Need for

— Better communication between physicians and
patients and planning for end of life care

— Mutual trust



