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Introduction
The 2012/2013 RCSIsmj Ethics Challenge presents the

case of Mr R, a retired senior partner from a highly

successful legal practice, who had drafted an

advance directive (AD) with his doctor stating that

his life was not to be saved if he were to become

severely demented and too incapacitated to

refuse treatment for himself. Having developed

the aforementioned severe dementia he

subsequently contracted a serious infection,

which prompted a discussion of the AD

among family members and medical staff.

However, conflicting viewpoints were

raised by both, resulting in a failure to

reach a consensus. One side supported

the AD but the other side contended

that he was a different person now

than he was then and thus his

infection should be treated.1

The ethical issues surrounding ADs in

the case of severe dementia are now of

paramount importance, as indicated by the

rapid increase in the condition worldwide. As of

2010, global figures for dementia stood at 35.6

million, but that figure is expected to nearly double

every 20 years to approximately 65.7 million in 2030 and

115.4 million in 2050.2,3
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Current use of advance directives
The concept of the AD was conceived in the US in the 1960s and is

well established in many places such as Australia, Canada and in

Europe.5-7 The legislation and implementation for each AD differs

from country to country but the overall concept is the same.8 ADs are

considered binding as long as the conditions outlined by each

country’s legislation are met and the physician is legally bound to

comply with the AD.9 Studies have found that ADs are important for

both the physician and the patient. Physicians are willing to honour

ADs but are reluctant to initiate discussion about them with their

patients. In one study, 93% of outpatients interviewed in a Boston

hospital and 89% of people from the general public said that they

would desire an AD. This study also found that 77% of outpatients

and 86% of the general public found making decisions for themselves

easier than making decisions for incapacitated relatives or friends.10

Another recent study showed that almost 80% of people preferred

independent decision making when it comes to end of life situations,

and efforts are underway to increase the use of these documents.11

However, the number of people with prepared ADs is still quite low as

it is still a relatively new concept. Figures are as low as 5% for

hospital-based patients in Finland and 25% for Americans.9 Barriers to

preparing ADs from the patient’s viewpoint included the belief that

the physician should make the decisions, and the idea that ADs were

only relevant to older people or those in poor health.11 From the

physician’s viewpoint the time-consuming nature of discussing the AD

with the patient and the lack of compensation for time and effort

allocated becomes an issue.12

The advance directive as a concept
The fundamental reason why ADs are becoming increasingly

popular among patients is that they facilitate an expression of

precedent autonomy in case of future incompetence.13 The AD is

a practical extension of informed consent and thus a tool for

autonomy. A person has a right to informed consent and thus a

right to make an informed and voluntary decision to accept or

decline treatment.14 However, while it is an excellent tool of

autonomy, it can also severely compromise the ethical obligation

of beneficence of the physician, and indeed the relatives and

loved ones of the afflicted. Thus we are presented with the

age-old debate between the patient’s autonomy and the

physician’s beneficence, and this will be discussed in detail below.

Applying advance directives to those with dementia
Dementia is a disease that progresses slowly. To confirm that Mr

R’s AD is ethically valid, questions must be raised about the gaps

between what effects Mr R thought the dementia would have on

him and what actually transpired. Is this what he envisaged his

dementia to be or is this a completely different situation to what

he saw happen to his parents? His experience of dealing with his

parents is, after all, the premise on which he based his AD.13 One

study states that in order for a person to make an informed

decision they must have a complete and genuine understanding

of the experience of dementia.3 In Mr R’s case it is more than

likely that he knew, insofar as anyone could grasp, the effects the

dementia would have on him because of his first-hand experience

with his parents, and this is what confirms its validity.

Dementia and personal identity
A person who becomes severely demented undergoes deep

psychological and personality changes, so much so that outside

their physical bodily form they become unrecognisable to loved

ones.13 The big question is: does their fundamental identity

change? Is Mr R a new person in a body that is not his, or is he

essentially the same complete being with an altered personality?

Either way the answers to these questions have massive

implications for the application of the AD. It thrusts the issue of

personal identity into the spotlight when considering an AD from

an ethical point of view.

Relevance of personal identity
The question of the relevance of personal identity is significant

because the AD can only claim moral validity if it concerns the person

who drafted it. Rights-based ethics state that the AD can only have

moral force if the person who drew up the AD is the same person as

they are now.15 Two views of personal identity will be discussed

below. One will advocate paternalism and the other autonomy.

The case for the application of soft paternalism
In the Lockean/Parfitian view of the human condition,

psychological continuity is inseparably linked to personal identity.

Without thinking there is no consciousness and without

consciousness there is no person. It is a connection to psychological

states that amounts to the person.16 According to this view Mr R

should be separated into a former and a current Mr R. It would

then be unethical to allow former Mr R to dictate the healthcare of

the current Mr R, as the current Mr R might have entirely different

views on how he wants to live his life.17 The current Mr R might

even be viewed as a slave to the former Mr R, which would

drastically restrict his autonomy and his rights. Therefore, a

physician could be justified in applying soft paternalism and
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Table 1: Definitions of relevant principles of medical ethics

n Respect for persons/autonomy: to allow patients to make

autonomous decisions and not to obstruct their actions unless

they prove detrimental to others. Those with diminished

autonomy must also be protected.

n Beneficence: to promote the well-being of the patient insofar

as is possible and to minimise potential harms.

n Non-maleficence: to do no harm.

n Justice: to ensure the equal distribution of medical resources

among all persons.4



ordering that Mr R be given antibiotics.13 However, even advocates

of the psychological continuity theory advocate that although there

is not enough continuity to believe that Mr R still has his original

identity, they do believe that there is enough psychological

continuity to give the wishes of the AD some weight in the decision

concerning whether or not to treat Mr R.18 

Autonomy: providing Mr R with his freedom of choice
On the other hand, if Mr R, who has undergone severe and permanent

neurological damage, is not the same person as before, then who is

he? Is he just a shell of some other individual with no past, no life

experience and no soul? Can he even be classified as a person or just a

living being? Does Mr R really think or does he just exist in the shadow

of his former being reacting to sensory stimuli and no longer retaining

any of his former critical interests?19 Has his body acquired a different

person? Body is part of the personhood. A person’s agency might be

gone but personhood is ingrained in an individual’s life history and

engagement with others. Therefore, it still makes sense to view Mr R as

the same person.16 

There are many viewpoints that support the idea that psychological

continuity is not necessary for the continuity of one’s identity. From the

communitarian concept of self, Mr R retains his identity because he

remains important to those who were around the former Mr R. From

an animalist stance he is the same person, as his animal functions of

metabolism, capacity to breathe, etc., remain intact. Finally, from an

embodied mind perspective, all that is required for a continued

existence is persistence of cognitive processes. It is beyond the scope of

this article to explore these standpoints in great detail but they are of

some significance.20,21 It is similarly argued in another paper that the

ability to view yourself prospectively is a necessary requirement for

being a person and therefore having an inherent right to life.22

In the Dworkin view of the human condition Mr R is thought of as

someone who has become demented rather than a person, or even a

separate entity, who is currently demented. We could view the

competent and demented stages of a person’s life as just stages within

a complete life and that these stages are both equally part of the

individual within the same life.13 People see themselves as one

continuous person with a past and a future. Thus they have a justifiable

interest in how their complete life would transpire and that it would be

consistent with their former competent self in the case of future

incapacity. Perceived future events contribute to the narrative unity,

which is constitutive of personal identity. Indeed, surrogate decision

makers would make decisions based on this same precedent.23

Psychiatrically, Dworkin’s position is supported by the fact that a

patient with progressive dementia frequently has memories from his

earlier life.5 It is clear then that in an overall sense Dworkin’s position

has more credibility than the Locke/Parfit viewpoint and from a

philosophical viewpoint Mr R’s autonomy must stand.

The advance directive from the physician and family
members’ viewpoint
If it is the case that Mr R is deemed to be the same person as he

was before becoming afflicted with severe dementia, it strongly

conflicts with a physician’s and family’s ethical principles of

beneficence and non-maleficence. Declining the opportunity to

treat Mr R is unquestionably compromising the physician’s

beneficence as he can clearly see that Mr R’s current demeanour

is the antithesis of someone who wants his life to be ended.13 It

would specifically conflict with the traditional deontological

Hippocratic oath of the physician if the doctor were to let Mr R

die.24 Another question must then be asked: if both courses of

action are ethical, then which of the two is more ethical? The

answer to that question is found in exploring the difference in Mr

R’s critical interests over his current best interests.25

It is clear that superficially Mr R is currently a very contented

individual, but the point of Mr R’s AD is to override the superficial

appearance of his current demented personality. Mr R’s critical

interests were clear. If he were to be in a situation where he had

to be medically treated in order to survive he did not want to

receive that treatment. Mr R, like many other people, probably

wanted his critical interests to be indicative of his philosophy and

attitudes to life, which would give coherence and a narrative

structure to the story of said life.22,26 In this case the AD becomes

a tool to help him achieve his final goal in life: not to extend his

life as an incapacitated individual. Dworkin also argues that best

or experiential interests have no intrinsic value. They only allow a

person to live a mere pleasurable life.18 An analysis of the human

condition would identify that a human being does not act simply

to seek pleasure or avoid pain, but rather they act according to a

moral compass and in the representation of duty, which goes

beyond reacting to current emotions.27

Conclusion
Although there are many ethical reasons supporting possible

decisions, in this case the most ethical decision is to uphold the AD of

Mr R. The autonomous decision as outlined in the AD is of greater

significance than the physician’s obligation of beneficence. The

following criteria assess the validity of the AD:

1. The person must have been competent when he or she

formulated the AD.

2. The refusal of treatment must have been made voluntarily,

unequivocally, and without duress.

3. The refusal of treatment must represent a ‘firm and settled

commitment’ rather than an offhand remark that informally

expresses a reaction.

4. The advance decision must have been made with reference to

and intended to cover the particular circumstances that

subsequently occurred.

5. The person must have known in broad terms the nature and

effect of the treatment to which he or she was refusing consent.28

It is clear that Mr R’s AD is perfectly legitimate and it must be

upheld. The medical staff and family members should come to a

consensus that Mr R should not be given antibiotics and should

be allowed to die as he intended.
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