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The impact of dementia on individuals and society is enor­
mous: one estimate of the cost of dementia care in the USA 
is over $100 billion.1 Dementia presents a unique challenge 
to healthcare ethics: never before has the healthcare system 
cared for so many with acquired, progressive mental 
disability. The implications of this disability are legion, and 
there has been a growing literature on the ethics of demen­
tia care.2 Much of the focus to date has concentrated on 
competency to consent for medical treatment, and on end 
of life issues, particularly tube-feeding, do-not-resuscitate 
(DNR) orders and advance directives. While clearly 
important to clinical practice, this emphasis has diverted 
attention from other ethical issues: for example, the 
response of society to dementia, the impact of dementia on 
doctor-patient relationships and resource allocation for the 
care of dementia. It has also the quality of promoting an 
ethics of sickness and death rather than an ethics of health 
and hope. 

Common principles to many ethics discourses are benef­
icence, non-maleficence, respect for autonomy and 
equality. Dementia ethics are special because of the impact 
of the disease on these concepts, particularly equality and 
autonomy. One of the main obstacles to equality for the 
patient with dementia is that we live in what Post refers to 
as a hypercognitive culture. This culture is the child of 
rationalism and capitalism, so that clarity of mind and 
economic productivity may seem to determine the value of 
human life.3 A disproportionate emphasis on cognitive 
function robs our ethical system of a basic equality among 
humans. 

In dementia, we need to convert the dictum "I think, 
therefore I am" to "I will, feel and relate while discon­
nected by forgetfulness from my former self, but still, I 
am". The Judaeo'-Christian ethic of caring has never 
accepted that the value of human life rests in reason and 
memory alone, but modern society has had some difficulty 
in accepting this loss of cognitive function. At a historical 
level, this trend is seen at its worst in the unethical research 
practices on patients with dementia4 or the murder of many 
thousands with dementia under the T-4 project in Nazi 
Germany.5 

Some commentators on dementia still hold an exclusion­
ary position with regard to people with dementia: one 
philosopher has likened people with severe dementia to 
dogs, since they supposedly "lack capacities for hopes and 
fears, dreads and longings for their futures."6 One well 
known writer makes unfounded assumptions that patients 
in the last stages of dementia seem to have lost the capacity 

Desmond O'Neill MD, FRCPI, Consultant in Geriatric Medicine, 
Age-Related Health Care, Adelaide and Meath Hospital Dublin 
incorporating the National Children's Hospital, Dublin 8, 
Ireland. 
SUBMITTED: AUGUST 12, 1997. ACCEPTED: SEPTEMBER 29, 1997. 

to recognise or appreciate indignity, or to suffer from it.7 

Even in everyday speech, it is not uncommon to hear 
remarks such as 'the patient is only a shell of his former self. 

These negative comments are not only repugnant to a 
moral solidarity with those suffering from dementia, but 
also contrast with many carers' experience that people 
with dementia have great sensitivity to attitudes and 
behaviour of those around them, and can derive pleasure 
from relationships, activity and creativity. 

We need to develop our understanding of how to enable 
the positive aspects of living in dementia. There is a small 
but growing literature on the subjective experience of 
dementia among patients with dementia.s'9 Kitwood and 
Bredin have also made a useful contribution towards 
developing indicators of wellbeing in people with severe 
dementia.10 Some of this philosophy has crept into medical 
literature: among a sea of rating scales which assess mainly 
negative characteristics of dementia, it is encouraging to 
discover the Pleasant Event Schedule of Teri and Logsden.11 

The key to an adequate ethics of dementia is full attention 
to the many ways of enhancing the non-cognitive aspects 
of wellbeing while not underestimating remaining capaci­
ties. 

If this attention to the overall communication sensitivi­
ties and non-cognitive needs of the patient with dementia 
is neglected, the patient/physician relationship may be 
harmed and patient autonomy may be compromised.1213 In 
contrast to other illnesses, the patient may not initiate the 
consultation, or be a reluctant participant in the assess­
ment/management process. While the cognitive traffic is 
disproportionately, but not entirely, skewed in the favour 
of the physician, the emotional and human elements are 
preserved. It is not uncommon for patients with dementia 
and their caregivers to complain of insensitive assessment 
whereby the physician did not interview the patient alone, 
and talked to the caregiver as if the patient was not in the 
room. It is a challenge to our humanity and professional 
skills to ensure that the patient feels that they are at the 
centre of a relationship where their fears and problems will 
be professionally and confidentially handled. At the very 
least, the patient should be interviewed on their own 
before any discussion with caregivers, and where feasible, 
permission should be sought for collateral history. A posi­
tive attitude will help us to resolve some of the conflicts 
with disclosure of the diagnosis: whereas carers are reluc­
tant to share the diagnosis,'4 older people state they would 
rather be informed of the diagnosis should they be 
affected.15 

The mental disability of dementia renders sufferers 
vulnerable in many ways, from elder abuse to the greatest 
ethical and moral challenge surrounding dementia, which 
is the lack of universal access to high quality assessment 
and management. It is very likely that far more suffering is 
caused to patients with dementia and their caregivers by 
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undertreatment than by overtreatment. It is particularly 
worrying that a recent textbook of ethics in neurology 
should support discrimination against access to high tech­
nology life-support on the basis of age (ageism) and 
defhentia (perhaps we could call this cognitivism) rather 
than on functional or physical status." Access to appro­
priate neuroradiology may be circumscribed due to these 
influences, many healthcare providers in the United King­
dom are refusing to provide funding for 
cholinesterase-inhibitor therapy, and patients with demen­
tia and physical frailty are not offered community services 
to the same extent as their frail peers with normal cogni­
tive function.'7 Those who care for patients with dementia 
need to understand the potency of ageism and cognitivism 
in health and social services, and assume a role of advo­
cacy to ensure adequate assessment and care facilities for 
their patients. For example, geriatricians in the United 
States have taken preliminary steps in formulating policy 
statements on allocation of medical resources.18 

Caregivers are key collaborators in the development of 
ethical treatment of dementia."'20 Recognition of the enor­
mous impact of dementing illness on caregivers should not 
blind us to the potential conflict between the needs of the 
patient and caregiver. Interventions for behavioural distur­
bance need to balance limitations to the patient and 
reduction of caregiver burden.21 Ideally social and envi­
ronmental modification .and the use of creative activities 
should be tried in the first instance. Similarly, respite care 
may cause upset and temporary worsening of cognitive 
state for the patient, but the long-term aim is to maximise 
the length of time which the patient can stay in their own 
home before institutionalisation. 

As decision making capabilities decline with disease 
progression, early diagnosis and attention to care issues 
gives an opportunity to capitalise on residual competency 
and to plan for the future. Assessment of capacity to 
consent for medical treatment is an issue which has 
attracted much attention.22 Apart from an understanding 
of the difficulties of assessing competency, a knowledge of 
the growing literature in this field is important as it will 
help in understanding the uncertainties and prejudices 
which may underpin our decisions and help us to respond 
positively to them. 

Relatives consistently choose a lesser intensity of treat­
ment than patients would themselves,2' nursing home 
residents state a majority preference for life-sustaining 
measures but discuss this with caregivers in only a minor­
ity of cases,24 healthcare workers display negative 
treatment attitudes to older patients (ageism), economic 
hardship encourages a lesser intensity of medical therapy 
by proxy decision makers25 and DNR orders tend to be 
made more commonly in groups who are discriminated 
against in other circumstances.2' These facts are not quoted 
to promote a charter of treatment of all diseases at a maxi­
mum intensity without regard to quality of life but rather 
to underline that families and healthcare professionals are 
probably more likely to undertreat than to overtreat 
diseases in later life and dementia. 

As in other areas of intervention in dementia, careful 
assessment is the key to success. The interdisciplinary team 
need to gauge the patient's communication ability, cogni­
tive and affective state: a psychosocial assessment of the 
patient and family should explore relationships, fears and 
understanding of patient and family. Several competency 
instruments have been developed for capacity to consent 

for medical treatment27 or making advance directives,28 but 
represent tentative steps in developing a knowledge base 
for the future. An assessment by a senior physician after 
appropriate assessment is still the standard measure of 
competency. It is increasingly clear that it is best to view 
competency as decision-specific: an excellent review on the 
subject is recommended.2' Research on physicians' consis­
tency in assessing competency is inconclusive. Although 
one study suggested that agreement was not good when 
assessing patients with mild AD, this was on the basis of 
viewing videos of patients with a mean Folstein Mini-
Mental State Examination of 24:'° it is highly debatable 
whether this is more widely applicable. 

In the first instance the patient's own views must be 
canvassed as there is often sufficient insight to make a 
decision. Unless the patient is a ward of court or under 
guardianship, the primary responsibility lies with the 
patient and the physician if the patient is adjudged incom­
petent. The views of the family should be canvassed along 
with appropriate psychosocial assessment: there is as yet 
little clear guidance for those without caregivers." Any 
refusal by the patient should be treated with respect. The 
main clinical priority is to detect and treat any condition 
which may influence this refusal, particularly depression 
and pain. In the absence of these factors it would be rare 
for a clinician to over-rule a refusal. 

When a patient is no longer capable of participating in 
the decision-making process, clinicians need to confer with 
family to support the decision-making process, which 
usually hinges on issues of technical futility and quality of 
life issues. Technical futility may seem straightforward, but 
the impossible of today is the history of tomorrow 
(Marguerite Duras) and appropriate specialist referral is 
important. Quality of life is a difficult concept and in the 
event of dissonance between the family and the clinician, 
it may be wise to seek a second opinion: this is now the 
legal position in Ireland.'2 The physician is not a neutral 
cipher in this process: he/she has a moral voice and in the 
absence of legal guardianship relates in the first instance to 
the patient rather than the carers. In some jurisdictions 
substituted judgement (an estimate of what the patient 
would have decided if competent and in the circumstances 
that currently obtain) is the standard of care (New York), 
and in others it the best interest principle (the treatment 
decision which is best serves the patient's current interests) 
(United Kingdom and Ireland). 

A useful discussion on these approaches opts for a seri­
ous analysis of the experiential interests of the dementia 
patient, with elements of both approaches, but with a 
probable preference for best interests." Ideally the physi­
cian should respectfully recommend a course of action 
after conferring with the family rather than abandoning 
the decision to them. This has been described as an ethics 
of communication in which the physician is both a moder­
ate autonomist and a moderate welfarism'4 

Attitudes to advance directives vary between countries, 
races and cultures, and this may depend on many factors 
including the depth of the perceptions of over or under­
treatment at the end of life.'5 In the United States, 
advanced directives on resuscitation are now required as 
part of federal regulations to be discussed at the time of 
admission to healthcare facilities, including nursing homes. 
The difficulty of advance directives is illustrated by the 
commonest form of advance directive: "Don't put me in a 
nursing home when I'm old". Clearly it is very difficult for 
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health providers and families to comply with this directive 
when living at home is no longer possible. Another diffi­
culty is that advance directives are being promoted as a 
method of promoting healthcare cost savings.36 This will 
set alarm bells ringing for those who look after older 
people with disabling illness. 

Of more relevance to end of life issues is an understand­
ing of the phenomenology of death in dementia and a 
more finely developed expertise in palliative and hospice 
care of dementia. This type of approach has been 
described,37 and will help to change a passive approach of 
non-intervention into a positive one of palliative care. 
Weight loss and swallow disorders is one of the key areas 
and requires skillful handling. Once a full assessment has 
been carried out and other remediable factors treated such 
as depression or oral candidiasis, compensatory strategies 
such as semi-solid feeding can be considered. It is the 
author's experience that patients do not take kindly to 
modification of their fluid intake, and that free fluid intake 
and palliative care of the symptoms of aspiration may be 
more humane than modification and restriction of normal 
diet. Other alternatives such as feeding by percutaneous 
endoscopic gastrotomy (PEG) can raise ethical dilemmas, 
as much by the relative ease and safety of performing the 
procedure. The current state of medical knowledge leaves 
unanswered the question of whether routine tube feeding 
of demented patients maximises their interests:38 the bene­
fits and disadvantages will have to be weighed in each 
individual case. For example, the stroke-related dysphagia 
of a patient with early vascular dementia and reasonably 
preserved function is very different to the anorexia of 
advanced Alzheimer's disease, and PEG feeding might be 
more clearly indicated in the former case. 

A challenge for the future is how to heighten sensitivity 
among healthcare workers to the ethics of moral solidar­
ity with those suffering from dementia. Despite increasing 
support from senior academic clinicians,39 ethics courses 
tend to have a low priority in medical schools, and those 
teaching are often not clinicians. While not devaluing the 
contribution of these teachers, students may sense that 
clinicians are not comfortable at the cutting edge of ethi­
cal debate. Research into ethical issues is limited and seems 
to have low priority in the United Kingdom and Ireland. 
Academic clinicians need to take the initiative to ensure 
that the imperatives-for ethical treatment are developed by 
clinicians rather than by the law, which is anethical and is 
rarely sensitive to the ethical nuances of clinical care. 
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