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Abstract

The use of life-prolonging medical technologies, such as cardiopulmonary

resuscitation, have made it possible to prolong a person’s life, even when death 1s

inevitable and often with little regard for quality of life. Much of the decision-
making regarding resuscitation takes place in the hospital setting or when the

patient is terminally ill, where patient autonomy is compromised. The aim of this
thesis was to address community dwelling older people’s perspectives on

resuscitation decision making and advance care planning. Using a social cognitive
theoretical approach (specifically, the Theory of Planned Behaviour; TPB), the
studies employed qualitative and quantitative methodologies to understand this

under-researched area.

Study one a small, qualitative, pilot interview study (n=12) demonstrated
the feasibility of conducting research on advance care planning among older
people living in the community setting. The themes that emerged provided some
support for using the TPB as the underlying theoretical framework and the

findings were used to inform the next study.

Study 2 obtained descriptive data about older people’s knowledge
regarding advance care planning. In addition, this study assessed elements of the
TPB and tested predictions from the TPB in a longitudinal design (n = 120, at
time 1; n = 76 at time 2). The findings of this study identify constructs that are

associated with older people’s decision making on advance care planning and

provide support that the TPB offers a conceptual framework to guide future
investigations into advance care planning. Intentions and perceived behavioural
control predicted intentions to discuss end-of-life issues with doctors (adjusted R-
square = .38, p< .00) and sign living wills (adjusted R-square = .33, p<.00).
Dying with dignity and attitude towards discussing end-of-life issues with the
doctors predicted discussing end-of-life issues with doctors. Attitude towards end-
of-life issues with the doctors predicted signing living wills. However, not all of

the expected relations predicted by the TPB were supported, leaving a number of
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questions for further study. To obtain a better understanding of some of the
variables in the model, the next study used a qualitative approach.

Study 3, a focus group study (n = 48) was used to understand the
attitudinal, normative and control beliefs of older people’s views on resuscitation
and advance care planning by investigating the meaning they ascribe to these

concepts and to provide triangulation for the findings of study 2. Using

interpretative phenomenological analysis (IPA), this study also shed light on the

issues that older people contemplate prior to making decisions about resuscitation
and why some older people think about making resuscitation decisions and
advance care planning decisions, while others fail to think about these issues. The
findings suggest that a pre-requisite to advance care planning was thinking about
and accepting the inevitability of death. The qualitative findings from study 3
confirmed and strengthened the results of study 2. The qualitative findings
suggested explanations for and contextualized how older people handle decision
making in a realistic, dynamic and complex environment, taking into account the
wider social context of resuscitation decision making and advance care planning,
Finally, the findings of this study provided further support for older people’s
preference for discussing their resuscitation preference with their family

members,

Study 4 addressed the role of family members in advance care planning.

Older people’s (n = 69) and their confidants’ (n = 53) views on resuscitation and

discussing life prolongation with family members were assessed using a

structured interview. The questions addressed the areas of quality of life, burden,
for the sake of the family, taking age into account and value for pain avoidance.
These values that older people take into account when making choices about
resuscitation for themselves were compared with the values that their confidants
(or family members) take into account when making decisions on the choice of
life prolongation on behalf of their older relatives. In addition, older people’s and
their confidant’s values towards discussion issues of life prolongation with each

other were compared. The findings suggested that older people were more likely

to have negative attitudes towards resuscitation than their confidants (t = -2.30, df
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=120, p =.02). Older people and their confidants used different values when
assessing their attitudes towards CPR. The findings of this study suggest that

discussions of life prolongation within the family setting are not routinely
conducted. If family members are to be involved in resuscitation decision-making
and their views are to reflect the interests of their relative, it is imperative that
these discussions take place.

Overall, these findings contribute to the understanding of older people’s
perspectives on resuscitation and advance care planning. From the older person’s
perspective, the primary goal of advance care planning is more commonly
preparing psychologically for death and dying. These studies suggest that the TPB
was a good choice for explaining older people’s views on resuscitation and
advance care planning, particularly when additional variables were added to the
model. The model acted as a framework to guide the design and interpretation of

the results. Limitations of the studies, directions for future work and implications

for practice and policy are discussed in the last chapter of this thesis.
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Chapter 1:

Introduction to the thesis: Aims and overview

As a nation we take great pride in the dramatic improvements in mortality

trends during the course of the 20" century. Premature death — death before old
age — has been greatly reduced and for the majority of the people born in the 20"

century, death has been postponed. However, we have traded in a dying process
that 1s ‘tame’ and recognizable and occurs at home, for a dying process that is
often ‘wild’, unrecognizable, institutionalised and medicalised. Advances in
medical technologies have made it possible to prolong a person’s life, even when
death 1s inevitable, often with little regard for quality of life. Contemporary death
can involve making hard medical decisions for older people, their medical
professionals and their family members, Medical and legal guidelines recommend
that patients are involved in resuscitation decisions. However these difficult
decisions are normally made in a hospital setting or when the patient is terminally
ill, which compromises the patient’s rights of autonomy and self-determination.
Therefore, advance care planning (making the decision prior to serious illness or

incapacitation) is recommended.

The broad aim of this research was to understand community dwelling
older people’s perspectives on initiating and holding discussions on resuscitation
with their doctors and/or family members and/or drawing up living wills (advance
care planning). The decision to perform these behaviours is guided by whether or
not older people want resuscitation for themselves. Therefore, the thesis also
addresses older people’s conceptualisation of making decisions as to whether they
preter resuscitation for themselves. The Theory of Planned Behaviour will be
used as a foundation of the emerging model (see Figure 6.1) to predict older
people’s intentions and performance of advance care planning. Furthermore, the
thesis addresses and compares the older people’s and their confidants’ (family
members) perspectives in making resuscitation decisions and advance care
planning and the factors that influence these decisions for both the parties

involved. Finally, the thesis explores various methodological issues. The



empirical data collected through both qualitative and quantitative methods was

evaluated and the issues of combining and using both these approaches were
highlighted.

1.1 Summary of the chapters

Chapter 2 introduces the legal and medical aspects of Cardiopulmonary
Resuscitation (CPR) and the “do-not-attempt to resuscitate” (DNAR) order. The
chapter addresses the social and historical context of death and dying in
contemporary Western society. The chapter concludes with a brief overview of
advance care planning — discussing life prolongation with doctors and/or family
members and/ or signing living wills.

Chapter 3 reviews previous studies of older people’s views on
resuscitation and advance care planning, including the factors that they take into
account when making decision about resuscitation. The problems of patient
involvement in resuscitation decision making is highlighted and the case for
advance care planning is made. The second section of this chapter addressed the
theoretical basis of the studies in this research. In this section, social cognitive
models of health behaviours are reviewed with the purpose of identifying which
theory will be most useful for research on older people’s decision making about

resuscitation. Several social-cognitive models are briefly described and rejected as

candidates on the basis that they may not be applicable to the behaviours under

consideration. The Theory of Planned Behaviour is presented in greater detail and
its appropriateness for this research is discussed.

The researcher’s epistemological position is introduced in chapter 4.
A brief description of qualitative and quantitative methods and a discussion of
their underlying epistemologies follows. The case for choosing both qualitative
and quantitative methods is made. A detailed account of the research strategies
adopted by the researcher is provided. Further, the criteria used for assessing good
practice in qualitative research are discussed and a personal reflection on the
motives for embarking on this topic is presented.

Chapter 5 reports the findings of Study 1. Study 1 is a small, qualitative,

pilot interview study (n = 12) examined the feasibility of conducting research on



advance care planning among older people living in the community setting, using
content analysis. The study addressed the extent to which older people living in
the community discuss life prolongation, the issues that were important to them
and the different ways in which they make arrangements for their care in later life.
This pilot study demonstrated the feasibility of conducting research on this topic
with these older, community dwelling people. Moreover, the themes that
emerged from the content analysis provided some support for using the Theory of

Planned Behaviour as the underlying theoretical framework. Consequently, this

theory was used to inform the next study.

Chapter 6 reports the findings of Study 2 which obtained descriptive data
about older people’s knowledge regarding advance care planning. The study also
assessed elements of the TPB and tested predictions from the TPB in a
longitudinal design. In addition to TPB constructs, other psychological predictors
(as identified in the previous study and past literature) of whether older people
discuss end-of-life issues with their doctors and/or signing living wills (or
advance directives) were assessed. The longitudinal design involved a six month
follow up. At time 1, predictors of older people’s (n = 120) intentions to discuss
end-of-life issues with their doctors and their intentions to sign a living will were
explored. Six months later at time 2, (n = 76) their corresponding behaviour was
assessed and predicted using time 1 variables. The findings of this study identify
constructs that are important for older people when making decisions on advance
care planning and provide support that the TPB offers a conceptual framework to

guide research in future investigations of advance care planning. However, not all
of the expected relations predicted by the TPB were supported, leaving a number
of questions for further study. To obtain a better understanding of some of the
variables in the model, the next study used a qualitative approach.

Chapter 7 reports the findings of Study 3, which was a qualitative study
using focus groups. Participants were recruited from a range of social contexts
with the aim of eliciting a variety of opinions. Eight focus groups (n = 48) were
used to understand the attitudinal, normative and control beliefs of older people’s

views on resuscitation and advance care planning by investigating the meaning



they ascribe to these concepts. In other words, the phenomenological validity of
the TPB was explored taking into account historical, psychological, social and
economic views on these issues. Using interpretative phenomenological analysis
(IPA), this study also shed light on the issues that older people contemplate prior
to making decisions about resuscitation and why some older people think about

making resuscitation decisions and advance care planning decisions, while others

fail to think about these issues.
The final study addressed an issue that emerged as important from the

previous studies: the role of family members in advance care planning. Chapter 8
reports the findings of Study 4 where older people’s (n = 69) and their confidants’
(n=353) views on resuscitation and discussing life prolongation with family
members were assessed. A structured interview was developed in which the
member of each pair of participants was interviewed séparately. The questions
addressed the areas of quality of life, burden, for the sake of the family, taking age
into account and value for pain avoidance. These values that older people take
into account when making choices about resuscitation for themselves were
compared with the values that their confidants (or family members) take into
account when making decisions on the choice of life prolongation on behalf of
their older relatives. In addition, older people’s and their confidant’s values

towards discussing issues of life prolongation with each other were compared.

Chapter 9, the General Discussion, summarises the findings of the four
empirical studies and evaluates the extent to which the goals the research were
achieved. The appropriateness of the TPB as the guiding theoretical model 1s

considered. The limitations of the research and directions for future work are

addressed. Finally, the chapter addresses implication for policy and practice.



Chapter 2:
Making the resuscitation decision: Legal, medical, social and historical

background

In this chapter, Cardiopulmonary resuscitation (CPR) and the ‘do-not-
attempt to resuscitate’ (DNAR) order are introduced, highlighting the legal and
medical guidelines for the use and non use of resuscitation. Further, the social and
historical context of death and dying in contemporary Western society is
described. More individuals die in hospitals than at home, and these deaths are of
older people who die from chronic, degenerative diseases. The development of
medical technology enables healthcare providers to prolong the dying process and
sometimes defer death without consideration for an individual’s dignity and
quality of life. The ‘CPR for all’ policy, which ensures anyone who suffers a
cardiac arrest in a hospital is given CPR, and the DNAR order, which ensures that
such an attempt to prolong life is not used, will be introduced. The collision of
medical, legal and ethical issues that affect the experience of death and dying at
the dawn of the 21 century will also be briefly described. The hospital death,
advent of medical technology and the ethos of postponing death have lead to a
death denying society. However, more recent developments and trends towards
patient autonomy have encouraged individuals to discuss end-of-life issues. The
resuscitation guidelines suggest medical paternalism; however patient autonomy
and the right to self determination can be maintained by discussing resuscitation
1ssues with doctors, family members or by signing an advance directive. The

challenges of these will be discussed.

2.1 Life prolonging medical technologies

The term “life prolonging medical technologies™ refers to treatments
which have the potential to postpone the patient’s death (BMA, 2001), and
include CPR, chemotherapy and artificial nutrition and hydration. These are
different from other basic care technologies such as pain relief and management

of distressing symptoms, which are essential procedures to keep an individual



comfortable at the end of life (BMA, 2001). There is also a difference between
withdrawing and withholding treatment. Not administering CPR is withholding
treatment. Withdrawing treatment is relevant to issues in euthanasia which is
beyond the scope of this thesis. This thesis will only address life prolonging

medical technologies (also known as life sustaining medical technologies), in

particular CPR.

2.2 Cardiopulmonary resuscitation (CPR)
The pioneers of modem resuscitation in the late 1950’s and 1960’s were

Drs. James Elam and Peter Safer, who discovered mouth-to-mouth ventilation and

Drs. Kuwenhovern, Knickerocker and Jude who discovered the benefits of
artificial compressions. In the 1960’s, both these processes were combined to

form CPR 1in the way it is practiced at present. CPR, described as ‘closed chest
massage’ by Kouwenoven, Jude, Knickenbocker & Baltimore (1960) was
originally intended to be administered to ‘healthy patients’ with reversible
conditions, who experience a sudden and unexpected cardiac arrest. However, at
present in the UK, guidelines indicate that the procedure of CPR should be
applied to anyone being treated in hospital, regardless of their underlying medical
condition. While successful CPR may restore vital signs, for those in the final
stages of a terminal illness CPR prolongs the process of dying. It was only in the
1990’s that the ‘CPR for all’ policy started to be practised in hospital in Western
society.

CPR is emergency life support given to a person whose heart (cardio) and
breathing (pulmonary) have stopped. The Oxford Concise Medical Dictionary
(1998) defines it as the restoration of a person who appears to be dead. It depends
on the revival of cardiac and respiratory function. CPR involves a combination of
mouth-to-mouth rescue breathing (or other artificial ventilation techniques), chest
compressions by repeatedly pushing down the chest firmly, using electric shocks
to restart the heart and inflating the lungs through a mask over the mouth and nose
or a tube inserted into the windpipe. In some cases this can restart the heart and

breathing. A person’s heart or breathing can stop as a result of a cardiac arrest (or



a heart attack), drowning, electric shock or other injuries. During a cardiac arrest
the organs do not receive a supply of oxygen-rich blood and so can begin to die.
CPR circulates sufficient blood to lengthen the time before organ damage occurs.
CPR comprises the elements of an initial assessment, airway maintenance, rescue
breathing, and chest compression. These basic rescue skills are referred to as the

ABC of resuscitation: Airways, Breathing and Circulation.
CPR includes both Basic Life Support (BLS) and Advanced Life Support

(ALS). BLS, otherwise referred to as ‘mouth to mouth’ respiration or the ‘kiss of

life’, implies that no equipment is employed. The purpose of BLS is to maintain

adequate ventilation and circulation until the means can be obtained to reverse the
underlying cause of the arrest. It is therefore a ‘holding operation’, although on
occasions, particularly when the primary pathology is respiratory failure, it may
itself reverse the cause and allow full recovery (Resuscitation Council, 2000).
ALS 1nvolves a resuscitation attempt in a hospital setting where equipment such
as defibrillators are used. During a heart attack, the electric activities of the heart
can become chaotic rather than rhythmic. The heart, instead of pumping, contracts
to produce ventricular fibrillation. Defibrillators treat ventricular fibrillation by
giving the heart an electric shock intended to stop the abnormal electric activities
and restart the normal rhythmic heartbeat. This thesis will only consider CPR in a

hospital setting.

2.3 Efficacy of CPR: survival from a resuscitation attempt

CPR 1s able to retrieve the dying process and restart the heart when a
person has a serious injury or a heart attack, but in the case of serious illness and
near the end of life, where dying is the natural and expected outcome,
resuscitation is less likely to be effective (BMA, 2001), Whether CPR will be
initiated and will be effective in reverting the dying process depends on why the
heart and breathing stopped working, the patient’s general health, the presence of
llness and other medical conditions and how quickly the heart and breathing can

be restarted. When CPR is used on patients who are already dying (such as those



in the terminal stages of a chronic condition or advanced age), it prolongs the pain
and suffering of the dying person.

Studies have consistently demonstrated that CPR has very low efficacy
rate. A recent multi-center survey and two meta-analyses which amalgamated
over 100 studies on survival have suggested that in-patient CPR has an average

initial success rate of 38 % (Schneider, Nelson & Brown, 1993; Tunstall-Pedoe,

1992; Von Guten, 1991). About 25 % of these initial survivors die before being
discharged; thus, only 15 % of all patients who receive CPR in hospitals are

discharged. However, the actual survival is much lower, as the figure does not

take into account the patients who were considered poor candidates of CPR and
on whom resuscitation was not initiated.

In reality, the proportion of people in hospitals who suffer cardiac arrests
and who are successfully resuscitated is quite small. Medical teams view a
“successful” resuscitation attempt as getting the pulse back (40-50 % success 1s
typical), whilst actual survival rates (i.e. discharge from hospitals), viewed as
“successes” by patients and their families, is much smaller. For example, Ebell,
Becker, Barry & Hagen (1998) performed a meta-analysis of arrests in all
hospitalised patients. They found that immediate survival after in-hospital CPR
was 40.7 % and the rate of discharge was 13.4 %. Resuscitation Council (2002)
suggests that only four out of ten patients will get their breath and heart beat back,
after a resuscitation attempt. These clinical outcome measures of CPR can be
quite misleading as less that one in five survive to be discharged from hospital
(Resuscitation Council, 2002, CancerBacup, 2003). In older people or those with
a chronic condition (including advanced cancer), only one out of every twenty
patient survive to be discharged from hospital (CancerBacup, 2003). After a
successful resuscitation attempt further treatment in warranted, such as coronary
care and intensive care and most patients never recover completely to enjoy the
same levels of physical and mental health they had before the resuscitation
attempt. Almost all survivors have reduced functional abilities, neurological
impairment, brain damage, social problems and a poor quality of life

(Timmermans, 1999). In addition, an attempted resuscitation can leave the patient



with bruises, fractured ribs and punctured lungs. Therefore it is imperative that a

decision to initiate CPR is made after careful consideration because it may not

result in recovery and/ or may leave the patient with multiple problems.

2.4 Do-Not-attempt to resuscitate (DNAR) order

The DNAR order ensures that universal indiscriminate resuscitation is not

used to prolong life. The DNAR order, which applies solely to CPR and does not
affect other areas of the patient’s care, prevents patients from receiving

cardiopulmonary resuscitation when the attempt to resuscitate is deemed to be
futile.

National medical guidelines from the British Medical Association,
Resuscitation Council (UK) and the Royal College of Nursing suggest that the
overall responsibility for a DNAR rests with the consultant or general practitioner
in charge of the patient’s care (BMA, 2001). When the patient is competent their
wishes must be taken into account when making the resuscitation decision,
implying that this is a joint decision between the patient and the medical
professional (BMA, 2001). The guidelines also state that when the patient 1s
incompetent, the opinions of their relatives, or any previous wish expressed by the
patient (such as an advance directive) should be taken into account when making
resuscitation decisions. Often when these decisions are made, the patient is in

hospital and may be incompetent, unconscious or incapacitated. If the patient

cannot express their views, the views of family members or others close to the
patient may be sought regarding what would be in the patient’s best interest. Their
role is to reflect the patient’s views, not to take the decision on behalf of the
patient. Therefore the patient should express their decision in advance, either by
signing an advance directive or by discussing these issues with their doctors or

family members.

An advance decision that CPR will not be attempted should be made only
after appropriate consideration of all relevant aspects of the patient’s condition
including the likely clinical outcome, the likelihood of successful restarting the

patient’s heart and breathing, and the overall benefit achieved from a successful



resuscitation; the patient’s known or ascertainable wishes; the patient’s right to
life and the right to be free from degrading treatment (BMA, 2001). In addition,
Article 3 of the Human Rights Act (1998) specifies that ‘no one shall be subjected

to torture, inhuman or degrading treatment or punishment’ (Committee on
Medical Ethics, BMA, 2000). The Act, incorporated into UK law, that came into

force on 2 October, 2000, stresses that issues such as human dignity,

communication, consultation and best interest are central to good clinical practice
(Committee on Medical Ethics, BMA, 2000). The guiding principle reflected in

any resuscitation decision is that individual’s have a right to life, to be free from
inhuman and degrading treatment, to respect for privacy and family life, to
freedom of expression, which includes the right to hold opinions and to receive

information, and to be free from discriminatory practice in respect of these rights
(BMA, 2001). The spirit of the Act aimed to promote human dignity and
transparent decision making, and is reflected in the national guidelines on

resuscitation.

The BMA guidelines suggest that medical paternalism is favoured over
patient’s autonomy. Firstly, paternalism is revealed by suggesting that
professionals have superior knowledge of the patient’s condition including the
likely outcome of resuscitation, Doctors often fail to inform patients about their
underlying conditions and prognosis, which makes it difficult for patients to
actively participate in decision making processes at the end of life. Secondly, the
clause that suggests that patients may not be competent to act autonomously in
resuscitation decisions as a result of physical and mental disability encourages
medical paternalism. Literature supports this view of paternalism in the decision
making process by suggesting that resuscitation decisions can be harmful to
patients if it spoils the enjoyment of their last few days (Williams, 1993) and
promotes psychological damage (Schade & Muslin, 1989). Patient autonomy 1s
also compromised because the resuscitation decision often takes place only in
later stages of a patient’s illness and during hospitalisation where they may be

incapacitated, unconscious or mentally incapable to participate in the decision

making process.
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2.5 Age and resuscitation

This thesis will address older people’s perspectives on resuscitation
decision making. There are various reasons why a choice was made to study older
people. Firstly, the proportion of older people in the population continues to
increase, along with their life expectancy. It has been estimated that 16 % of the

population 1s presently over 65 years old and this is predicted to rise to 20 % over

the course of the next 30 years. Based on the 1994 National Population
Projections it has been predicted that by the end of year 2040 the majority of the
population will be over the age of 50 (Age Concern England, 1999). Along with
increased life span attributed to the advances in medical technology and public
health, older people have chronic conditions or disabilities, terminal iliness,
multiple pathologies, high incidence of secondary complications and often a low
quality of life (Clive, 2000). In line with the ageing of the population, the pattern
of diseases that people suffer and die from is also changing. Increasingly, more
people die as a result of serious chronic disease and older people in particular are
more likely to suffer from multiple organ failure towards the end-of-life (Davis &
Higginson, 2004).

Secondly, it has been argued that perceptions of death and dying in old age
are radically different from those of death at younger ages, as manifested in
services to support people who are dying (Clark & Seymour, 1999). Howarth
(1998, p.673) suggests that older people’s death is seen as ‘natural’, relatively
straightforward and ‘on schedule’. Therefore, they are less likely to be

approached by specialised palliative care, based on the assumption that that older
people know how to die and this is a natural death. Palliative and terminal care
tends to focus on particular terminal illness, where older people are less likely to
be referred to specialised palliative care of hospice services (Addingon-Hall,
Fakhoury & McCarty, 1998). A plausible explanation for this is that palliative
care 1s more easily organised for people who have a terminal diagnosis and older

people have complex co morbid health problems which are little understood
(Lloyd, 2004).
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Thirdly, there seems to be some confusion over whether age has been

associated with survival from CPR, Bayer, Ang & Patmy (1985) noted that most
studies have failed to confirm that age has an independent influence on the

prognosis of survival after resuscitation. Age per se has been inconsistently
associated with survival after CPR, however some research suggests that younger

age predicts better survival rates after attempted resuscitation in hospital (Heller,

Stelle, Disher, Alexander, Dobson, 1995). The inconsistencies in these findings

are possibly attributable to the fact that most of the research involved ill older

patients, who often have a terminal illness and/or multiple pathologies.

Fourthly, there is evidence to suggest that age bias and discrimination
exists on the part of the providers in resuscitation decision making (Bowling,
1999). Ebrahim (2000) suggests that it is unfair to withhold resuscitation using
age as a criterion and this was regarded as discrimination and ageism. At the turn
of the century, there was much media attention on ageism in the resuscitation
decision and concern that despite BMA recommendations clinicians failed to
discuss life prolongation with their older patients and concerns that the DNAR
order was written in older people’s notes without their knowledge. This was
brought to light in the Age Concern England report on ageism within the National
Health Service (NHS) and their campaign to eradicate ageist practices in the
resuscitation decision (Age Concern England, 2000). The National Service
Framework (NSF) for Older People (Department of Health, 2001) addressing
improvements in health and social care of older people recommended that age
discrimination is rooted out (i.e. all older people should have fair access to
services or treatment whatever their age and there should be person-centred care
in the NHS and all older people should be treated as individuals with respect and
dignity). Age-related rationing of CPR through the use of the DNAR has
contributed to a perception among older people of lack of autonomy when facing
the end of life.

Finally, there is evidence that suggests that older people themselves do not
want aggressive treatment in the final stages of life (e.g. Hill, MacQuill, Forsyth
& Heath, 1994; Schiff, Rajkumar & Bulpitt, 2000). One plausible reason for this
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is maybe because of their own view of their declining health and the foreseen
decline in quality of life caused by age, losing significant loved ones and having
lived their life span, they tend to prefer the non-use of life prolonging

technologies.

2.6 Social factors affecting resuscitation decisions

2.6.1 Blurred definitions of death and dying
Multiple definitions of death exists in contemporary society, which makes

the distinction between life and death more complex. These blurred definitions of
death make it difficult to determine whether life prolonging medical technologies
should be employed. Death is defined as the ‘absence of vital functions and 1s
diagnosed as a permanent cessation of the heartbeat’ (Oxford Concise Medical
Dictionary, 1998). However, the definition of physical death is not that
straightforward and various definitions exist. Biological experts have regarded
clinical death as the interval between the time that vital processes have ceased
and the time when permanent, irreversible damage has occurred. Brain death 1s
demonstrated by a flat-line electrocenphalogram (EEG) refers to the cessation of
activity in the neural structures that support and guide life. Social death however
occurs when individuals are treated like they were already dead, even though they
are biologically and clinically still alive (Clark, 1993; Glaser & Strauss, 1968;
Sudnow, 1967, Timmermans, 1999). Social death does not necessarily coincide
with bodily death and this is the image of death most feared under the high
technological medical care. It is feared that when individuals are considered
‘socially dead’ (such as in the case of the frail old and terminally ill), the DNAR
will be placed on the patient’s notes or medical care will be discontinued. The
continuing development of biomedical technology, such as resuscitation, has lead
to new ways of assessing the constructs of death and dying. New technologies can
now prolong some life functions (such as restarting the heart) resulting in the
distinction between death and dying being blurred and confused (Blank, 2001;

Feifel, 1977) and hence there is also room for disagreement and confusion
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regarding ‘how dead’ a particular person may be at a given point in time
(Kastenbaum, 2000).

In addition, diagnosing dying is often a complex process. In a hospital
setting, where the culture is often focused on “cure”, continuation of invasive
procedures, investigations and treatment may be pursued at the expense of the

comfort of the patient. There is often a reluctance to make a diagnosis of dying 1f

any hope of improvement exists (Ellershaw & Ward, 2003).

2.6.2 Death-denying culture and taboos about discussing death and dying

There is a body of literature suggesting that, despite its universal
inevitability, modern Western society denies death and there is a taboo on
discussing issues of death and dying. (Section 2.6.3 below presents more recent
developments indicating a weakening of this denial and taboo). A death-denying
culture makes it difficult to hold discussions about resuscitation. There are various
reasons for the denial of death and the taboo on discussions of death.

The denial and avoidance of death has been attributed to the eradication of
communicable and contagious diseases which resulted in a decrease in morbidity
and mortality (Clark, 1993; Feifel, 1977; Katz & Sidell, 1994, Seale, 2000). Death
no longer occurs in the home but in a hospital, with over 70 % of deaths taking
place in hospitals or nursing homes (e.g. Grade, Addington-Hall & Todd, 1998;
Higginson, Astin & Dolan, 1998). Older people are less likely than younger
people to die at home (Grade et al., 1998; Higginson et al., 1998). This has
resulted in death becoming the province of the ‘professionals’ (e.g. the clergy,
physicians). Individuals also live longer and 70-80 % persons in industrialised
countries now face death later in life from chronic or degenerative diseases
characterised by late onset and extended decline (Clark, 1993). Death from
chronic 1llness involves problems such as chronic pain, fear, dependency, loss of
self-esteem and progressive de-humanisation and, with the breakdown or
fragmentation of family and kinship groups, the previously existing institutional

support is not present to cushion the impact of death (Feifel, 1977). Further, death
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1s seen as a destroyer of the vision of the developing world - the right to life,
liberty and pursuit of happiness.

The attitude of Western society towards death is characterised by fear and
shame (Aries, 1983). People who are dying provoke unease and embarrassment
and therefore 1t is deemed appropriate that they are removed from the community
to die in 1solation. The isolated death is the characteristic of modern institutional
death, which is described as being denied, lonely and dirty (Aries, 1977). The
*Victorian’ model of death was a ‘tame death’ which has been replaced by a
‘wild’ contemporary death.

The 1solation of death has been closely linked to the rise of medicine
(Foucault, 1965). Much of the silence and fear surrounding issues of death have
been attributed to the medicalisation of death (Timmermans, 1999, Smith, 2000)
which has led to lack of familiarity with death and dying compared to previous
generations (Davis & Higginson, 2004). The advent of modern medicine, with its
emphasis on postponing death, has lead to modern society organising itself to
avold death by viewing death as medical failure rather than a part of life and
embarking on an elusive search for the postponement of death. Therefore, the
silence and denial towards death may have resulted in individuals not thinking
about their mortality or preparing for their deaths by making their wishes about
life prolongation known. Further, the loss of religious beliefs may have also taken
away a language and framework within which people can talk easily about death
(Davis & Higginson, 2004). Furthermore, the media presents the public with
images of death of other people — often sudden, untimely and often the fault of
someone else (Davis & Higginson, 2004). This image had lead people to believe
that death 1s something that should be fought against and avoided at all costs.

Elisabeth Kubler-Ross (1969) suggests that it is difficult for the human
psyche to accept death and hence death and dying should be treated as a taboo
subject as they signal finality.

‘In simple terms, in our conscious mind we can only be killed, it is

inconceivable to die of a natural cause or of old age. Therefore, we
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associate it with a bad act, a frightening happening, something that in itself

calls for retribution’.
(Kubler-Ross, 1969:2)

Psychologists and sociologists have contributed to the understanding of

personal perspectives on dying (e.g. Kubler-Ross, 1969, Glaser & Strauss, 1968).
Individuals not only think about death at the time of dying, but most people at any

time are not free from concern expressed as either a fear or denial towards death
and dying (Kastenbaum, 2000). Freud’s (1913-53) work on ‘Thoughts on war and
death’ suggested that fear of death are hints of deeper instinctual conflicts and
suggested that individuals should contemplate death in the midst of life and will
live in @ more responsible manner for doing so. Becker (1973) also suggested that
today’s society was marked by heavy repression of death-related anxiety and it
was important to give death some thought. In the context of making plans for the
end of life, this is particularly relevant because only when an individual
contemplates death can they make adequate provision to ensure that their dying
process 1s 1n accordance with their wishes.

It has been postulated that older people are more likely to contemplate
death and dying because of the si gﬁs of physical ageing and personal loss in the
form of loved one’s dying. Kastenbaum (2000) suggests that people become more
anxious with advanced age because of the decreased distance from death.

Alternatively, older people may become less anxious about death because death

does not threaten as many goals and aspirations in an older person compared to a
younger person. There may even be developmental processes which assist

individuals to ‘come to terms’ with their mortality.

2.6.3 Cultural developments: more willingness to discuss death and dying

“We believe it is time to break the taboo and to take back control of an

area (death) which has been medicalised, professionalised, and sanitised to

such an extent that it is alien to most people’s daily lives’

(Age Concern, 1999, p. 41)
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Over the past 25 years, death and the care of people who are dying have
increasingly become matters of public discussion, and hence death is no longer
regarded as a totally taboo topic and there is more of a willingness to talk about
death and dying (Clark, 1993; Seale & Cartwright, 1996). The modern hospice
service with the foundation of the St. Christopher’s Hospice in 1966 and the death
with dignity movement in the 60°s and 70’s have broken the conspiracy of silence
about death (Seale & Cartwright, 1996; Timmermans, 1999). Key elements of the

hospice approach include openness about illness and death, avoidance of

prolonging life at the expense of unnecessary suffering, the recognition that
symptom relief, particularly pain, is of prime importance, and the appreciation
that family should be involved in the care of the dying relatives (Saunders &
Banes, 1983). Moreover, the professional view of open communication and

disclosure in the medical setting has resulted in more discussion about death with
patients (Seale & Cartwright, 1996; Seale, 1991). Awareness of dying enables life
planning to proceed and offers the hope of some degree of control over the
manner and timing of death. Furthermore, it is recognised that death can be a
desirable outcome of terminal illness. The importance of the therapeutic value of
talking about fears and values has been established (Seale & Cartwright, 1996).
These changes in attitudes towards death and dying in the 90's have resulted in the
‘Right to die' movement, manifested as controlling the dying process by

withdrawal or withholding support or active assistance in death (Euthanasia and

PAS) (Timmermans, 1999).

2.6.4 Quest for an appropriate or a ‘cood’ death

Medical technology and its emphasis on prolonging and postponing death
have lead society to question an appropriate death or a ‘good death’, This 1s
primarily due to the belief that a technological and medical death leaves the
person suffering with little dignity or control, and hence 1s a ‘bad death’. Feifel
(1977) suggests that an appropriate death is the absence of suffering, preservation

of important relationships, interval for anticipatory grief, relief of remaining

conflicts, belief in timeliness and the exercise of feasible options and activities.
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Along the same lines, thanathologist Weisman (1974) suggests that an appropriate

death 1s characterised by people choosing for themselves a death that includes
several facets including a relatively pain free death, suffering reduced and
emotional and social impoverishment minimised. Further, Kubler Ross (1969) in
her book on ‘Death and Dying’ alerted people to the predicament of contemporary
dying and proposed the idealised Victorian deathbed scene as a model of
meaningful dying. More recently, ethicist Callahan (1993) listed the following

criteria for an ideal form of death: the ‘peaceful death’ is meaningful to the dying

person, the person is treated with respect and dignity, the person is conscious till
near the time of death, the death matters to others and the dying person is

surrounded by friends and relatives.

The Age Concern ‘Debate of the Age’ publication (1999) described 12
principles of a ‘good death’- to accept that death is coming and what can be
expected, to be able to retain control of what happens, to be afforded dignity and
privacy; to have control over pain relief and other symptom control; to have
choice and control over where death occurs; to have access to information and
expertise of whatever kind is necessary; to have access to desired spiritual or
emotional support; to have access to hospice care; to have control over who else s

present and shares the end; to be able to issue advance directives which ensure

wishes are respected; to have time to say goodbye and control over the aspects of

timing and to have time to say goodbye when it is time to go and not have life
prolongation pointlessly. All these definitions of what characterises a good death

take into account key principle of wishing to maintain control over the dying

process by retaining the right to autonomy and self determination.

The comﬁrehensive study of older Aberdonians by Williams (1990)
remains the most influential examination of the attitudes towards death and dying
of modern community dwelling British older people. This work identifies a
number of contradictory patterns in attitudes towards dying and in what
constitutes a good death. In particular, there was incompatibility between two
broad 1deals of dying well: going as quickly and unconsciously as possible and

going only after an affectionate reunion with kin. Bad deaths were those where
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death became ‘arrested’ (e.g. being a vegetable) and when the person became a
‘burden to others’ (Williams, 1990, p.99). The Aberdeen study supports the view
that older people do not wish to know about their impending deaths, but did not
suggest that death was highly feared among this cohort. More recently, drawing
from interviews with people over the age of 75, Howarth (1998) shows the
diversity of attitudes towards a ‘good death’ and contests the assumption that old
age 1s the right time to die. Thus, the limited literature directly reporting on the
attitudes of older people towards death suggests heterogeneity and complexity of

attitudes.

Nevertheless, there is an accepted quest among older people, their medical
professionals, medical ethicists and the law for an appropriate and good death.
This good death involves the patient taking control of their dying process by
making their own decisions about life prolongation. However, the new era of
death is characterised by ambivalent attitudes towards denial, fear and an
acceptance of the inevitability of one’s mortality. Despite the doctor having
ultimate responsibility for the resuscitation decision and the guidelines reflecting
medical paternalism, there are different ways in which a patient can ensure that
the dying process is in accordance with their wishes, In this thesis, three ways for

an older person to retain control over the dying process are advocated.

I. Discussing options and preference with their doctors.

II. Signing an advance directive or living will.

III. Discussing these issues with their family members who can act in their

best interest when they are incapable of making their own decisions.

2.7 Discussing resuscitation with the doctor

Medical professionals and patients make the resuscitation decision in
different ways. The doctor is best equipped to offer a physiological analysis of the
underlying condition and the likelihood of the resuscitation attempt being
eftective. However, for patients the use or non use of resuscitation takes into
account their own values, morals and beliefs about the benefits of life

prolongation for themselves. Doctors assess the situation of futility quantitatively
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(probability of survival) while patients make these assessments qualitatively,
assessing quality of life (Landi, 1996). In the case of incapacitation, the family is
called upon to reflect the patient’s ‘best interest’. Hence, it is vital for the patient,
the healthcare team and people close to them (family) to be involved in

resuscitation decisions and a discussion to help all parties to understand why

treatment is given and why, in some circumstances, it may be unable to provide

any benefit.

Research has consistently demonstrated that discussions on DNAR are
difficult for doctors, families and hospitalised patients. These decisions are
complicated by the fact that at the time these decisions are made, many patients
are too sick to express their own treatment wishes (Bedell, Pelle, Maher & Cleary,
1986), or incapacitated or unconscious at the time of hospitalisation, when these
decisions are normally made. This is especially relevant for older patients. A
detailed discussion on these issues will follow in Chapter 3.

Despite medical guidelines, discussions on resuscitation between doctors
and their patients rarely take place. Reviews of the literature reveal that
physicians treat patients without knowing their preferences and patients lack
knowledge of end-of-life treatment options (Marik & Zaloga, 2001; Steinberg &
Youngner, 1998).The SUPPORT study in the USA demonstrated that physicians
attend to their patients without knowledge of their preferences with regard to end-
of-life care issues and most patients suffer significant pain in the final days of
their lives (Bedell et al. 1986; SUPPORT, 1995). The literature suggests that
physicians do not initiate conversations about end-of-life care with their patients
for a number of reasons. For example, Lofmark & Nilstun (1997) found that 84%
of the doctors made a DNAR decision without the patient’s consent, believing that
patients do not want to discuss the DNAR order. Medical professionals fail to
discuss the DNAR order because they do not want to cause emotional pain or be
the bearer of bad news and doctors think that by discussing these issues it may
endanger the patient’s health and life, Studies by Johnson and Pfeifer (1995,
1998) suggest that physicians do not want to damage patients’ hope and are

uncomfortable with managing the dying patient. Their own fear of death prevents
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them facing the death of their patients and their fears that they are not providing
the best of care makes them avoid discussion of death and dying (Marik &

Zaloga, 2001). They anticipate disagreement with the patient or family over futile

treatment and fear malpractice (Casarett, Stocking & Siegler, 1999). Moreover,

there 1s denial in the physician culture about the inevitability of death (Bedell &
Delbanco, 1984; McCue, 1995; SUPPORT, 1995). In addition, research also

suggests that physicians often resuscitate without discussion with the patient, with

the belief that the patient would have wanted to be resuscitated or the belief that it

would be ‘safer to err on the side of caution’ (Casarett et al. 1999). Further, due to
little formal training provided to medical professionals when dealing with end of
life care, they lack the appropriate communication skills to adequately discuss
death with the patient and their family (Marik & Zaloga, 2001). These barriers
make 1t difficult for medical professionals to make decisions and discuss

resuscitation decisions with their patients.

Physicians face an ethical conflict when discussing the DNAR order with
their patients. This conflict can be explained using the principles of autonomy and
non-maleficence as value premises. The principle of autonomy implies that those
who are capable of deliberation have a right to take part in decisions affecting
them. Therefore clinicians have a duty to allow their patients to be involved in
their own life prolonging choices. However, the respect they should have for
personal autonomy conflicts with principle of non-maleficence, suggesting that
harm should as far as possible be avoided.

The goal of medicine suggest that *medical treatment should benefit the patient
by restoring or maintaining the patient’s health as far as possible, maximizing
benetit and minimizing harm’ (BMA, 2001, p.1). Therefore, if a particular
treatment has no hope of providing a benefit to the patient and is likely to inflict
pain, discomfort, suffering or loss of dignity, then it should be regarded as
harmful, and not be offered to the patient. Therefore if medical professionals
know that CPR will not have a positive outcome, then ethically the option should
not be offered to the patient. Thus, medical professionals face a dilemma and

often do not discuss DNAR status with their patients. The Hippocratic Oath of
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doing ‘Do no harm’ (primum non nocere) and where, possible, restoring or
maximize health also create a dilemma of not doing harm by offering futile
treatment to a patient in the form of resuscitation versus attempting to save a
person’s life by restoring life.

In addition, resuscitation decisions are often made at the end of life,

defined as a period considered to begin when a person who has been diagnosed

with a terminal illness that is incurable and irreversible has reached a point where
appropriate parties such as the physician, the dying person or significant others
have concluded that further treatment is futile and unwarranted (American
Psychological Association, 2000). Patients are often not informed that they have a
terminal illness and hence do not make their choices about life prolongation
known. This usually occurs because of collusion, where there is a covert

understanding between patients and their relatives that the news of a poor
prognosis is kept from a patient. This often occurs when relatives argue that they
are in a better position to judge and understand when the patient will not be able
to handle the information. Hence it has been suggested that these discussions
occur earlier, before the patient is hospitalised, so that the patient and the doctor

can discuss these issues.

2.8 Advance directives
Contrasting with medical paternalism, where it is assumed that the *doctor
knows best’ and hence is best equipped to make the resuscitation decision,

personal autonomy suggest that the patient has the ability to decide whether or not
to withhold life prolonging technologies. This is based on the premise that
patients have control over their bodies and the right to self determination and
therefore have the right to refuse treatment. Advance directives are a mechanism
that ensures autonomy when the person is no longer able to direct the treatment.
In the UK, the terms “advance directives”, “advance statements™ and
“living wills” are used interchangeably (Holt, 2002). The BMA, government and
medical professionals tend to prefer the term ‘advance directives’, while the

public is more familiar with the term ‘living wills’. An advance directive gives
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patients the legal right to give or withhold consent to specific medical treatment
prospectively and only comes into effect when an individual is incapable of

making their own decisions. An advance directive is a statement made by a

mentally competent person of 18 years or over, which defines in advance their

refusal of medical treatment should he/she become mentally or physically

incapable of making his/her wishes known. The advance directive stipulates

which treatment he or she would like to receive or reject in a given set of
circumstances. It provides some reassurance about the dying process being
managed 1n accordance with their wishes, even if they will be too ill to
communicate at that time.

The notion of living wills was proposed by lawyer Loius Kutner in 1969,
responding to the fear that technology was driving doctors to impose life-
sustaining treatment on patients who may not want it. The primary aim of living
wills was to provide a legal defense against aggressive doctors. Advance
Directives promote recognition of a patient’s autonomy (Emmanuel, 2000;
Molloy, 2000), giving the individual an opportunity to exercise a certain measure
of control over life-sustaining care and treatment in the eventuality of becoming
incompetent (Blondeau, Valoia, Keyserlingk, Hebert & Lavoie, 1998; Emmanuel,
2000; Fazel, Hope & Jacoby, 1999; American Psychological Association, 2000;
Chiu & Li, 2000). This guards against futile treatment that could compromise the
individual’s dignity. More importantly, the process of signing a living will can
stimulate and focus doctor-patient dialogue (Kendrick & Robinson, 2002).
Advance directives can ease the emotional burden of the family, ensuring they do
not have to be responsible for life and death decisions. Further, the process of
signing advance directives can also educate individuals about their treatment
choices and facilitate communication about issues relating to end of life care
(Emmanuel, 2000). Molloy (2000) also suggest that advance directives help
reduce health costs and alleviate anxiety among family members.

Advance directives have legal force in the United States and some
provinces in Canada. Living wills evolved in the US with the first statute in the

California Natural Death Act, 1976. Federal legislation however came into force
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with the Patient Self-Determination Act of 1990. In the UK, a valid advance

directive is legally enforceable under common law'. This ensures that that legal
action can follow against staff and medical faculty if the advance directives are
knowingly ignored (BMA, 1999). The British Medical Association (BMA) first
issued guidelines about advance statements in 1992, These were amended in 1995

when an advance statement was defined as a mechanism whereby competent

people give instructions about what is to be done if they subsequently lose the

capacity to decide or communicate (BMA, 1999). Since data collection for this

thesis, the Houses of Parliament passed the Mental Capacity Bill, 2004 giving

advance directives legal status according to statutory law,

2.8.1 Cniteria for the enforcement of advance directives

Firstly, the person must be mentally able and over the age of 18 when he
or she makes the advance directive. Secondly, the person must be fully informed
about the nature and consequences of advance directives at the time he or she
makes it. Thirdly, the advance directive applies to the medical situation the patient
is currently in. Fourthly, the person must not be pressurized or influenced by
anyone else when he or she made the decision. Moreover, the advance directive
has not been changed by the person either verbally or in writing since it was
drawn up. Finally, the advance directive only comes into force if the patient is

incapacitated because they are unconscious or otherwise unfit.

2.8.2 Problems with advance directives in practice
Advance directives were developed in the US where the healthcare system

is different from the UK. In the UK, until very recently, there has been no
standard form or a legal framework for its use. Under the Mental Capacity Bill

(House of Commons, 2004), advance directives have only just been recognised

under statutory law.

' A collection of judges’ decisions about the Jaw on subjects, where the parliament has not passed
any statutes
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However, there is little evidence in the UK of the effectiveness of advance
directives and whether they achieve their theoretical aims. Medical professionals

are unsure about the use and usefulness of advance directives, often associating

them with euthanasia (Kendrick & Robinson, 2002). For individuals signing
living wills, it is difficult to contemplate a situation that has not yet happened and

often the actual scenario is quite different to the one envisaged by the patient.

There 1s a presumption that an advance directive continues to represent the wishes
of the individual unless it is revoked orally or in writing. Such a revocation may

not be known to the healthcare team responsible for the patient. Moreover, there
iIs no legal requirement for expert confirmation of mental capacity to execute an
advance directive at the time it is made and there is no certainty that coercion has
not been involved. The storage, revision and deliverance of an advance statement

pose practical problems. An advance directive can act against the best interests 1f
it is implemented in circumstances that were not precisely those which were
intended. There is also the danger of a ‘slippery slope’, such as a situation where
it can be used for economical purposes, such as saving scarce resources.

In the UK, the guidelines on advance directives drawn up by the NHS are
left to individual hospital trusts to develop for policy & implementation (Diggory
& Judd, 2000). A questionnaire survey conducted by Diggory & Judd (2000)
found that only a quarter of all NHS trusts had developed or intended to develop
policies on advance directives and less than 50 % of practitioners were aware that

advance directives carry legal force (Bowker, Steward, Hayes & Gill, 1998). In

the absence of national guidelines to support consistent end-of-life care, it is not
surprising that 82 % of an elderly inpatient population in the UK had not heard
about advance directives or living wills (Schiff et al., 2000). Despite the low
levels of knowledge, 74 % expressed an interest in writing a living will (Schiff et
al., 2000). Other studies have shown that while the public view it as good
practice, only 13 % had a living will (Luttrell & Summerville, 1996). In
comparison, research from the United States suggests that 83 % of the sample

expressed knowledge of living wills and 29 % had completed a living will (High,
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1993a). Further, the research by Palker & Carlson, 1995) indicates that only 52 %

of participants document their advance directives.

2.9 Discussing end of life issues with family members

The resuscitation guidelines suggest that in the case of incompetence or
incapacitation, the family will be consulted to act in the best interest of the
patient. However no guidelines exist for which family members should be

consulted and what happens about disagreement between family members. Other
medical guidelines in the UK suggest that there is no legal right of proxy,
however they are consulted in practice. In the US, the healthcare proxy or
‘surrogate’ has a legal right to interpret advance directives.

The arguments against the appointment of a healthcare proxy suggest that
a significant number of people may not have someone to appoint or they may find
it difficult to appoint such a person. This is especially relevant to older people
who may not have immediate families who are alive or capable of being a
surrogate decision maker. Further, at the time of decision making, proxies may
not be emotionally capable of carrying out the patient’s wishes. Emmanuel &
Emmanuel (1993) suggested that for family members acting as surrogates making

the decision itself can be considered a betrayal of the patient. There is also the

concern that proxies (or family members) may not reflect that patient’s best
interest and evidence suggests that those close to family members err towards

resuscitation (Seckler, Meier, Mulvihill & Paris, 1991).

2.10 Conclusion

The legal, medical, social and historical background for making
resuscitation decisions have been introduced in this chapter. Despite medical
guidelines propagating discussions on resuscitation and advance care planning,
older people fail to make these decisions. A case for advance care planning in the
community setting rather than in the hospital setting will be made in the next
chapter, as a way of ensuring patient autonomy. The complexities of signing

living wills, discussing end-of-life issues with the doctors and/ or family members
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will be further discussed. There are various reasons why older people fail to

CO '
nduct advance care planning and how they make resuscitation decisions, which

will be discussed in the following chapter.
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Chapter 3:

The older person’s perspective on resuscitation and advance care planning

3.1 Introduction and Overview
The purpose of this chapter is to review previous studies of older people’s
views on resuscitation and advance care planning, including the factors that they

take into account when making decision about resuscitation. Research conducted

with either hospitalised or non-hospitalised patients, and healthy community

living older people, will be reviewed.
Despite older people in hospitals wishing to participate in resuscitation
decision making, they are rarely included. Issues of competency and problems

with its assessment, medical professionals’ discomfort in discussing these issues
and resuscitation decision made in intensive care resulting in a decision being
made in crisis mode will be discussed as reasons why patient participation in the
DNAR decision is compromised. The timing of the resuscitation decision should
therefore be considered, and decisions regarding CPR should be made in advance,
prior to incapacitation, serious illness or advanced age. Advance care planning
(ACP) involves discussing resuscitation issues with doctors, family members and/
or signing living wills. This also involves making decisions on whether the older
person wished to have resuscitation conducted on them. ACP will give patients a
chance to participate in the decision making process, in line with the patient’s

right to self-determination and personal autonomy. Researchers opposing advance

care planning suggest that preferences about treatment are not stable over time.
Evidence of stability of resuscitation preferences will be explored.

In practice, a discussion with doctors about resuscitation and signing a
living will in the community setting rarely occurs. Other barriers to ACP in the
resuscitation decision, such as inadequate knowledge and misconceptions
regarding CPR will be discussed. Further older people’s preferences towards CPR
and the predictors of CPR preferences, namely socioeconomic factors, the
presence of illness and the perception of functional status and quality of life will

be considered.
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Older people’s views on who should be responsible and who should be
involved in the resuscitation decisions show considerable variability. Some
wanted to be the sole decision maker, while others wanted to defer the decision to
medical professionals and/ or their family members. Others wanted a joint
decision between themselves and their doctors and others wanted only the doctor

and families to collaborate when making the decision. The factors that effect their
decision on who should be involved in the decision making process will be

highlighted. In addition, the scope for involving family in resuscitation decision

will be explored. Finally, methodological difference in the studies will be

discussed.

3.2 Little discussion about resuscitation in the hospital setting —
discrimination between patient wishes and reality

BMA guidelines suggest that every competent patient should be involved
in the resuscitation decision and doctors should routinely discuss these issues with
patients before making DNAR decisions. A recent review by Frank, Heyland,
Chen, Farquhar, Myers & Iwassa (2003) of 45 research articles relating to CPR
information exchange, deliberation or decision making responsibility involving
hospital patients over the age of 65 years found that the majority of patients (45 %
-100 %) reported being comfortable and wished to be involved in the discussion
and decision about resuscitation. Research suggests that in the hospital setting,
despite a majority of patients wishing to be involved in the resuscitation decision,
they are rarely consulted prior to the decision being made. For example in the US,
despite the Self-Determination Act which indicates that all patients must be
consulted about the DNAR order, discussions to obtain informed consent do not
always take place (e.g. Bedell & Delbanco, 1984). In the UK, consultations about
DNAR in the hospital setting rarely occur. In one study only 3 out of 627 patients

who died without a resuscitation attempt had documented evidence that this had

been discussed with the patient or the family (Keatinge, 1989).
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3.2.1. Decision making capacity or competency

One of the major reasons why hospitalised patients are not included 1n the
decision making process is due to the issue of competence. Patients in the hospital
setting, close to the end of life may be incompetent, unconscious, have poor
cognitive facilities and may be too ill to make a decision on life prolongation (e.g.
Lo, 1991; Wenger, Kanouse, Collins, Liu, Schuster, Gifford, Bozzetter & Shapiro,
1995). Weiss & Hite (2000) in their systematic review of medical charts and
death monitor sheets for hospital patients who had died in the US found that

discussion about resuscitation with patients in the hospital did not often take place
(only 11 %), as they are no longer mentally or physically competent to be able to
participate. However research also suggests that despite 86 % of the patient group
being competent to take part in the decision making process, only 19 % of
patients with DNAR orders had been consulted about the order (Bedell &

Delbanco, 1984). These findings suggest that competency may not be the only
reason why patients are excluded from the decision making process.

Competent patients have the right to make decisions about their own
health care, a right based on the ethical principle of autonomy and the legal
doctrine of informed consent. Capacity or competence is the ability to understand
the information needed to make treatment decisions and to appreciate the
reasonable foreseeable consequences of the decision, which is specific to a
particular situation and may vary over time. The capacity of the patient to make

health decisions is assessed by clinicians in a health care setting. However there is

no formalised and standardised way in which this assessment takes place. Doyal
& Wilsher (1994) suggested that elderly patients must possess 5 basic
requirements if they are said to be legally and morally competent to consent to
non-treatment: (1) an understanding of simple explanations of their condition,
prognosis, and proposed treatment (or lack of treatment); (2) their reasoning for
non-use should be consistent with their personal beliefs; (3) they should choose to

act on the basis of such reasoning; (4) they should communicate the substance of
their choice and the reasons for their choice; and (5) they should understand the

practical consequences of their choice, Further, Frank et al (2003) suggested that
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physicians should assess the decision making capacity of their patients by
ensuring that patients understand information relevant for decision making by
processing factual knowledge of CPR and the likelihood of success, and ensuring
that patients appreciate the consequences of the decision or lack of a decision.
Patient participation in the resuscitation decision depends on the
competency of the patient, which is the premise on which advance care planning
1s based. However, assessing capacity is problematic for a variety of reasons.
Firstly, there is no reliable clinical measure of capacity to consent to treatment.
Decision making capacity varies over time and determining the capacity to
participate is complex and poses substantial challenges to medical professionals.
When in doubt about the mental competence of a patient, physicians exclude

patients from the decision making process. For example, Bradley, Walker,
Blencher & Wetle (1997) found that a substantial number of residents from

nursing homes (70 %) were inappropriately excluded from participating in
discussions because of difficulties in determining decisional capacity to discuss
future treatment choices. Staff were more likely to discuss advance directives with
family members, often citing cognitive impairment as a reason for excluding older
people from the decision making process.

Secondly, at the time of hospitalisation when the majority of DNAR
decisions are made, the patient is too ill, unconscious, disoriented and mentally
confused to be capacitated to make the decisions. Critical illness often diminishes

the capacity of patients to make decisions. Steward, Wagg & Kinirons (1996)
found that 32 % of elderly inpatients and 55 % of those with DNAR orders, had

moderate confusion or else were too ill to complete a mental assessment and
hence were unlikely to have been able to participate in clinical decisions. This

leads to doctors making the decisions without consulting patients.
Thirdly, issues of competence are more relevant in the case of older
hospitalised patients, and hence discussions are rarely initiated by the doctor. For

older people, competence becomes an added problem due to deterioration of

mental function related to age-related conditions such as Alzheimer’s disease,

delirium, dementia and depression. However, competency is specific and not
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global and hence care should be taken not to exclude patients on the grounds of
incompetency because they have an illness, but rather a patient-centered approach
to assessing competency relevant for advance care planning should be advocated.
Assessing and considering competency is of paramount importance in
DNAR decision making, not only in the implementation of BMA guidelines, but
also in the promotion of patient participation and autonomy. If incompetent
patients are excluded from the decision making process, then ideally they should

have been involved in making the decision in advance.

3.2.2. Medical professionals uncomfortable to discuss resuscitation with patients
Doctors fail to initiate conversations about the DNAR with their patients
because they do not want to cause emotional pain or be the bearer of bad news.

Doctors think that by discussing these issues it may endanger the patient’s health
and life and they do not want to damage patients’ hopes. Research has also
suggested that discussion about end-of-life care has an impact on completion of
advance directives (e.g. Gordon & Shade, 1999). However, as suggested earlier
(see chapter 2) medical professionals do not discuss treatment options with
patients, and this perhaps could result in low completion of advance directives.
Costello (2002) in his ethnographic study involving 3 wards in 2 hospitals 1n
England found that doctors and nurses deviate from hospital policy by not
involving patients in DNAR decisions. This was referred to as a protective

strategy designed to alleviate distress for older patients.

Various authors have argued that involvement of the patient in the
resuscitation decisions is unethical and illogical and therefore healthcare
professionals should not discuss any form of ineffective treatment with a patient.
Blackhall (1987) and Curtis, Park, Krone & Pearlman (2000) argue that personal
autonomy and patient involvement regarding CPR intervention is irrelevant for
many older people when CPR has no potential benefit and hence it 1s the
responsibility of healthcare professionals. Thorns (2000, p.225) suggests that
‘CPR is unique in clinical practice as it is the only situation which imposes an

apparent duty on health professionals to discuss a futile treatment without request
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from the patient’. Therefore asking patients to make decisions on a medically
futile treatment has been regarded as unethical.

An alternative view to that described above is that patients should be
involved in the resuscitation decision because it is central to their autonomy and

self-determination. Involving the doctor and the patient in a joint resuscitation
decision, will allow medical professionals to offer expert medical advice and the
patient to take into account their values while making the decision. In a hospital

setting, this joint discussion, taking into account both expert medical and value

factors, may not be feasible. Therefore, advance care planning, or making
decision prior to incapacitation, serious illness or advanced age has been
propagated. This may involve signing an advance directive, or discussing options
with doctors prior to signing a living will. For example, Lo & Steinbrook (2004)
suggests that patients should be encouraged to discuss advance directives with
physicians and to complete them during an office visit. Such patient-physician

visits could lead to more informed patient decisions.

3.2.3. Resuscitation decisions made in intensive care

Resuscitation decisions are normally made in the hospital setting,
particularly in intensive care (see Seymour, 2000). Resuscitation decisions are
made in this stage, as this is the time when cardiac arrest is most likely to occur
and the time when doctors are clear about whether CPR is likely to be successful
or not. At the time of hospitalisation, doctors have a clearer picture about the
clinical outcome of CPR and hence decisions are made then. In the hospital
setting, particularly when close to death or in the Intensive Care Unit (ICU), life
and death decisions are made in crisis mode and the patient is likely to be
incapable of participating (Danis, Southerland & Garrett,1991).

Therefore, it has been recommended that discussions on resuscitation
occur earlier, when patients are able to participate and make informed choices
(Quill, 2000).
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Conversation about DNAR should take place before the patient is acutely and

desperately ill. This would increase the likelihood that the values of patient

autonomy and self determination are respected.

3.3 The case for advance care planning

As suggested in the previous section, patient participation in the
resuscitation decision is compromised in the hospital setting. Discussion about
resuscitation rarely occurs in the hospital setting, despite patients wanting to
discuss these issues. However, as suggested issues of competence make patient
participation difficult. Doctors are also apprehensive to discuss issues of life and
death, such as resuscitation at a time of illness and closer to death. However, at
the time of hospitalisation and closer to death, medical professionals are more
able to predict the outcome of CPR, whether an attempted CPR is likely to result
in success and failure. It seems that the timing of the resuscitation decision (in
hospital) allows medical professionals to maintain dominance and patient
autonomy and right to self determination is compromised. Therefore, these
discussions should take place earlier — prior to hospitalisation, serious illness or
advanced age. Johnston et al. (1995) found that 329 primary care patients’ would
prefer advance care planning and would prefer to discuss end-of-life 1ssues
relating to advance directives at an earlier age and earlier in the natural history of
the disease. Majority of patients (91 %) agreed that advance directives should be
discussed before patients are extremely ill and 84 % believed that discussions

should occur when the patient is healthy.

Therefore, discussions with the doctor and family should take place in the
community setting and older people should sign advance directives prior to being

incapacitated or seriously ill are advocated. Discussion with doctors serve two
purposes — allowing patients to understand and gain medical knowledge about the
efficacy of CPR as well as allowing patients to inform their doctors about their
preferences. Discussing issues with families allows the individual to take into
account the family’s views and also informs the family about the patient’s wishes,

so that the family can act in the patient’s best interest when the patient is
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incapacitated. Further, these discussions with doctors and family members will
aid patients in signing advance directives.

Some researchers have opposed advance care planning or discussions on
resuscitation prior to hospitalisation on ethical grounds, arguing that individuals
are likely to underestimate their desire to have medical intervention should they
become 1ll and individuals in a ‘hypothetical situation’ are likely to use the denial
mechanism, that involves the subconscious decision to die rather than suffer.

Individuals confronted with death do not want to die and are prepared to put up
with a certain amount of suffering in order to live longer (Ryan, 1996).

The basic assumption of using advance care planning is that people’s
preferences are stable over time and across changes in life condition. If treatment
preference change substantially over time or with changes in an individual’s life
condition, then previously stated wishes stated before incapacitation may no
longer reflect accurately the decisions that individuals would make for themselves
when currently able. Several studies have examined the stability of life sustaining
treatment preference over time (e.g. Carmel & Mutran, 1999a, Danis, Garrett,
Harris & Patrick, 1994; Ditto, Dank, Houts, Coppola, Smucker & Jacobson, 2003;
Emanuel, Emanuel, Stoeckle, Hummel & Barry, 1994). However, little attention
is directed towards identifying psychological factors (see Carmel & Mutran,
1999a; Ditto et al, 2003). Overall the studies show that preferences are moderately
stable over time. Consistent with past research, Ditto et al. (2003) in their study

on 332 primary care older adults’ preferences for 4 life sustaining treatments in 9

ilIness scenarios found that preferences were moderately stable over time (.76).
However, Ditto et al. (2003, p. 612) maintains ‘although a stability level of .76 in
personality and attitudinal research might be taken as reflective of considerable
stability over time, in the context of end-of-life decision making in which the

stakes associated with misjudgment are higher, the fact that a quarter of all

preference documented at a given time will misrepresent an individual’s current

wishes 1f consulted only 2 years later might be seen as producing unacceptable

potential for medical error’. Despite these claims of a lack of stability of treatment

preferences, suggesting a case against advance care planning, research suggests
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that stability is greatest for invasive treatments such as CPR (Ditto et al. 2003),
refusal of treatment is more stable than preferences to receive treatment (Carmel
& Mutran, 1999a; Danis et al., 1994; Ditto et al., 2003) and prior completion of an
advance directive is related to preference stability (Danis et al., 1994; Ditto et al.,
2003; Emmanuel et al., 1994; Weisman, Hass, Fowler, Gatsonis, Massagli, Seage
& Clery, 1999). The treatment preferences of individuals who have invested effort
to complete an advance directive reflect a high degree of thought and commitment

(either prior to or because of completing an advance directive) and thus remain

relatively resilient over time (Petty & Krosnick, 1995). Therefore, instead of
discouraging individuals from advance care planning on the ground that they are

moderately stable over time, individuals should be encouraged to sign advance

directives.

3.4 Lack of advance care planning in non-hospitalised patients

Outside the hospital setting, older people think about resuscitation but
rarely discuss the issue with their doctors. For example, Ebell, Smith, Seifert &
Polinelli (1990) found that only 11 % of outpatients from a family practice had
discussed DNAR with their physician, while 67 % had thought about the issue.
Other studies have shown that while the public view it as good practice and show
a willingness to use them (e.g. Kelner, 1993), only a small proportion had
completed a living will (High, 1993; Luttrell & Summerville, 1996; Palker et al.,
1995) A survey of 405 outpatients in the US revealed that 93 % desired an

advance directive (Emanuel, Barry, Stoeckle, Ettelson & Emanuel, 1991), similar
results (92.3 %) were obtained from 909 participants sample in Canada by
Molloy, Guyatt & Alemayehu (1991). Recent studies reveal that only 15-25 % of
the general public had completed living wills (Miles, Koepp & Webb, 1996).
These findings suggest that despite older people supporting advance directive they
rarely use them.

There are various other factors associated with the lack of patient

involvement in the resuscitation decision and advance care planning. In the

following sections these will be reviewed.
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3.5 Inadequate knowledge about CPR

One of the prerequisites for patients’ participation in the resuscitation
decision is having sufficient information and knowledge about resuscitation.
Research suggests that older peoplé do not always have accurate knowledge about
CPR and are therefore ill-equipped to make the decision. Studies conducted 1n the
UK demonstrate that between 30 — 80 % of patients had heard about CPR (e.g.
Gunasekera, Tiller, Clements & Bhattacharya, 1986; Liddle, Grilleard & Netl,

1994; Mead & Tumbull, 1995). Mead & Tumbull (1995) found in their
questionnaire-based study that 80 % of patients due for discharge from a UK
elderly care unit in an acute hospital had heard about CPR. Liddle and colleagues
(1994) in their interview study found that only 30 % had accurate knowledge
about CPR. Gunasekera, Tiller, Clements & Bhattacharya (1986) found that only
53 % of hospitalised patients in 3 geriatric acute wards had heard about CPR. The
reason for the variability in evidence regarding older people’s knowledge levels is
because much of the research has focused on whether older people had heard of
CPR (Gunasekera et al, 1986; Mead & Turbull, 1995), while fewer studies have
researched accurate knowledge about CPR (Liddle, Gilleard & Neil, 1994). To

make a resuscitation decision, older people must understand what CPR entails and
the implications of the treatment and non-treatment, prior to making a decision.

Merely knowing what CPR does will not equip the individuals to make these

complex decisions.

Particularly interesting when assessing knowledge rates about
resuscitation, is the overestimation of survival rates of CPR and the false
optimism about recovery. This has been attributed to acquiring information about
resuscitation through the media. Resuscitation increasingly features in the lay
media, particularly in television medical dramas. Television portrayals of CPR
tends to show CPR as a successful and unrealistic procedure, where most patients

survive with few adverse after effects. Older patients acquire their knowledge
about CPR from the media, mainly through the television and therefore tend to

over estimate survival rates of CPR (Bruce-Jones, Roberts, Bowker & Cooney,
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1996; Mead & Turnbull, 1995). Patients who gave higher estimates of chances of

survival were more likely to want CPR for themselves. For example, Frankl, Oye
& Bellamy (1989) and Ebrahim (2000) in the US found that 90 % of patients

preferred resuscitation, and treatment preferences were strongly influenced by the

perceived outcome of CPR.
Various studies conducted on non-hospitalised patients also suggest that
older people perceive CPR as a non-invasive intervention that either succeeds or

fails, a perception based on information derived for the media (Carmel & Mutran,

1997; Carmel, 1999a, Murphy et al., 1994; Mead & Turnbull, 1995). For
example, Carmel (1999b) in a large scale questionnaire study in Israel comparing
the views towards life-sustaining treatments of physicians and older people living
in the community and found that older people are more likely to favour

resuscitation than their physicians. Carmel (1999b) attributed these pro-CPR
views of community dwelling older people to the lack of public knowledge
regarding the effectiveness of CPR.

Murphy, Burrows, Santilli, Kemp, Tener, Kreling & Teno (1994) in their
study of 371 older patients found that after they had been informed of the
probability of survival after CPR, most did not want to undergo the procedure.
However, contradictory evidence suggest that even among patients who estimates
their own chances of survival as approximately 25 % or less, more than half still
wanted attempted resuscitation (Phillips, Wenger, Teno, Oye, Youngner, Califf,
Layde, Conner, Lynn, 1996).

More recently, various UK researchers have proposed that television
outcomes of CPR in the UK tend to more realistic, depicting more unsuccessful
resuscitation attempts as compared to TV medical dramas in the USA (Gordon,
Williamson & Lawler, 1998; Diem, Lantos & Tulsky, 1996). Therefore, it
remains unclear whether TV portrayal of CPR affects older people’s knowledge
of success rates of resuscitation. There is a possibility that the advent of global
television, where the public watches medical dramas not only made in the UK

(such as Casualty), but also American-made dramas such as ER (Emergency
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Room), may affect the over-optimistic view that the public has towards
resuscitation.

Therefore, to sum up, older people have inadequate knowledge about
resuscitation, with most having only heard about the procedure rather than having
a realistic picture of the success rates of CPR. Knowledge about resuscitation is
mainly acquired through the media, (particularly by the television), which lead to
patients overestimating survival rates and thereby favouring resuscitation. Older

people who were informed of the probability of survival were less likely to favour
resuscitation. However, other researchers have suggested that despite low chances
of survival, patients still wanted to undergo resuscitation.

Research suggests that not only is older people’s knowledge regarding
CPR unsatisfactory, but their knowledge about advance directives 1s also
exceedingly low, For example, Schiff et al. (2000) in their study of 74 older
inpatients in the UK found that 82 % had not heard of advance directives, while
only 4 participants correctly defined them. Research in the US also suggests that
patients misunderstood and did not have adequate knowledge about advance
directives (e.g. Silverira, DiPieoro, Gerrity & Fendtner, 2000) and the lack of
information and knowledge regarding advance directives is the main barrier to
advance directives being used (e.g. Johnston et al., 1995).

It has been suggested that the misconceptions surrounding advance
directives can be improved by increasing public knowledge of advance directives.
Various education interventions (such as written material, videotapes) have been
used to increase knowledge about advance directives. Patel, Sinuff & Cook
(2004) in their systematic review of the effects of educational advance care
planning on the completion of advance directives, directed to patients without
terminal illness, found that advance directive completion rates documenting
patient preferences for end-of-life care may be increased by simple patient
directed educational interventions. Other research shows that moderate levels of
interventions increased the use of advance directives (High, 1993; Brown, Beck,
Boles & Barrett, 1999). Brown et al. (1999) compared the effectiveness of

educational interventions involving written material vs. written material and
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videotape, and found that only one of the intervention vehicles is adequate to

increase participation rates; the use of both led participants to re-evaluate the

advantages of advance directives.

3.6 Preferences for CPR
There is a vast variety of preferences regarding CPR among older patients.

Research on medical patients suggests that withholding CPR for seriously ill

patients is not necessarily the norm and a sizeable proportion of chronically ill

patients wanted to undergo resuscitation. For example, in a large study of
chronically ill elderly adults in the US, the majority wanted to undergo CPR to be
kept alive (Phillips et al., 1996), and few requested that a do-not-resuscitation
(DNAR) order be entered into the charts (The SUPPORT Investigators, 1995).

Research suggests that a large proportion of inpatients (55 - 92 %) in
studies from the UK wanted CPR (e.g. Bruce-Jones et al., 1996; Liddle et al.,
1994, Mead & Turnbull, 1998, Sayers, Schofield, Aziz, 1997). Liddle et al. (1994)
interviewed 100 older people due for discharge from an acute geriatric ward and
found that 78 % expressed a wish to be resuscitated. Another study administered
questionnaires to 214 older inpatients in two geriatric medical units at admission
and at discharge and found that 60 % wanted CPR at admission and 53 % wanted
CPR at discharge (Sayers et al., 1997). Watson, Wilkinson, & Sainsbury (1997)
found that 38 % of older inpatients wanted resuscitation under any circumstances.

However other studies suggest that older inpatients would rather forgo
resuscitation in the final stages of their lives (Hill et al., 1994; Schiff et al., 2000).

For example, Hill et al.(1994) found that 94 % of patients within 24 hours of
admission wanted to decline resuscitation and 74 % would decline resuscitation
before discharge from a general medical ward. Schiff et al. (2000) in their
questionnaire study on medical inpatients also found that at the end of a terminal
illness 90 % of older adults would decline resuscitation and preferred comfort
care to active treatment.

These findings suggest that there is a wide variation in preferences

towards resuscitation and older hospitalised patients may change their minds
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about their preferences at admission and at discharge, with some less likely to
want resuscitation at the time of discharge (e.g. Hill et al., 1994) and others more
likely to want resuscitation at the time of discharge (e.g. Sayers et al., 1997). The
variations in patients’ preferences for CPR have been attributed to a range of
factors, which will be discussed in the following sections. These sections will also

deal with the factors predicting advance care planning among older adults.

3.7 Predictors of preferences for resuscitation and advance directives
3.7.1 Socioeconomic factors

Soclodemographic characteristics, such as age, gender, mantal status,
race, education levels and socio-economic status (SES) have been used to predict
older people’s preferences for CPR. The SUPPORT Project using standardised
interviews with 1,650 patients (mean age 62 years) from 5 geographically diverse
academic acute-care medical centres in the US found that 28 % did not want to be
resuscitated and demographic characteristics were associated with choices for no
resuscitation. Factors associated with not wanting CPR included age (older people
would rather forgo resuscitation) and gender (female were more likely to not want
resuscitation). Gunasekera et al. (1986) in the UK found that out of 136 older
patients from an acute ward, 42.5 % wanted resuscitation for themselves and
refusal of CPR was associated with gender, with men more likely for prefer CPR.
Studies in the US have found that older patients and woman are less likely to
undergo CPR (e.g. Lo, Saika & Strull, 1985; Schonwetter, Walker, Kramer &
Robinson, 1994).

Other studies have offered insights into why advanced age is associated
with not wanting life prolongation. Rosenfeld, Wenger & Kagawa-Singer (2000)
in their interview study in a senior & multilevel retirement community in the US
found that advanced age is relevant for patients’ treatment considerations. Older
people were more likely to have experienced personal loss in old age and they
considered death as appropriate at the end of a natural life span. Phillips &

Woodward (1999) in the UK conducted a small qualitative study (focus groups) to
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investigate factors leading to resuscitation. The study suggests that age was not a

deciding factor, but was referred to while making resuscitation decisions.

In addition to age and gender, other demographic characteristics are

associated with preference for CPR. Bruce-Jones et al. (1996) found that
favouring resuscitation was associated with marital status and functional

dependence, with married and functionally independent patients favouring
resuscitation. Miller, Jahnigen & Simbartl (1992) and Schonertter, Walker,
Kramer & Robinson (1993) reported that those who most often desired CPR had

low education levels. Schonwetter, Walker, Kramer & Robinson (1994) suggested
a strong relationship between socioeconomic factors and preference: those who
were non-Caucasian, less educated, and had less income desired more
cardiopulmonary resuscitation. However, research also suggests that there 1s no
relationship between demographic factors and treatment preferences (Emanuel et
al., 1991). For example, Malloy et al. (1992) reported no significant difference in
life-sustaining treatment decisions with respect to marital status and education
levels.

In addition to predicting preferences for resuscitation, the demographic
characteristics of patients have also been used to predict use or non-use of
advance directives. Research has suggested that age and gender is associated with
the completion of advance directives. The General Accounting Office (1995) in
the US suggested that there is an age difference in the completion of advance
directives with only 9 % of people under the age of 30 completing a directive
compared to 35 % of persons over age 75. Charlson, Sax, MacKenzie (1980),
Jonsson, McNamee & Campion (1988) and Lipton (1988) found that older people
and woman were more likely to use advance directives.

Research also shows that educational levels are associated with knowledge
and utilisation of advance directives (Ejaz, 2000; High, 1993b). High (1993b)
found that 70 % of participants in the US with less than 12 years of education
were familiar with advance directives, compared to 90 % of those with more than

high-school education. Completion of a living will was associated with education:
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21 % with those with less than high school education and 34 % with a higher
education level had completed an advance directive (High, 1993b).

Ejaz (2000) found that religious affiliation was predictive of having an
advance directives with Jewish participants being most likely to have completed
advance directives (80 %), followed by Catholic participants (64 %), while
Protestant participants were the least likely to have completed advance directives
(19 %). Therefore it seems that variations in religious beliefs have an affect on
whether advance directives have been completed. This is particularly relevant for
older people, as individuals become more religious with age and even people who
are not active in any religion revert to their religious roots when faced with death
(Klessig, 1992). Older people have always been more religious than the young
because of their concern with matters of mortality as death comes closer (Davis &
Vincent, 1998).

Race and ethnicity have revealed an association with utilisation of advance
directives, suggesting under utilization among ethnic minorities (Caralis, Davis,
Wright, Marcial, 1993; Eleazer et al., 1996; High, 1993a; Morrison et al., 1998;
Vaughn, Kiyasu & McComick, 2000). For example, High (1993a) found that 85
70 of a white older sample were familiar with advance directives and 62 % had
signed an advance directives, however, only 2 % of the black population had
completed an advance directive. Caralis and colleagues (1993) found that
Hispanics were less knowledgeable then African-Americans and Non-Hispanic

whites about advance directives.

Even though not directly relevant to the present research, these studies of
ethnic effects were reviewed as they provided reasons why advance directives
were not utilised. These include: lower education levels and social inequalities
associated with lack of familiarity of the DNR orders, cultural values of not
talking about death as it brings bad omens, communication difficulties, mistrust of
the healthcare system, fears of receiving inadequate medical treatment, and less

likelihood of having an established doctor-patient relationship (see Eleazer et al.,

1996; Morrison et al., 1998; Shepardson, Gordon, Ibrahim, Harper & Rosenthal,
1999).
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Other research suggests that ethnic variations in utilization of advance

directives is due to the family being central to the decision making process
(Blackhall, Frank, Murphy, Michel, Palmer & Azen, 1999; Waters, 2000), hence

older people from ethnic minorities prefer appointing a health care proxy than
signing a living will (Morrison et al., 1998) and are willing to entrust the end-of-

life decision making to the family (Vaughn et al., 2000). Vaughn and colleagues

(2000) 1n their study on preferences among Asian nursing home residents found
that the majority (72 %) of oriental older patients had no code or no advance
directives. In explanation it has been suggested that social values, including
harmony, respect for ancestors and responsibility dominant in the oriental culture
discourages choosing DNAR, as this may be regarded as a display of utmost
respect for elders. A DNR order is hence regarded as being unacceptable as it 1s
viewed as giving up hope. A patient chooses CPR out of a feeling of
responsibility to the younger generation to stay alive as long as possible (Vaughn

et al,, 2000). Therefore, advance care planning should take into account the

patients’ specific cultural views.

3.7.2 Perceptions and presence of illness and functional status

Although some studies suggest variations in resuscitation preferences
based on demographic factors, it should be emphasised that preferences cannot be
predicted by only patient demographic characteristics, but are also dependent on

patients’ perceptions of diagnosis and functional status. The presence of illness,

especially the type of illness is an important consideration that is taken into
account when making resuscitation decisions. For example, Watchter, Luce,
Heast & Lo (1989) studying DNAR orders on patients with different diseases
(AIDS, non-small cell lung cancer, cirrhosis and congestive heart failure) found
that the rate of DNAR orders varied significantly by type of illness (ranging from
5 % to 52 %). Patients with congestive health failure and cirrhosis were more

likely to prefer resuscitation than people with malignancies. The SUPPORT study

suggested that not only did patients’ illness but also the perception of prognosis

affect treatment preferences. The study suggested that patients with heart failure
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and chronic liver disease were more likely to favour resuscitation and patients’

perceptions of a worse diagnosis made them less likely to want resuscitation
(Phillips et al., 1996).
In addition to the presence of illness, functional disability was associated

with not wanting resuscitation. Phillips & Woodward (1999) in their focus group
study on older people living in the community found that mental and physical

dysfunction was an important deciding factor when making resuscitation
decisions. Older patients would decline resuscitation more in the case of mental
disability than physical disability. For example, Gunasekera et al. (1986) gave
hospitalised inpatients hypothetical scenarios to make decisions regarding
resuscitation. Their findings confirm that a larger majority of patients would forgo
resuscitation in the case of mental dysfunction (76.2 %) than physical dysfunction
(49.2 %). In particularly, the presence of Alzheimer’s disease has been regarded
as justification for the non-use of CPR (e.g. Resnick, Cowart & Kubrin, 1998) and
most patients wished to continue treatment only as long as they were cognitively
intact (Cohen-Mansfield, Droge & Billig, 1992).

The presence of illness and functional status has also been linked to
advance directives. Patients with a diagnosis of cancer were more likely to have
an advance directive, while patients suffering from dementia or cerebrovascular
disease were unlikely to have signed a living will (Charlson, et al. 1986; Ghusn,

Teasdale & Jordon, 1997; Jonsson et al., 1988). Castle (1998) in a large scale
study of 5, 258 nursing home residents (mean age of 84 years), found that

individuals who had increased physical impairment and congestive heart failure
were more likely to have a DNAR order while increased age, cancer and terminal

illness increased the likelihood of an advance directive.

3.7.3 Quality of life (QOL)

Medical professionals make decisions on the appropriateness about CPR
by assessing current health status and likelihood that the procedure will result in
success. Doctors tend to view the resuscitation decision as a medical assessment

of health (Costello, 2002). In contrast, patients and the public make decisions on

45



resuscitation, taking into account their own values, morals and beliefs about the
benefits of life prolongation for themselves, often referring to the term ‘quality of
life’. For example, Carmel (1999b) found that elderly people were more likely to
be concerned with quality of life when making decisions on life prolongation,

while physicians were more likely to be influenced by the prognosis for length of

life.
Patients would prolong their lives if they perceived that their quality of life

is adequate, however if their quality of life was considered poor or inadequate

they would rather forge life-prolonging medical technologies. Ebell et al. (1990)
found that 93.9 % individuals preferred to preserve good QOL, even if it meant
not living longer. Therefore, if a resuscitation attempt cannot restore a good

quality of life, individuals would rather forgo treatment. In the UK, Phillips &
Woodward (1999) found that older people tend to favour resuscitation when they
had a desire to live, irrespective of the underlying condition and when their
perceived quality of life was adequate.

However, patients’ understanding of quality of life not only incorporated
health assessment, but also included other considerations, including dying
naturally and with no pain. For example, Singer, Martin & Kelner (1999) in their
secondary data analysis of 3 studies on patients with dialysis, HIV and resident in
long care facilities found that quality of life care involved dying naturally and
avoiding inappropriate prolonging of dying. Patients were afraid of dying and of

being kept alive when they were no longer able to enjoy their lives. While HIV
patients in Aikman, Thiel, Martin & Singer’s (1999) sample suggested that a good

quality of life was associated with having no pain.

3.8 Responsibility for decision making

The BMA guidelines suggest that the doctor has ultimate responsibility for
the resuscitation decision, but capacitated patients’ views must be taken into
account and the family’s views reflecting the patients’ best interest must be taken
into account when the patient is incompetent. A review of older inpatients’ views

on resuscitation suggested that there is a large degree of variability in older
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patients’ views on who should be responsible for the final decision regarding
CPR. Frank et al.’s (2003) review indicates that between 19 - 92 % of patients
wanted to be the sole decision maker, while a significant proportion (34 %- 59 %)
wanted the decision to involve both themselves and medical professionals.
Studies also suggest that older people would rather leave the decision to medical

professionals and/ or their families. For example, Puchalski et al. (2000)

conducted a secondary analysis of data from the Hospital Elderly Longitudinal
Project (HELP) and the Study to Understand Prognosis and Preferences for
Outcomes and Risks of Treatments Study (SUPPORT). Their results suggest that
the majority of seriously ill patients in the US would prefer to have their family
and physician make resuscitation decisions for them (70.8 % of HELP
participants and 78 % of SUPPORT participants), whereas a smaller proportion
would rather make decisions themselves (29.2 % of HELP sample and 22 % of
the SUPPORT sample.

Studies in the UK suggest similar trends and a large variation in views
towards who older people wanted to be involved and responsible for the
resuscitation decision. Bruce-Jones and colleagues (1996) found that 78 % of
older people wanted participation, while 43 % wanted to be the sole decision
maker. Older people who did not want resuscitation and had no spouse were
likely to want to be the sole decision maker. Gunasekera et al. (1986) found that

32 % wanted to decide for themselves, while 57 % wanted the doctor to decide on
resuscitation for them. Mead & Turnbull (1995) found that 64 % wanted their

doctors to decide while, Liddle and colleagues found that 28 % wanted to be
involved in the decision making process, 43 % wanted only the doctor to decide
and 34 % wanted shared responsibility between doctors and themselves. Schiff et
al (2000) found that older patients did not want their spouses (17 %) to be
involved in the resuscitation decision, because they would be too emotional to
make the decision. They would rather involve other relatives (63 %) or doctors

(22 %) to make the resuscitation decision.
Closer inspection of these studies, suggest that some older adults feel that

they themselves should be the sole decision maker of resuscitation, others suggest
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that they want only the doctor or the family to be responsible for the decisions.
While some believe that it is a joint decision involving themselves and doctors,
doctors and family members or family members and themselves. Older people

wish to include physicians as they were regarded as an authority in the field of

resuscitation based on their expertise in prognostication and treatment, while
families are granted authority based on their concern for the patient’s well being

(Rosenfeld et al, 2000), while families needed to assume a degree of

responsibility for representing the dying relative to ensure that the individual’s
right to self-determination was respected in the final stages of their lives
(Seymour, Gott, Bellamy, Ahmedzai & Clark, 2004). Older people living in the
community would want the opportunity to weigh the pros and cons of a particular
course of treatment with their clinicians (Seymour et al., 2004). Johnston et al.
(1995) found that 61 % of the adults believed that others should be included in
advance care planning, most wanting their spouse or significant other and children
to be included. Johnston and colleagues (1998) in their study on primary care
patients and physicians found that patients were more likely than physicians to
believe the physicians should provide a recommendation in addition to facts to
help the patients make end of life decisions. Both agreed that it was the
physician’s responsibility to initiate discussions about advance directives.

In the following section, older people’s desire to retain control over
resuscitation decision, procrastination, denial and deferring the decisions and
finally, issues of burden which seem paramount when making decisions about

who should be involved in the decision making process and to what degree, will

be discussed.

3.8.1 Maintaining sense of control

For individuals who sign advance directives, autonomy and the ability to
enact self-control over one’s life are identified as the underlying concept for
making the decision (Collopy, 1990; Kelner & Bourgeault, 1993; Hoflin, 1988).
For example, Eisemann & Richter (1999) in their study of public attitudes

towards patient autonomy and advance directives found that the wish to maintain
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autonomy and self-determination was associated with support for advance
directives. This desire for control or autonomy is related to fears concerning over-
treatment. Eisemann & Richter (1999) found that those who expressed a fear for
being treated aggressively were more likely to have an advance directive.
Therefore, wishes to control one’s destiny at the end of life and fears of being

over-treated motivates an individual to sign a living will.

Other studies have suggested that not all older people wished to exercise
control or autonomy in treatment decisions; some prefer to delegate the
responsibilities to others. For example, Kelner (1995) exploring the views of
elderly patients (n = 38) concerning control over the dying process found that a
majority of participants (27) were ‘activist’, as they preferred to have a voice in
decision making at the end of life. However, the ‘delegates’ (11) were more likely
to delegate the decision to physicians, God or faith. The study suggested that
desire for control was associated with socioeconomic characteristics - activists
were more likely to be better educated, had held more professional and
managerial jobs and tended more often to be middle class rather than lower class.
They also had more knowledge about healthcare and were more likely to favour

the withholding and withdrawal of treatment.

3.8.2 Procrastination, denial and deferring the decision

Despite a large number of people endorsing the benefits of advance

directives, only a small percentage of them have actually made an advance
directive (e.g. Palker et al., 1995; Johnston et al., 1995). The literature suggests

that barriers towards signing advance directives include individual’s tendencies
towards denial and procrastination and the tendency to leave decisions to others
(Palker et al., 1995). Patients often believe that clinicians or family are
responsible for end-of-life decisions and hence do not make decisions about their
care at the end of life. High’s (1993a) interviews with 293 respondents aged 65 to
93 indicated that reasons for non completion include ‘putting it off” and expecting

others to take care of it when the time comes. Many of these older people
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preferred to defer the decision to family surrogates and avoid executing an

advance directive.

3.8.3 Burden
Burden is a common theme for older people making decisions on CPR and

those who are contemplating advance care planning. The concept of burden

however means different things to different people. Firstly, signing an advance
directive has been viewed as relieving family members from the burden of
making decisions (Schiff et al., 2000; Seymour et al., 2004). For example, Schiff
et al. (2000) found that older hospitalised patients were interested in signing a
living will because they envisaged that this would relieve the burden of the
decision on their family members. Secondly, older people often did not want to
involve family members in the decision making process as this was envisaged as a
burden on family. Aikman et al. (1999) in their study on proxy appointment
among HIV patients suggested that patients were likely to exclude proxies in life-
prolonging decisions to relieve feeling of guilt and not be a burden on caregivers.
Older people were also concerned about being a burden to their families in
the later stages of life and this had an impact on preferences for end-of-life care.
For example, Wilson (2000) in her qualitative investigation of 49 senior citizens
preferences for end-of-life care in Canada found that older people were concerned
about burdening their families, as family members may need to give up paid
employment and their relationships may suffer. Some were concerned with the

financial burden on care in the later stages of life, suggesting that burden on their
families and society was an important consideration. However, others consider

family caregiving a duty, an obligation and a responsibility (Wilson, 2000).

3.9 Surrogate or proxy decision making - involving the family member
Unlike the USA, where family members have the status of a healthcare
proxy, the role of family members in end-of-life decision making in the UK 1s

limited. The British Medical Association (1999) comments that if the patient

cannot express their views, the views of family members or others must be sought
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regarding the patient’s best interest. Their role is to reflect the patient’s view and
not to take the decision on behalf of the patient. Further, guidelines state that
patients must be asked in advance who they want included or excluded in the
decision making if they become incapacitated, thereby stressing the importance of

communication about advance care planning within the family setting.

Older people wish to involve their families in the resuscitation decision
making process. British studies have shown that 57- 77 % of patients would want

their families involved in making decisions with, or for them, in conjunction with
professionals (Morgan, et al., 1994; Liddle et al., 1994; Seymour et al., 2004).
Family members are usually able to give valuable insights into incompetent
patients’ values and beliefs, which is information that is not easily available to
medical professionals. This alternative of asking families about the patient’s
values and preferences for resuscitation is valuable to doctors, who often have to
guess patients’ wishes or make unjustified assumptions based on their own
prejudice. For family members to appropriately act in the patient’s best interest,
they should made decisions in the same way, based on the same values as their
incompetent relative. There have been very fewer studies comparing the views of
older people and their surrogates (e.g. Landon, 2000; Sulmasy, Terry, Weisman,
1998). However, the findings of these studies are favorable suggesting that 66 %
of nominated surrogates accurately predicted the views of the patient with regard
to CPR (Sulmasy, Terry, Weisman, 1998). Alternatively, a discussion within the
family setting prior to incapacitation would be appropriate. However, there is no
documentation of older people’s discussion with family members about
resuscitation. Discussion with family members will ensure that the family
member acts in the older incapacitated person’s best interest, rather than making
the decisions for them. Studies in the US have suggested that proxies also help in
the interpretation of advance directives (Teno, Maruerite, Spernak & Lynn, 1998).
However, older people may find proxy appointment challenging. Gordin
& Singer (1995) in their review on decisions and care in the end of life suggested
that families move away from their ageing parents in Western society and their

obligations of kinship to parents may conflict with their responsibilities to their
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own families and jobs. A significant number of older people may not have

someone to appoint or they may find it difficult to appoint such a person. Spouses
and partners may be deceased or may not be mentally competent to take on the

role of decision maker. Children may have moved away from a parent, which

makes proxy appointment difficult.

Further, older people may think that their family members would be too
emotional in the situation to carry out the patients® wishes and would want to do
everything to keep their dying family member alive. However, research has
suggested that only a small proportion (8 %) of bereaved relatives believes that
more should have been done to keep their loved ones alive (Hanson, Danis &
Garrett, 1997). Teno et al. (1998) found that surrogates are often unavailable,
ineffectual, or too overwhelmed with their own concemns to advocate effectively
for the patient’s best interest. It has been suggested that surrogate decisions are
often discordant with the patient’s own wishes, tainted with guilt, fear of losing
loved ones, concern about possible accusations that they didn’t show enough
concern, or motivated by self gain (Hardwig, 1991; Seckler et al., 1991). Family
members may interpret a decision to forgo resuscitation as a signal that the patient
or providers have given up (Scanlon, 2003). Emmanuel & Emmanuel (1993)
suggested that for family members acting at surrogates making the decision itself
can be considered a betrayal to the patient. There is also the concern that proxies
(or family members) may not reflect that patients’ best interest and evidence

suggest that those close to family members err towards resuscitation (Seckler et
al., 1991).

3.10 Methodological issues

The inconclusive findings of these studies and interpretation of this body
of research is hampered by a complicated web of methodological differences
between the studies. The studies employed different samples, recruited from
different medical settings (acute wards or geriatric units) and at different stages of
hospitalisation (during discharge or during hospitalisation) where their views

about resuscitation may be different. Most of the studies recruited participants at
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the time of discharge rather than at the time of hospitalisation when the decisions
are normally made. Views of patients towards resuscitation may be different at
the time of hospitalisation and during discharge.

Some of the research on resuscitation decision making employed a method
of examining the charts of patients who died in hospital and working backwards
through their hospital experience, by reviewing and analysing their medical charts
and death monitor sheets. However, this method gives us little indication of the

nature and depth of interaction between doctors, patients and their surrogates.

Another shortcoming of these studies is that the extent of illness or
disabilities of the samples were unknown or different, with some living with
chronic or progressive disease. Patients with different illness conditions may hold
different views on the appropriateness of resuscitation. Further, some studies of
advance care planning used hypothetical scenarios, asking patients to imagine that
they had a medical situation such as a stroke, cancer or physical or mental
dysfunction and then predict whether they would under those circumstances wish
to be resuscitated. Participants’ views in hypothetical situations and when faced
with making decisions for themselves may be different.

In addition, research on non-hospitalised older people living in the

community tends to be mainly US, Canadian and Israeli, with fewer studies in the

UK (e.g. Seymour et al., 2004; Phillip & Woodward, 1999). National and hospital

policies towards resuscitation are different in different countries and hence to
apply the findings of research conducted in other countries may be inappropnate.

The different historical, cultural, and legal factors operating in the UK make it
difficult to generalize the results to the UK (see Seymour, 2000). In general the
limited work in the UK has concentrated on medical and ethical studies, while
social science research in the area has been limited. Therefore investigating the
views of resuscitation and advance care planning in a sample of older people

living in the community was considered appropriate.
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3.11 Summary

The previous sections of this chapter reviewed the literature on older

people’s views on resuscitation and advance care planning and identified the main

shortcomings in the literature. The conclusions of the literature review suggested

that most of the research conducted on this issue has focused on hospitalised
patients. Despite older people in hospitals wishing to participate in resuscitation

decision making, they are rarely included. The results suggest that this could be
due to 1ssues of competency and problems with its assessment, medical
professionals discomfort in discussing these issues and the resuscitation decision
made in intensive care where patient participation in decision making is
compromised. The timing of the resuscitation decision is therefore crucial when
making decisions regarding CPR. Ideally, decisions should be made prior to
incapacitation, serious illness or advanced age. The review of the literature
suggested that there are wide variations in preferences towards resuscitation and
large degree of variability in older patients’ views on who should be responsible
for the final decision regarding resuscitation. Furthermore, the literature gives
much importance to signing of living wills as a mode of advance care planning,
while the literature on older people discussing CPR options with doctors and
family members has been given less emphasis.

In the next section, we will identify a theory that can be used to explain

older people’s views on resuscitation and advance care planning.

3.12 Theoretical Models in Health Psychology Research

According to Ogden (2004, p.425) a good theory should ‘consists of
constructs that are sufficiently specific so as to generate hypotheses. Such
hypotheses should be testable and a good theory should be able to be rejected’.
Health psychology has relied extensively on social psychology for theoretical
approaches (Rutter & Quine, 2002). In this section, social cognitive models of
health behaviours are reviewed. The purpose of this section is to identify which
psychological theory will be most useful for research on older people’s decision

making about resuscitation. More specifically, the health behaviours under

d
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consideration are those that are involved in advance care planning, which include

holding discussions with doctors and/or family members about preferences for life
prolongation, and/or the drawing up a living will or advance directive. Also, the
decision to perform these behaviours is guided by whether or not older people
want resuscitation for themselves. A theory is needed to help conceptualize the
variables involved in the prediction of these behaviours. Understanding the
determinants of intentions as well as actually engaging in the behaviours would be
helpful for designing a framework for future intervention, so the theory should

address both intentions and behaviours.

There are various characteristics of the behaviours in question which must
be considered when deciding which theory to use. Firstly, advance care planning,
discussing resuscitation with doctors, family members and signing a living will
are complex behaviours which most individuals do not routinely consider.
Performing these actions may not be a one-time decision, but rather may involve
ongoing discussions with significant others, or the review of a living will when
personal circumstances change.

Secondly, these behaviours are unfamiliar to people, and require them to
think about frightening ideas, such as death and suffering, which they may prefer
to deny. Further, making resuscitation decisions for oneself is difficult because an
individual needs to weigh the cost and benefits for this procedure for themselves.

They may not have adequate information about resuscitation and its efficacy and
hence may need to consult medical professionals. In addition, their families will

also be affected by their decision and may need to be informed about their wishes,
so they can act in their best interest. The views about resuscitation of both doctors
and family members will often be taken into account when making the decision.
Therefore, both doctors’ and family members’ input and co-operation have an
impact on a person’s decision. In addition, a decision to prolong life or refuse
treatment may be influenced by an individual’s perception of death in society,
particularly societal attitudes towards discussing these issues and the media

portrayal of resuscitation. Therefore, social factors should be included as a
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possible determinant in a theory to predict behaviours involved in advance care
planning.

Lastly, control or efficacy to perform the behaviour is of particular
relevance to the study of advance care planning. Firstly, older people are not
experts in the field of resuscitation; therefore they may feel a lack of control

because of lack of knowledge. Secondly, older people may anticipate that they

would not be compos mentis at the time of resuscitation and at the time the
decision is made. The anticipated lack of control may motivate them to take

control at the time when they are still able to make these decisions and conduct
advance care planning,.
Therefore, the theoretical approach to study advance care planning should

have the following features. It should be primarily a model of rational decision
making because the act of making a living will, or discussing these issues with a
family member or doctor is a conscious and deliberate one. However, there 1s an
emotional component, and this should be included in some way. For example,
attitudes are derived from beliefs about the costs and benefits of outcomes and
incorporate an evaluative (emotional) component. The model should include a
component of perceived control over the behaviour. The broader social context
for the decision should also be accommodated by the theory. The theory should be
appropriate for complex behaviours that involve different components, and for

which intentions may be an important intermediate step on the way to
performance.

Based on the characteristics of the advance care planning, it was
considered that social cognitive models would be most applicable in
understanding and predicting the behaviours involved. Social cognition 1s
concerned with how individuals make sense of social situations (Conner &
Norman, 1996). Social cognition models seek to describe important cognitions or
thought processes and the role they play in the regulation of behaviour. These
models emphasis the rationality of human behaviour, where the predicted
behaviour is the end product of a rational decision making process based on

deliberative, systematic processing of the available information. These models
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assume that behaviour and decisions are based upon elaborate, but subjective
cost-benefit analysis of the likely outcomes of different courses of action. Some
of these models are based on the premise of subjective expected utility theory
(SEU, Edwards, 1954), where it is assumed that individuals generally aim to
maximise utility and so prefer behaviours which are associated with the highest
expected utility.,

A considerable proportion of health behaviour research within health
psychology has been influenced to a great extent by the social cognition approach
(Clark, 1994, Fiske & Taylor, 1991; Martin & Clark, 1990). Social cognition

considers cognitions to be important factors determining behaviour. In particular,
beliefs about the attributes of the behaviour as well as about the expected

outcomes of the behaviour are considered to be important in understanding why a
person will perform the behaviour in question. Social cognitions are considered
important in understanding health behaviours as they are relatively stable
characteristics that are used to form behaviour. Moreover, as they differ between
people of different backgrounds, it is thought that they mediate the impact of
intrinsic factors (e.g. sociodemographic variables, social support, personality,
cognitions and personality), as well as of extrinsic factors (e.g. taxation, law,
media and illegalization, external to the individual). Finally, members of the same
social group usually share the same social cognitions, indicating that social

cognitions are socially acquired and are open to change.
According to Clark (1994), social cognition and health psychology share

three common characteristics. Firstly, both fields focus on the internal
psychological processes of the individual, perceived as constructing their own
perceptions of his/her social environment in order to operate and act within it.
Perceptual, interpretational, inferential, memorial, judgmental and decision
making processes play important roles within the theoretical frameworks of both
fields of work. Secondly, both areas favour the development of theories that detail
these processes. Finally, health psychology and social cognition share a common
pursuit in understanding and explaining the relationships among affect, cognition

and behaviour. Therefore it was considered appropriate to use a social cognitive
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model in explaining older people’s views on resuscitation and advance care
planning.

Conner & Norman suggest there are two broad types of social cognition
models. The first, which they label as attribution models, are concerned with

individuals’ causal explanations of health-related events. As they note, the focus
of much research within this tradition is upon how people respond to serious

illness, rather that focusing on the determinants of the decision to perform a
behaviour. These will not be considered. In contrast, the second type of social
cognitive model specifically seeks to predict future health behaviour on the basis
of appraisal and processing of available information. The most widely cited social
cognitive models that address cognitions involved in making a decision are:
Health Belief Model, Protection Motivation theory, Theory of Reasoned Action/
Theory of Planned Behaviour, Social Cognitive Theory, Stage models of health
behaviour change (Transtheoretical model of change and Precaution adoption
process model).

Therefore, in this section, the Health Belief Model, Protection Motivation
Theory, Social Cognitive Theory and the Stages models are briefly described and
rejected as candidates on the basis that they may not be applicable to the

behaviours under consideration. The Theory of Planned Behaviour is presented in

greater detail and its appropriateness for this research is discussed.

3.13 Health Belief Model
Rosenstock (1966) proposed the health belief model (HBM), which is one

of the oldest and most widely used theories to explain people’s health-related
behaviour. The HBM posits that the likelihood that individuals will perform
behaviour is a function of an individual’s perception of: susceptibility of illness,

the severity of illness, the costs and benefits involved in carrying out the
behaviours. Janz & Becker (1984) added cues to action, which may be internal or
external. Criticisms of Rosenstock’s (1966) original model led to revisions, which
included the constructs of health motivation (to reflect an individual’s readiness to

be concerned about heath matters) and perceived control.
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Research into health behaviours using this model have been extensive (see

Conner & Norman, 1996). Overall the health belief model is a good predictor of
whether people engage in health-related behaviours (Rosenstock, 1990). The

HBM has provided a useful framework for research in the area of health

behaviour prediction, with moderate success in predicting a wide range of health
behaviours (Harmson, Mullen, & Green, 1992; Janz & Becker, 1984; Sheeran &

Abraham, 1995). The common sense operationalisation of the model’s cognitive
variables also account for the popularity of the model. To date, there has been no

research conducted using this model to predict advance care planning, or to
predict communication behaviours.
Although the results using the HBM have been favourable, researchers

have raised some interesting questions about its usefulness. It has been argued
that the HBM is more a collection of variables than a formal theory or model
(Oliver & Berger, 1979). Further, research suggests that not all components of the
model have proven to be useful in predicting variance in behaviour (see
Edelmann, 2000). The HBM has some conceptual difficulties. Rosenstock did not
specify how different beliefs influence one another, or how the explanatory

variables combine with one another. As a result, different studies have used
different combinations of variables and researchers have treated variables
differently in the analysis. Some, for example, have combined variables, by
adding vulnerability and susceptibility, or by multiplying them or subtracting
barriers from benefits (see Rutter & Quine, 2002).

The model does not include other social cognitive variables that have been
found to be highly predictive of behaviour (e.g. intentions, social pressure,
perceptions of control). Furthermore, the model fails to provide the theoretical
framework for more powerful data analysis to suggest clear targets for
behavioural interventions, due to the lack of consensus about the causal ordering
of the variables within the model. Finally, the HBM has been criticized for being
a static model. The model fails to distinguish between a motivational stage, where

cognitive elaboration will lead to a decision on the goal to be pursued, and a
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volitional stage of action planning, performance and maintenance (Schwarzer,
1992).

In addition to the conceptual and methodological problems, there were
various reasons why it was not chosen to study advance care planning. Firstly,

according to Ogden (2004) the HBM focuses on conscious processing of
information and does not take into account social and economic factors. As

suggested previously, predicting advance care planning involves taking into
account the perceptions of significant others and also the broader social context.
These important issues are not included in the HBM. Secondly, the model fails to
take into account emotional factors such as fear and denial. Making decisions on
whether to prolong life involves thinking about life and death, which are issues
that people are fearful of and often deny. Also, the model does not take into
account the component of self-efficacy, or a person’s confidence that they can
effectively engage in the behaviour (Schwarzer, 1992). More recent theories such
as Theory of Planned Behaviour and the Social Cognitive Theory have included
this component. Lastly, it was envisaged that defining the predictors of advance
care planning using variables from the HBM would be difficult for older people
living in the community, particularly as they were not necessarily ill or facing a
resuscitation order. Therefore for them to conceptualise problems of susceptibility
and severity would be difficult, particularly as issues of death are denied and
feared. Therefore for a complex emotionally laden behaviour, which takes into

account various social factors, HBM was not considered as useful.

3.14 Protection Motivation Theory

This theory was developed to provide a conceptual framework In
understanding fear appeals (Rogers, 1975). The most typically applied version of
the theory proposes threat appraisal and coping appraisal as the two appraisal
processes determining the (adaptive and maladaptive) coping with a health threat
(Maddux & Rogers, 1983; Rogers, 1975). Threat appraisal is determined by
perceptions of susceptibility to illness and severity of the health threat, whereas

coping appraisal involves the assessment of the action alternatives that might
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reduce the threat. Coping appraisal is determined by the expectancy of

diminishing the threat by carrying out the particular action (action-outcome
expectancy), and by the belief in one’s capacity to successfully execute the

recommended action (self-efficacy).

Protection Motivation Theory (PMT, Rogers, 1975) incorporates the
health belief model but also makes use of Bandura’s concept of self-etficacy.
Decisions to engage (or not engage) in health-related behaviour are mediated by

the amount of protection motivation aroused, which has the ability to sustain and

direct activity. PMT claims that health related behaviour is a product of
behavioural intention which is related to the following components: severity;
susceptibility; response effectiveness and self-efficiency. Rogers (1985) suggested

a role for a fifth component: fear (e.g. an emotional response). PMT describes
severity, susceptibility and fear as threat appraisals (i.e. appraisal of outside
threat). Self-efficacy and response effectiveness are described as coping
appraisals (i.e. appraising the individual themselves). According to PMT, two
types of information influence the components — environment information and
interpersonal experience. Rogers (1975) argues that individuals are influenced by
information, which leads to an ‘adaptive’ coping response (e.g. forming a
behavioural intention) or a ‘maladaptive’ coping response (e.g. avoidance or

denial).

The PMT has been successfully applied to research in the prediction of
various health behaviours (see Conner & Norman, 1996). A number of revisions
have been suggested in the literature, the core one being the one proposed by
Maddux and Rogers (1983). This theory has been described as a hybrid theory, as
it consists of an amalgam of concepts in the health belief and the self-etficacy
models (see Conner & Norman, 1995, p.11). More particularly, susceptibility,
severity and action-outcome efficacy are components of the HBM, whereas self-
efficacy is a component of the self-efficacy theory (Bandura, 1977).

Research has shown that the threat appraisal components are weaker
determinants of intentions and behaviour, in comparison to the action-outcome

efficacy and self-efficacy. It has been proposed that this may be due to the fact
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that 1t 1s a more distal predictor that plays a role in a more initial stage of the

decision making process through its effect upon action-outcome expectancies

(Weinstein, 1988). More recent versions of the model have included internal and

external rewards from the current behaviour and perceived costs of the revised

behaviour (Rippetoe & Rogers, 1987). Despite the inclusion of many of the
important cognitive determinants of health behaviour performance, variations in
the theory’s conceptualisation and operationalisation have detracted from its

explanatory power. Even though PMT takes into account self efficacy, the eftect

of environmental information, such as media coverage and components of fear, 1t

fails to address broader social factors such as the thoughts that one may have
about significant others’ (family and doctors) views on the behaviour. Thus the
main reason for rejecting the theory was the fact that it neglected the social

context of these cognitions.

3.15 Social Cognitive Theory

Social cognitive theory posits that people acquire attitudes through various
sources of their immediate social networks as well as by observing people
presented in the media (Bandura, 1977, 1986). ‘Direct modeling’ occurs when
people observe others in their social networks engaging in particular behaviours,
whereas “Symbolic modeling” occurs when people portrayed in the media are
observed. However, whether these attitudes lead to behaviour change is a function
of people’s beliefs about their own ability to engage (or not engage) in a particular
behaviour (self-efficacy) and the beliefs about the consequences of engaging (or
not engaging in the behaviour) (outcome expectancies).

Social cognitive theory includes an individual’s self-efficacy, namely, the
extent to which one believes he or she can engage in a particular behaviour. This
is similar to the Theory of Planned Behaviour’s concept of perceived behavioural
control. Self-efficacy can influence behaviour in two specific ways (O’ Leary,
1992). First, people who have a strong sense of self-efficacy for a given behaviour
are likely to exert considerable effort to perform the behaviour. Second, research

shows that people with low self-efficacy have a greater physiological response to
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stressful situations (such as making difficult changes in their behaviour),
including higher heart rates and blood pressure, than people with low self-
efficacy. This greater anxiety response may lead people with low self-efficacy to
be less likely to even attempt to engage in the behaviour (see Sanderson, 2004).
Finally, people with higher self efficacy show a higher correlation between

knowledge and behaviour (Rimal, 2000). The social cognitive model also takes

into account the component of outcome expectancies; an individual’s beliefs
about whether engaging in a particular behaviour will have a desired outcome.

Although the model has some desirable features for the present research it

also has some limitations. It does not include emotional components either
directly or indirectly such as by including attitudes. Despite the emphasis on self-
efficacy, other cognitive determinants of health behaviour are not included, such
as intentions, or normative beliefs. Therefore, it was not viewed as the best

theoretical approach.

3.16 Stage model of health behaviour change

Some critics of the models reviewed above suggest that the models are too
simplistic in their characterization of health behaviours. Health behaviour change
is a complex process, occurring gradually in stages. Consequently, alternative
models have been proposed that focus on the steps involved in making a

behaviour change. These models specify a set of ordered categories or stages that
people go through as they attempt to change their behaviour. The Transtheoretical

model of behaviour change and the Precaution Adoption Process Model are two
examples of such stage models. These will be briefly described, and their

limitations for the present research discussed.

3.16.1 Transtheoretical models of behaviour change
Prochaska & DiClemente (1982) developed the transtheoretical model of

behaviour change (or the stages of change model) from a synthesis of 18 therapies
that describe the processes involved in eliciting and maintaining change. They

suggested a model of behaviour change related to the individual’s state of
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readiness to change based on the following stages: precontemplation, (1.e. not
intending to make any changes), contemplation, (i.e. considering changes in
behaviour), preparation, (i.e. getting ready to make changes), action, (i.e. actively
engaging in behaviour change), maintenance, (i.e. sustaining the change for
longer than 6 months). These stages were not considered to occur in a linear
fashion, but rather the model described behaviour changes as a dynamic process,
with the individual moving back and forth between stages possibly several times
before the action and maintenance stages are achieved. Thus, importantly, the

models incorporate the notion of lapse and relapse as part of the process of
change. The model also examines how the individual weighs up the costs and
benefits of a particular behaviour and suggests that individuals at different stages
of readiness will differentially focus of either the cost of the behaviour or the

benefits of the behaviour.

3.16.2 Precaution Adoption Process Model
The precaution adoption process model is similar to the transtheoretical

model as it also proposed that when individuals consider engaging in a new health
related behaviour they do so through a series of stages. The model includes seven
stages. In stage 1, people are not even aware of the disease or problem. In stage 2,
people are generally aware of the health risk and believe that others might be at

risk, but they do not believe that they are at risk. In other words, they may have an
optimistic bias about their own levels of risk. In stage 3, the decision making

stage, people have acquired a belief in their own personal risk, but they still have
not decided to take action to protect themselves from the risk. Individuals can
move directly to stage 5, where they decide to take action, or move to stage 4,
where they decide that action is unnecessary. In stage 6, individuals start making
changes to their behaviour and finally in stage 7 people maintain the behaviour
change over some period of time.

The transtheoretical model and the precaution adoption process model
have certain limitations which made it an unsuitable candidate to be used in this

study. The transtheoretical model is relatively new and had been widely studied
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with respect to issues of smoking and substance abuse (e.g. DiClemente & Huges,
1990). However, the cognitive processes involved in leading people to stop
certain behaviours are different from getting people to start behaviours (e.g.
Rosen, 2000). Similarly, the precaution adoption process model has been used for
smoking cessation and other behaviours where individuals are aware of a threat or
risk. Therefore, its applicability to studying the initiation of a new behaviour,
which they may not be familiar with, rather than stopping behaviour was not

considered favourable. In addition, the interest was on healthy older people living

in the community, who did not have adequate knowledge or may see a risk of not
engaging in the behaviour. Further, these models have been primarily used as a
basis of designing intervention. This study was concerned with understanding

why people undertake or do not undertake behavioural change. Despite
highlighting the stages that an individuals may go through which engaging In
behaviour change, these models do not give an indication of the variables that are
important when making these changes to the different stages. Therefore, stage
models were rejected as candidates for studying resuscitation decision making and

advance care planning,

3.17 Theory of Planned Behaviour
The Theory of Planned Behaviour (TPB) was proposed by Ajzen (198,
1988 & 1991) as an extension to the Theory of Reasoned Action (TRA). The

theory of planned behaviour added the component of perceived behavioural

control (PBC) to the theory of reasoned action. Consistent with Bandura’s (1977)
work on self- efficacy expectations, the theory incorporates the construct of
perceived behavioural control that deals with people’s perceptions of control over
the behaviour., That is, their beliefs that they can perform the behaviour if they so
desire, that they do have the required skills and other resources. Consideration of
perception of control is important because it extends the applicability of the
theory beyond easily performed, volitional behaviours to those complex goals and
outcomes which are dependent upon performance of a complex series of other

behaviours.
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The TPB was designed to provide an explanation of informational and
motivational influences on behaviour. Therefore it is a deliberative processing
model, implying that individuals make behavioural decisions based on careful

consideration of available information.

According to the theory, human behaviour is guided by three

considerations:
» beliefs about the likely outcome of the behaviour and the evaluation of
these outcomes (behavioural beliefs);
» beliefs about the normative expectations of others and motivation to

comply with these expectations (normative beliefs);

» and beliefs about the presence of factors that that may facilitate or impede

performance of the behaviour and the perceived power of these factors

(control beliefs).

In their respective aggregates, behavioural beliefs produce a favourable or
unfavourable attitude towards the behaviour, normative belief result in perceived
social pressure or subjective norms; and control beliefs give rise to perceived
behavioural control. In combination, the attitudes towards behaviour, the
subjective norms and the perceived behavioural control lead to the formation of a

behavioural infention. As a general rule, the more favourable the attitude and

subjective norm, and greater the perceived control, the stronger the person’s
intention to perform the behaviour in question will be. Finally, given a sufficient
degree of actual control over the behaviour, people are expected to carry out their
intentions when the opportunity arises. Intentions are thus assumed to be the
immediate antecedent of behaviour. However, as some behaviours pose
difficulties of execution that may limit volitional control, perceived behavioural
control is considered in addition to intention. Perceived behavioural control can
serve as a proxy for actual behaviour and contribute to the prediction of the

behaviour in question. A diagrammatic representation is included in Fig. 3.1:
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Figure 3.1: Diagrammatic representation of the Theory of Planned
Behaviour (TPB).

The TPB has had an enormous influence on the literature concerned with

the prediction of intentions and behaviour and health behaviours (see Conner &
Norman, 1996, for a review). It has been used for a wide variety of behaviours

including various novel behaviours (such as testicular and breast self-
examinations). In the last decade the TPB has been one of the most widely applied
social cognition models, due to the interest by the research community in
identifying social cognition variables determining health behaviours that may be
susceptible to change (Rutter & Quine, 2002). Meta-analytic reviews of the TPB
provide strong support for the predictive validity of the TPB in terms of the

percentage of variance explained in behaviour and intentions by the components
of the TPB.
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Two recent meta analytic reviews indicate that the TPB is a powerful
predictor of intentions and behaviours, although more powerful for predicting
intentions. The first of these meta analyses (Godin & Kok, 1996) reported that
that the TPB can account for 41 % of the variance in intentions (R=.64, 76

correlations) and 34 % of the variance on behaviours (R=.58, 35 correlations) for

a range of health behaviours. The more recent review (Armitage & Conner, 2001)

concluded that the TPB variable accounted for between 27 % and 39 % of the

variance in behaviour and intention respectively. Both these reviews suggest that
TPB is as a powerful model in predicting intention and behaviour.

The TPB was considered a good theory to study research on older people’s
decision making about resuscitation and advance care planning. TPB has
variables that could be used to conceptualise the problem and the prediction of
these behaviours. The model takes into account the rational and deliberate act of
decision making, where the individual makes decisions on whether to engage in
advance care planning based on an assessment of various factors. These factors
include an emotional or evaluative component where the individual takes into
account their attitudes towards resuscitation decision making, and their attitudes
towards death and dying. Research using the TPB found that attitudes influence
an intention to perform (or not perform) a behaviour which in turn predicts
behaviour,

Furthermore, the theory accommodates the broader social context for the
decision, with its inclusion of subjective norms. This takes into account the
influence of the family, doctors and the media when making decisions on lite
prolongation. Research using the TPB has found that in the absence of intentions,
subjective norm is the strongest predictor of behaviour (Rutter, 2000). In the study
of particular behaviours, the perceived pressure from others outweighs one’s own
attitude to the behaviour and in this study where the approval from others may be
important, it was considered essential to include a model which included the
normative influence of behaviour.

More importantly, the role of perceived behavioural control over

intentions and behaviour are taken into account in this model. The relationship
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suggests that individuals are more likely to engage in desirable behaviours that

they have control over, It also suggests that individuals are prevented from
carrying out behaviours over which they have no control. Perceived behavioural

control (PBC) serves to greatly increase the model’s predictive value (Armitage &

Conner, 2001). PBC not only influences intentions but also has a direct influence
on behaviour. This is of particular relevance to the topic under investigation as 1t

was envisaged that control or efficacy to perform the behaviour would strongly

influence the behaviour choice. A wish to have control over the dying process by

investing in advance care planning may strongly influence intention to perform
the behaviour as well as performing the behaviour. Lack of control due to not
having enough medical knowledge about the efficacy of CPR may leave older
people with no intention to perform the behaviour.

The model takes into account people’s intention to perform or not perform
behaviour. Studies have shown that there is a strong link between intention and
behaviour, with intention being the strongest predictor of behaviour, accounting
for 20-30 % of the variance in social and health behaviours (Rutter, 2000; Sheeran
& Orbell, 1999).

Lastly, recent literature has shown that there have been some interesting
theoretical developments, including ambivalence of attitudes (Conner & Sparks,
2002), inclusion of other variables such as past behaviour (e.g. Norman, Conner,
& Bell, 2000; Sutton, Bickler, Aancho-Aldidge & Saidi, 1994) and perceived
behavioural need (e.g. Povey, Conner, Sparks, James & Shepard, 2000) and the

conceptual distinction between ‘goal intentions’ and ‘implementation intentions’
(Gollwitzer & Brandstatter, 1997). These new developments and the growing
empirical evidence to support their addition to the TPB offer some understanding
of the processes by which they may be related to the TPB variables of intentions
and behaviour.

Therefore the TPB within the paradigm of social cognitive models was
chosen as an adequate framework to guide research, from design and

measurement to analysis and understanding the results. However this choice was
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made with some misgivings. In the following section, criticisms of using the

social cognitive approach will be briefly described.

3.18 Criticism of social cognition models
Social cognitive models (SCMs) have been criticized for not providing an

adequate description of the way in which people make decisions (see Conner &
Norman, 1995; Feather, 1982; Edwards, 1992; Jonas 1993). SCMs provide a clear

theoretical framework for understanding health behaviours. There is, however a

danger of neglecting the influence of variables that are external to these models
(Conner & Norman, 1995, p.15). The TPB in particular assumes that the theory’s
variables mediate the influence of variables not included in it. However, there is
evidence against this tenet (e.g. see Rhodes & Courneya, 2003 on the direct effect

of the activity facet of extroversion on exercise behaviour). There are various,
behaviour-specific variables (cognitive and non-cognitive) that may play an
important role in the prediction of each behaviour. Therefore, the application of
the SCM should take other variables into consideration to improve the model and
add to its predictive power. Fishbein (1993) suggested that even the most well-
established SCM is open to revisions that are theoretically and empircally
justified.

SCMs have added to our understanding of the motivational processes
underlying human behaviour. However, most of them do not address the impact
of volitional processes that will translate intentions to behavioural enactment

(Conner & Norman, 1995). Further developments are necessary to increase the
limited research addressing the gap between intentions and behaviour (Bagozzi,
1993; Gollwitzer, 1997; Norman & Conner, 1996; Schwarzer & Fuchs, 1995).
Marks and colleagues (2000) have criticised the SCM’s for a variety of
reasons. Firstly, SCM’s are only concerned with cognitively mediated behaviours.
Secondly, they do not take into account direct effect of impulse and/or emotion.
For example, situational pressure such as physical and emotional ‘urges’ or power
relations can have a strong and direct effect on health relevant behaviours such as

contraceptive use and safer sex practices (Ingham, Woodcock & Stenner, 1992).
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Thirdly, they assume that the same variables inform different behaviours.

However, the predictive power of any one SCM varies depending on the context
of its applications, where different variables appear to have different predictive

power for different behaviours. Fourthly, SCM’s assume that the same variables

are relevant for diverse groups of people. Literature suggests that the

psychological antecedents of behaviour differ for different people. Fifthly, they

focus exclusively on the mental representations of the social world and do not
account for th