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ABSTRACT

Seventy four adults with learning disabilities were interviewed using Piagetian tasks,
the British Picture Vocabulary Scale (BPVS) and an adapted version of Smilansky’s
(1987) concept of death questionnaire. Demographic information and details of any

death-related experience were gained from carers or relatives.

Analyses indicated that cognitive ability (as measured by the BPVS), awareness of
personal mortality and certain death-related experiences (i.e. seeing a dead animal
and having attended a funeral) all influenced participants’ understanding of the
concept of death. There was no evidence of a significant link between age, sex,

Piagetian level or other death-related experiences and comprehension of death.

The sequence of acquisition of the sub-components of the death concept was
investigated. Variation was found according to object of reference (human or
animal). However in both human and animal death, the sub-components of causality
and finality were significantly more difficult to understand than irreversibility, old
age and inevitability. This finding supports the observational-hypothetical principle
suggested in the child literature (i.e. mastery of death’s sub-components form a
continuum with those which are observable being more readily understood than those
which are more abstract or hypothetical). This principle was also present within the
sub-component of finality. Comparison with developmental sequences previously
reported in the child literature indicates that adults with learning disabilities develop
an understanding of the concept of death in a similar manner to children without
learning disabilities. The clinical and research implications of these findings are

discussed.
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Chapter One: Introduction

CHAPTER ONE: INTRODUCTION

This study aims to investigate how adults with learning disabilities understand the
concept of death. The area of death and bereavement within the field of learning

disabilities is a much neglected one. As McEvoy (1989, p115) states:

“ a possible reason for the dearth of interest in such a topic, may be the fact

that, both death and mental handicap are conceived of as taboo subjects”.

In recent years there has been increasing interest in the area of bereavement,
indicating that people with learning disabilities experience grief and loss in a similar
way to non-learning disabled adults. Research into the concept of death within this

population however has been scarce.

In order to understand how the concept of death may develop in adults with learning
disabilities, it is important to think about how this concept may develop normally in
non-learning disabled children. This study makes no assumptions that adults with
learning disabilities are a homogenous group or are identical to children: after all
how could the experiences and perceptions of middle aged adults be identical to
those of young children. However, the Mental Health Act (HMSO, 1983) defines

learning disability (termed “mental impairment”) as

“a state of arrested or incomplete development of mind which includes

significant impairment of intelligence and social functioning” (p2).
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Therefore, the possibility that any findings from the child literature might enhance
our understanding of how adults with learning disabilities understand the concept of

death is worthy of investigation.

This chapter is therefore divided into five main sections. Firstly, the main findings
from the child literature will be summarised in Section 1.1. Research into how the
adult and learning disabled populations understand the concept of death will then be
presented in Sections 1.2 and 1.3. Finally the rationale for the present study and the

research questions will be described in Sections 1.4 and 1.5.

1.1 CONCEPT OF DEATH IN CHILDHOOD
1.1.1 Early Research

Despite the fact that early research in this area was fraught with methodological
problems which greatly limited its generalisability, it has provided the foundation of
more recent, and arguably more useful, research into the understanding of the
concept of death in children. The first research in this field consisted of qualitative
studies of children’s responses to general questions about death and dying, such as

asking children to report everything they knew about death.

Nagy (1948), probably the most widely cited researcher in this area, interviewed 378
children (three - ten years old) in Budapest at the end of World War 2. Their
understanding of death was assessed by means of drawing, essay writing and
discussion. Nagy subsequently described three stages in children’s learning about

death. Firstly, children between three and five years attributed life and consciousness
2
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to the dead; tending to view death as meaning the same as living on under changed
circumstances. Death was seen as a departure or like being asleep and is also
believed to be temporary or gradual (i.e. life and death can be simultaneous and are
interchangeable). This stage therefore is marked by the child’s inability to accept
death as a regular and final process. Nagy described how in early infancy (under

five), a child’s desires guide it even at the price of modifying reality:

“Opposition to death is so strong that the child denies death, as emotionally

it cannot accept it” (p13).

The second stage (between five and nine years) involves the child personifying
death. Either death is imagined as a separate person, such as a death-man or skeleton,
or death is identified with the dead. Therefore, death is perceived as being outside the
child and is not universal. Nagy reported how these children believed that they could
outrun or outsmart death and therefore be exempt. She reported a strong desire to
keep death at a distance during this second stage. More recent research has failed to
replicate Nagy’s finding that children of this age personify death. This discrepancy
may be explained by either the widespread use of folklore in Hungarian culture
during the 1940s or the reality of ‘death-men’ who were responsible for the death of

many during the second world war.

The final stage (from age nine onwards) involves the realisation that death is the

cessation of corporal life. According to Nagy, these children were also able to
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recognise that death is a process operating within us and therefore recognise that it is

universal and final.

Another key researcher, Anthony (1940) assessed children in England in the late
1930s. She found that at age three children are ignorant of the word ‘dead’ but the
child is aware of the word ‘death’ and knows its meaning by the age of five or six.
Like Nagy, she found that prior to the age of five, death as a process is egocentrically
denied as being a different kind of life and only temporary. Life is equated with
death. By five, death is distanced and not deemed universal but is perceived to exist
in a personal, artificial form. By approximately seven, children understand death by
focusing on associated phenomena (e.g. the ability to move). By nine or ten, a

biological and logical explanation can be provided for the word ‘dead’.

While these early studies provide a useful framework for viewing children’s
developing conception of death, they do not elucidate the mediating variables in
concept acquisition. One apparent factor affecting the development of a conception
of death is the child’s level of cognitive ability and several researchers have
attempted to explain death concept development in terms of Piaget’s theory of

cognitive development (Kane, 1979; Koocher, 1973).

1.1.2 Piagetian theory and concept of death

Koocher (1973) applied Piaget’s theoretical framework for conceptualising cognitive
development in analysing attitudes to death. He believed that Piaget’s (1960) three
levels of cognitive functioning (pre-operational, concrete-operational and formal-

operational) provided a good basis for supporting Nagy’s three identified stages in
4
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the understanding of death. He divided 75 children (aged six - fifteen) into their
Piagetian level of development according to their ability on three tests of
conservation and a hypothesis testing task. Each child was asked four questions
about death and their responses were rated as either egocentric, concrete or abstract
by a pair of raters. His results showed that only pre-operational children believed that
dead things can be brought back to life and also gave significantly less abstract
responses than those functioning at a concrete- or formal-operational level. He
concluded that children’s understanding of the causes of death are clearly related to
their level of cognitive development. Whilst children at the higher levels of cognitive
functioning produced higher order answers, pre-operational subjects tended to give
more concrete or egocentric responses to the questions. Koocher believed these
responses highlighted the importance of the reciprocity skills that come with the
onset of concrete-operations. Until reciprocity is learned, the child cannot use the
observed experiences of others in thinking about death. Therefore he argued that at
the pre-operational stage, the child is unable to share the experiences of others to a
significant degree and is not fully able to distinguish between animate and inanimate
objects. Since he has had no personal experience of death (i.e. he himself has never

died), the child at this level might not be expected to regard death as permanent.

Tallmer, Formanek and Tallmer (1974) supported Koocher’s findings about the
applicability of Piagetian theory and the development of the concept of death. They
also found no relationship between the child’s understanding and their experiences
with death but did report that lower class children were significantly more aware of
the concept of death than middle class children. This finding has not been replicated

in other studies.
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More evidence for Piagetian stages in development of death concept was provided by
White, Elsom and Prawat (1978) who divided children into conservers and non-
conservers depending upon their ability to pass two out of three Piagetian
conservation tasks. They found that universality (i.e. all living things die) was
understood significantly more by conservers than non-conservers, whilst
irreversibility (i.e. death is not reversible) and cessation (i.e. all bodily functions stop
at death) were equally understood by the two groups. These results were interpreted
in the light of Vygotsky’s (1962) distinction between “spontaneous “ and “scientific”
concepts: the former are based on everyday experience while the latter are acquired
through tuition. Their contention that universality is a spontaneous concept is
supported by Piaget’s research into moral judgement (1948). Piaget found a
relationship between concrete-operational thinking in children and the belief that
rules are absolute and universal, a belief that resembles the concept of universality in
death. White et al suggest that as the belief about the universal nature of rules

appears to develop naturally so might the belief in the universality of death.

Much research has studied the relationship between Piaget’s stages of cognitive
development and the comprehension of death (summarised in Ginsburg & Opper,
1988) and there has been some support for the hypothesis that a level of concrete
operational functioning is a necessary condition for a mature understanding of death.
Pre-operational thinking has been related to the view that death is reversible by
various means (e.g. magic or intervention of others). During the concrete operational
stage, death is understood as being irreversible, due to the cessation of bodily

functions and universal. Formal operational thinking has been related to the
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development of religious and philosophical thought concerning the nature of death

and life after death.

Certain cognitive abilities have been suggested which may facilitate the acquisition
of a concept of death. Koocher (1973) maintained that reciprocity skills (i.e.
recognition of correspondence between individual and other’s perceptions of the
same event) allow the child to draw on the experience of others in developing a
conception of death. White et al. (1978) conclude that children who use concrete
modes of thought have a higher frequency of believing in personal mortality than
pre-operational children. Based upon these findings it would appear that there is a
relationship between concrete-operational thought and awareness of personal

mortality.

Kastenbaum and Aisenberg (1972) provide the rationale for the relationship between
the death concept and maturation of cognition. Understanding the highly abstract and
complex concept of death requires an ability to distinguish between animate and
inanimate, to grasp the meaning of object constancy, to differentiate self from non-
self objects and to understand the concept of time and its one way flow from past to
present to future. Thus theoretically it is reasonable to assume that a child’s ability to

understand death will be related to their ability for abstract thought.

1.1.3 Sub-components of concept of death

The idea that the death concept can be more or less complete, i.e. that it has several
components has been discussed by many researchers. Most of the research to date

has sought to delineate both the ages and stages at which children acquire key

7
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components. The conceptual underpinning has most frequently been Piagetian. The
underlying assumption is that a complete or mature concept of death consists of

understanding fully each of the sub-components of the concept of death.

Barbara Kane’s very influential paper (1979) was the first attempt to refine the
criteria for a mature concept of death by identifying its sub-components. During
interviews with 122 children (aged between three and twelve) she identified these ten
sub-components of the concept of death: realisation (awareness that death can
happen to someone and can make the living die); separation (location of the dead);
immobility (dead are inactive); irrevocability (death is permanent and irreversible);
causality (what brought about the state of death); dysfunctionality (death stops bodily
functions); universality (everybody dies); insensitivity (cessation of mental and
sensory functions); appearance (whether dead person appears physically the same as

when alive); and personification (death as concrete person or thing).

She found that the development of a full understanding of these sub-components
varied as a function of age maturity. According to Kane, children acquired realisation
by age three; they understood separation and immobility by age five; irrevocability,
causality, dysfunctionality and universality were acquired by age six; insensitivity by
age eight; and appearance by age twelve. Other interesting findings were that a)
experiences with death accelerated death concept development in six year olds and
below and b) children realise that external, non-cognitive aspects of functioning
(such as moving and talking) cease at death before they understand that other

cognitive aspects of functioning (such as thinking and feeling) also cease at death.
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She concludes that children’s concepts of death developed in three stages clearly
related to the pre-operational, concrete-operations and formal-operations stages
suggested by Piaget. In stage one, children showed pre-operational thought; their
thinking was egocentric and magical and death was viewed in terms of structure and
the here and now. By stage two, (concrete operational stage) children were able to
view death as specific and concrete but were unable to interrelate the different sub-
components they had acquired. Stage three children were able to think about death in
the abstract and understood that death was a state of internally caused dysfunction.
This showed evidence of formal operational thinking according to Kane. This three
stage model also provided some support for Nagy’s assertions. Differences between
the two theories include the fact that Kane found no evidence of personification of
death within her sample and she reported a younger age of understanding

inevitability (age six) than Nagy (age nine).

More recent research has tended to focus on a sub-group of these ten sub-
components. In 1984, Speece and Brent reviewed all past research (35 studies) on the
three most widely investigated sub-components of the death concept: irreversibility,
non-functionality and universality. Participants were primarily white, urban, middle
class children of average or above average intelligence. Despite several -
methodological difficulties in comparing the data from differing studies, they
conclude that all three components have a mean and modal age of acquisition of
seven years, considerably earlier than previous research suggests. Their findings
suggest that all three components are acquired simultaneously and at around the
expected time of transition from pre-operational to concrete-operational thought

(Piaget, 1976).
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Twelve (of the total 35) studies examined suggested a relationship between cognitive
development and the understanding of death. All used a Piagetian framework.
Results were very varied with some studies indicating that pre-operational thought
alone may be sufficient for understanding irreversibility, non-functionality and
universality, while others suggest that concrete-operational thought by itself is not
sufficient for understanding these three components. These studies provided vastly
contradictory data and used very different methodologies making between-study
comparison particularly difficult. Unfortunately this means that no firm conclusions
can be drawn from these findings. Inconsistencies in the literature may be due to
using measurement instruments which vary greatly in validity and reliability.
Alternatively, they may reflect the influence of important social and cultural
experiences that differentially affect the children sampled to produce between-

sample differences in the concept of death. At present this remains unclear.

There is much disagreement between researchers about the exact ages of acquisition
of the different sub-components, with more recent research indicating earlier ages of
acquisition. For example, in Lansdown and Benjamin’s (1985) study, most three year
olds were able to use the word dead and apply it correctly (e.g. by distinguishing
between pictures of a dead and a live rabbit), approximately 60% of five year olds
had a complete or almost complete concept of death, whilst almost all eight or nine
year olds had fully developed notions (as defined by Kane, 1979). This suggests that
verbally competent four or five year olds may be able to discuss death and have a

good grasp of the meaning of the word death. However, it could be argued that the

10
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trend towards understanding at an earlier age is more a reflection of increased

sophistication in techniques of enquiry than of valid cognitive change.

Stambrook and Parker (1987) point out that there is considerable dispute about the
age of acquisition of the sub-component of irreversibility. Many researchers (Kane,
1979; Koocher, 1973) indicate that children of nine or older perceive death to be
final and irreversible, whilst certain others have found absence of this sub-
component in large proportions of their nine and ten year old subjects (for example,
White et al. [1978], found that one half of their sample failed to acknowledge that
death is final and absolute). Differences in research design, measurement tools and
between-subject differences might help to explain these discrepancies. Unfortunately

these contradictory findings limit the generalisability of these age-related findings.

1.1.4 Implications of an incomplete or immature concept of death

By defining a complete or mature concept of death, the literature indicates that
achieving this level of understanding of death is important and potentially useful for
individuals. This in turn suggests that absence of a full understanding of the sub-
components is potentially detrimental to a child’s ability to assimilate and
accommodate a personal bereavement. Research into children’s reactions and
adaptations to loss supports this. Table 1 gives details of the most commonly
accepted sub-components of the concept of death, their definition, how an
incomplete understanding might be manifested and what implications this might

have for a bereaved child. (Adapted from Schonfeld & Kappelman, 1990).

11
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Table 1: Commonly accepted sub-components of the concept of death, their
definition and examples and implications of their incomplete understanding.

Sub- Definition Example of incomplete | Implications of
component understanding incomplete
understanding
Irreversibility Deathis a The child expects the Failure to understand
permanent deceased to return, as if | irreversibility prevents
phenomenon from from a trip the child from detaching
which there is no personal ties to the
recovery or return deceased, a necessary
step in successful
mourning
Finality (non- | Death is a state in | The child worries about a May lead to
functionality) which all life buried relative being preoccupation with the
functions cease cold, hungry or in pain | physical suffering of the
completely deceased and impair
readjustment
Inevitability | Death is a natural The child views If death is not deemed
(universality) | phenomenon that | significant individuals inevitable, child is more
no living being (i.e. self, parents) as likely to view death as
can escape immortal punishment (either for
indefinitely actions or thoughts of the
deceased or child)
leading to excessive guilt
or shame
Causality The child The child who relies on Tends to lead to
develops a magical thinking may excessive guilt that is
realistic assume responsibility for | difficult for the child to

understanding of
the causes of
death

the death of a loved one
by assuming that bad
thoughts or unrelated

actions were causative

resolve

12
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According to Worden (1991) there are four “tasks of mourning”. In adulthood these
are: to accept the reality of the loss; to experience the pain of grief, to adjust to an
environment in which the deceased is missing; and to withdraw emotional energy
and reinvest it in another relationship. In childhood these are identical apart from
Task four which is to relocate the dead person within one's life and find ways to
memorialise the person (Worden, 1996). Inability to work through these tasks can
result in complicated grief (i.e. chronic, exaggerated, delayed or masked grief

reactions).

As Table 1 illustrates, an incomplete understanding of any of the sub-components of
the concept of death might result in difficulties completing these tasks of mourning.
For example, if an individual does not understand that death is irreversible, it will be
more difficult for them to accept the reality of their loss and they may expect the
dead person to return and visit them. The use of magical thinking may lead to the
individual believing that they caused the death and therefore result in unnecessary
guilt. In addition, the less developed coping skills in younger children or people with
learning disabilities may result in difficulties adjusting to an environment where the
deceased is missing. Certain funeral rituals (e.g. cremation) could be very distressing
for an individual who does not understand that bodily functions stop at death: they
may be concerned and distressed about the welfare of their loved one after death,

which could also impair the process of mourning.

Evidence for the influence of an incomplete understanding of death on the mourning

process is provided by Worden’s (1996) Child Bereavement study. He interviewed

13
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125 children who had recently lost a parent and found that understanding of death is

an important mediator that influences the course and outcome of adaptation to loss.

1.1.5 Acquisition of sub-components

More recent research has attempted to identify the order in which the sub-
components of death are acquired. Evidence for sequential development of the sub-
components is variable, depending upon the sub-components studied, their definition
and the tool of measurement used in differing studies (Hoffman & Strauss, 1985;
Speece & Brent, 1992). Two studies using Smilansky’s Death Concept Questionnaire
(1987), which is the measurement tool used in the present study, will be discussed in
some detail. Figure 1 provides a summary of the acquisition patterns found in these

two studies.

Orbach, Talmon, Kedem and Har-Even (1987) used Smilansky’s questionnaire to
investigate the sequential acquisition of five sub-components in human and animal
death from two independent studies (197 children in total). They found that the order
of acquisition of these sub-components seemed to form a continuum that starts with
observable phenomena and ends with the more hypothetical phenomena. This

continuum was present in both high and low cognitive ability groups.

In human death, Orbach et al.’s sequence of acquisition started with old age (the
easiest sub-component to comprehend), followed by irreversibility, inevitability,
finality and eventually causality (the most difficult sub-component). They explain

this continuum in the following way. Old age in humans is observable and definable

14
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Figure 1: Order of Acquisition of sub-components of concept of death as suggested

by 2 different studies.
Orbach et al. (1987) Lazar and Torney-Purta (1991)
Human death Animal death
Acquired first Irreversibility Inevitability
Old age Irreversibility \ /
Irreversibility Inevitability understanding of at least one
Inevitability Finality
Finality Old age
Causality Causality / \
v
Acquired last Finality Causality

15
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and children are likely to learn at an early age that old people are the ones who die.
Old age (the easiest sub-component) is therefore readily related to death in children.
Next children learn, mainly by experience, that death is irreversible (i.e. people or
animals who die never come back). Then gradually children learn that death is
inevitable and universal. This sub-component is more difficult to learn because it is
not immediately experienced or visible. Its acquisition therefore is probably based on

accumulated experiences and requires a good ability for inference.

Finality, the next acquired sub-component, is more difficult to understand.
Understanding of finality requires the comprehension that all life activities cease at
death. This idea in turn requires an understanding of the nature of death itself; i.e. the
cessation of all life activities, both observable and non-observable. Certain aspects of
finality (e.g. immobility) are observable and therefore are more easily grasped than
other aspects of finality (e.g. lack of awareness or feeling) which were unobservable
even when the human was alive. Orbach et al. argue that it is difficult to relate the
absence or cessation of these higher functions in the dead. This point is well

demonstrated by other researchers (such as Kane, 1979).

Causality of human death is the most difficult sub-component to comprehend
because it requires both knowledge of biology and an ability for abstract thinking,
which does not develop until later childhood or adolescence. Causality requires
inference about internal bodily functions and life processes, even when the causes of
death can be observed. White et al. (1978, referring to the work of Vygotsky [1962])

suggested that such components are more difficult to comprehend because they are

16
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“scientific” concepts and are acquired through intuition rather than “spontaneous”

concepts, which emerge through experience.

Animal death forms a similar continuum, with irreversibility being the most easily
comprehended sub-component, followed by inevitability, finality, old age and
causality in order of increasing difficulty. Old age is therefore considered to be more
difficult to comprehend in animals than in humans. This finding is explained in terms
of the observable-hypothetical principle. That is, old age in animals (unlike humans)
is almost unobservable. There are few signs that distinguish old and young animals.
Therefore distinguishing old animals demands an extensive body of knowledge and
information not readily available or observable by direct experience; therefore this is

a more difficult sub-component in animals than humans.

The fact that human and animal death concepts are organised differently, suggests
that the general meaning of death is learned and applied to each form of life

separately. Within each form of life, learning is gradual and accumulative.

Findings of other studies about understanding of human death are consistent with
Orbach et al.’s findings. For example, finality was also found to be less easily
comprehended than irreversibility and inevitability by Speece and Brent (1992).
Hoffman and Strauss (1985) report that within the sub-component of finality the
cessation of external bodily functions (such as moving, speaking and hearing) were
more readily understood than the cessation of internal bodily functions (thinking and

dreaming).
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The importance of studying the sub-components of the death concept both separately
and in relation to one another was emphasised by Lazar and Torney-Purta (1991).
They examined the development of four of Smilansky’s sub-components in an
extremely rare longitudinal study of 99 six- and seven-year olds. Children were
questioned at two time points (seven months apart) using Smilansky’s death concept
questionnaire. Most scores were found to have improved significantly between Time
1 and 2. A probabilistic model was used to identify a possible underlying structure to
the development of the sub-components of death. They found that children first
understand irreversibility and inevitability, and that their development does not seem
to be conditional on one another. However at least one of these sub-components
needs to be understood before the child understands the sub-components of finality
and causality. This pattern of acquisition is identical to that reported by Orbach et al.

(1987).

Despite slightly different findings, which may be due to variations in methodology,
all these acquisition studies indicate differences in the complexity of the sub-
components and emphasise the importance of examining sub-components separately
and in relation to each other. A common finding in all of these studies is the fact that
inevitability is amongst the first of the sub-components to be developed and finality

is usually amongst the last.

1.1.6 Cultural and environmental factors

Research suggests that environmental and cultural factors may play a role in the
understanding of the concept of death. For example, Candy-Gibbs, Sharp and Petrun

(1985) looked at the effect of age and religious background on children’s
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conceptions of death. Age was found to be a contributing factor in relation to
understanding of inevitability, universality and the belief that death could be a
personal event; it was not found to be related to children’s understanding of
irreversibility. Irreversibility was related to religious background of the children

participating (either Baptist or Unitarian).

This data is supported by a study of Muslim, Christian and Jewish children which
found that different cultural (ethnic and religious) contexts foster different rates of
death concept development as defined by western scientific death conception
(Florian & Kravetz, 1985). This suggests that environmental factors also play an

important role in the development of a mature death concept.

Additional evidence for the role of cultural and environmental factors in the
development of the concept of death is provided by Schonfeld and Smilansky (1989)
and Brent, Speece, Lin, Dong and Yang (1996). The first study compared death
concept development in Israeli and American children, and found higher overall
death concept scores across all ages (four - seven years) in their Israeli children.
Brent et al.’s study compared US and Chinese children (aged three — seventeen
years) and found a greater percentage of Chinese children gave the presumed adult
response to questions about inevitability, irreversibility and finality than US children.

This difference was interpreted as a reflection of their different educational systems.

The efficacy of school based education in increasing understanding of death in four
to eight year old children has been demonstrated by Schonfeld and Kappelman

(1990). Their randomised trial compared pre- and post-intervention scores on
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Smilansky’s questionnaire for a control and experimental group. Intervention
consisted of six thirty-minute presentations (audio-visual and books) on death.
Significant mean gains were noted for the experimental group as compared to
controls in total death concept score, total score for human and animal death, as well
as the sub-components of causality, inevitability and old age. The gain in total death
concept score as a result of the three week intervention was equivalent to the amount
of conceptual development that is seen in one year in the absence of intervention.
This supports Speece and Brent’s conclusion (1984) that experience and what
children are told about death are crucial factors in the promotion of their

understanding of death.

1.1.7 Death related experience

Evidence of the impact of death related experience on the child’s developing concept
of death is mixed. Several researchers (Derry,1979, Kane, 1979, Reilly, Hasazi &
Bond, 1983) have found evidence of more advanced death concepts amongst
younger children who have experienced a number of aspects of death (from
discussing death in the classroom to death of a pet or family member) when
compared to peers who have no death related experience. Some researchers have
found less well developed concepts of death in those who have recently suffered a
bereavement (Worden, 1996) or in those who have received euphemistic religious
explanations of death (Randy-Cotton & Range, 1990). Other researchers (Jenkins &
Cavanaugh, 1985; Mahon, 1993; Tallmer et al., 1974) have failed to find such a
relationship. However, this may be attributable to their subject’s lack of experience

involving the death of a parent or sibling and rather global definitions of death
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experience (e.g. “concrete death experience) making it difficult to evaluate the

quality of experiences present in their samples.

In Reilly, Hasazi and Bond’s (1983) study, the majority of six year olds possessed
some understanding of personal mortality and all eight year olds expressed a belief in
personal mortality (consistent with the research of Kane). Understanding of personal
mortality was related to both level of cognitive development and to death related
experience. This provided support for earlier research (e.g. White et al., 1978) that
linked awareness of personal mortality to the ability to use concrete operational
thinking whilst also suggesting those who have experienced the death of a significant
other are more aware of their personal mortality than those who have not. This
indicates that death experiences play a contributory (and catalytic) role in the child’s
developing knowledge of death especially for five and six year olds. The only
exception to the catalytic role of death-related experience is the finding that children
who have recently lost a parent have less developed concepts of death than those
who have not had this experience (Worden, 1996). It could be argued that this
apparent deficit in comprehension of death is related to the process of grieving and a
reluctance to acknowledge the finality of death whilst struggling with the tasks of

mourning (Worden, 1991).

1.1.8 Emotional factors

In contrast to the findings of the cognitive development studies, some researchers
believe that anxiety is a key component in a child’s understanding of death.
Existential theorists and therapists (i.e. Rochlin, 1967; Yalom, 1980) argued that

anxiety and fear can interfere with children’s comprehension of death through
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various defence mechanisms, such as denying the inevitability and irreversibility of
death. Children deny their helpless feelings about death by altering inner reality;
believing in personal invulnerability and omnipotence. Yalom also argues that
feelings of hopelessness might be indicative of a failure to deny inner reality and
therefore of accurate death concepts. Yalom (1980) concludes that children as young
as four or five can comprehend the meaning of death and any misunderstandings
demonstrated by under twelve’s are due to their defensive manoeuvres against the

anxiety aroused by this topic.

Orbach, Gross, Glaubman and Berman (1985) examined the relationship between
anxiety and concept of death scores (as measured by Smilansky’s questionnaire) in
six - eleven year olds. As expected, they found that age and cognitive ability
influence concept of death scores. More interestingly however, they divided children
into high and low anxiety groups based on their performance on the General Anxiety
Scale for Children (Sarason, Davidson, Waile & Ruebush, 1960) and found that
children in the lower anxiety group achieved significantly higher scores than those in
the high anxiety group. They also found that anxiety has a stronger impact on
cognitively high subjects than on cognitively low subjects. Orbach et al. conclude
that the acquisition of the meaning of death requires a certain cognitive maturation,
but when this maturation is reached, comprehension of death can be interfered with
by a high level of anxiety (i.e. meaning of death can be distorted if it is perceived to
be anxiety-provoking). In the low cognitive levels, anxiety has almost no influence
on concept of death scores. Possibly this is because lack of a full understanding of
death means that it is less anxiety-provoking in an equally anxious but less

cognitively developed child.
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Further evidence for the influence of emotional factors in understanding of death is
reported by Orbach, Weiner, Har-Even and Eshel (1994). Whilst hypothesising that
understanding of death would vary as a function of interpersonal closeness to the
dead person, they interviewed children (aged six - eleven), using Smilansky’s
questionnaire, about the hypothetical death of a stranger, a cousin and a brother.
They found that children of all ages had less accurate understanding about the death
of the brother, the most interpersonally close individual; whilst younger children had
less accurate understanding about both a cousin and a brother. They suggested that
the death of an emotionally close person is appraised as being more dangerous to the
child than the death of a distant person and therefore evokes more anxiety. This
anxiety interferes with the conceptualisation of death by prompting more defensive

distortion.

Fear of death was also related to development of death concepts in Randy-Cotton &
Range’s (1990) study. However, there was no evidence of a link between
hopelessness and concept of death scores in this study. This finding is consistent with
the existential argument that fear can interfere with the child’s development of an
understanding of death. This theory has obvious implications for an individual’s
belief about their personal mortality (presumably a highly threatening possibility).
Indeed Worden (1996) reports increased levels of anxiety in those children who
demonstrated personal death awareness, in comparison to their peers who did not

demonstrate this awareness.
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1.1.9 Methodological issues

Measurement issues

A variety of methods have been utilised to measure children’s concept of death.
These are reviewed by Prichard and Epting (1992) and include structured interview
formats (standardised and non-standardised), paper and pencil formats and
qualitative methodology. However, the bulk of research has utilised the Development
of Death Concept Questionnaire (Smilansky, 1987), a standardised questionnaire
about death in humans and animals, which has been well tested for reliability and
validity within this population. Several researchers have consistently found that
cognitive ability and age affect performance on this measure (Schonfeld &
Kappelman, 1990). Also there is a strong case for a better understanding of human
than animal death in children of all ages, suggesting that the comprehension of
animal death is acquired chronologically later than that of death in humans ( Orbach
et al., 1985; Orbach et al., 1987, Smilansky, 1981). The only slight exception to this
finding was the fact that finality was better understood in animals than humans in
Lazar & Torney-Purta’s (1991) study. This is explained in terms of the fact that
children probably have more actual visual experience of dead animals than dead

humans and therefore are more easily able to learn that dead animals do not move.

Design Issues

Studies in this field have largely consisted of cross-sectional research in examining
age differences in children’s understanding of death. Obviously this is not entirely
satisfactory as cross sectional data is confounded by the effects of experience unique

to individuals born in a certain place at a certain time. For example, comparing a
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seven year old from 1940s Hungary (Nagy, 1948) with a seven year old from 1980s
New York poses a number of difficulties. Cohort and age effects therefore pose
inherent difficulties in inferring longitudinal processes from cross sectional data.
This problem is magnified because inconsistent results often occur in studies
differing in subject characteristics, measurement instruments, sub-components of the
death concept and the cultural-historical effects associated with the year of
measurement, all at the same time. Longitudinal or cross sectional-sequential
research would be important to firmly establish the developmental formation of the
concept of death in childhood. However, despite the large numbers of studies of
death concepts in children, only one has attempted a longitudinal design and this was

only over a period of seven months (Lazar & Torney-Purta, 1991).

1.1.10 Summary of concept of death research in children

Several studies investigating children’s notions of death have suggested stage-based
conceptualisations emerging from the qualitative analyses of children’s responses to
questions about death and dying (Anthony, 1940; Kane, 1979; Koocher, 1973; Nagy,
1948). In general there is correspondence in the conclusions drawn from these
studies (as summarised by Stambrook & Parker, 1987). At very young ages (three —
five years) the child has little information about death and dying. This conceptual
paucity may range from total ignorance to limited notions of the meaning of death.
The pre-schooler may view death as a reversible process and describe several ways
one can avoid death. During middle childhood (five - eight years) the child possesses
more knowledge about death including some awareness of its finality and cause, yet

death is still considered a remote possibility. During pre-adolescence (eight — eleven
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years) the child acquires a mature conception of death which can be considered adult

like; i.e. he understands the finality, universality and non-functionality of death.

Experimental and clinical investigations of children’s views of death have suggested
evidence of sequential development of the sub-components of the death concept.
This sequence has been related to general cognitive development, to the critical
stages of psychosexual or psychosocial development and to the impact of death
experiences, religious affiliation, life circumstances, social class and emotional
development. Disagreement about the precise nature of the developmental trend and
the exact age or stage at which children develop a full understanding of the various
sub-components makes specific predictions based on chronological age alone very
risky. However, generally children have been depicted as moving through a sequence
ranging from denial of death as final, inevitable or personal to an acceptance of death

as final, inevitable and personal.

Two theories attempt to explain the development of the death concept. Mitchell
(1967) believes that the child develops an understanding of death by observing
nature. The child has more opportunities for observing death in animals and through
generalisation he transfers this knowledge to death in humans and eventually to death
in oneself. In contrast, Anthony (1971) suggests that the child understands the
meaning of death through his own experiences which are related to death (i.e.
separation). Via generalisation, these experiences are then related to the death of
living objects in general. The finding that children more readily understand human
than animal death provides some limited support for Anthony’s theory of death

concept development. However it is important to consider the possibility that
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children may erect more defences against death in animals, to which they may be
more emotionally related and about which they may have had more experience than

human death (Orbach et al., 1985).

1.2 CONCEPT OF DEATH IN ADULTHOOD

The concept of death has rarely been studied beyond the childhood years, possibly
due to the implicit and largely untested assumption that our concept of death
develops until adolescence and then remains fairly unchanged throughout life
(Kastenbaum & Costa, 1977). The result is that little is known about how adults

conceptualise death.

The mature adult’s understanding of death needs to be clarified. All investigations of
the development of the concept of death in children have used a presumed mature
comprehension of death as the developmental endpoint against which the children’s
understandings were compared. Assumptions of a mature concept have a number of
problems (Kastenbaum, 1992). Firstly, maturity may be a culturally biased concept.
Secondly, the preservation and application of mature death concepts throughout
adulthood has not been systematically established. Finally, the possibility that
additional types of death constructs may develop during adulthood has not been

systematically investigated.

Minimal research suggests that the mature adult concept of death is more complex
than is suggested by the simple definitions of each sub-component. For example,
Brent and Speece (1993) compared scores of 165 undergraduates (mean age = 25

years) with those obtained by children (five - ten years) on five irreversibility
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questions. Their results showed that adults as a group conformed less well to the
presumed adult standard than did the children. However, the adults’ explanations

indicated that their:

“lower conformation to the presumed adult concept was not the result of
some anomalous regression but was a by-product of their more sophisticated

understanding of the complexity of irreversibility” (p203).

This complexity results as an individual attempts to integrate his or her belief in the
general irreversibility of bodily death with a possible belief about spiritual
continuation and with the awareness of a flexible boundary between life and death
(i.e. the knowledge of medical instances in which an individual presumed to be dead
was subsequently revived by successful resuscitation). Awareness of this complexity
is obviously important when questioning adults about the sub-component of

irreversibility.

Brent and Speece’s study appears to imply that the conventional form of the death

concept, which the child achieves at about age ten, subsequently:

“comes to serve as merely the core of a connotational sphere which the child
continues to enrich and elaborate throughout the remainder of life by the

addition of all kinds of exceptions, conditions, questions and doubts” (p223).

Their later finding that older children (ten -seventeen years) are increasingly likely

to deviate from the presumed adult standard as they get older confirms this
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hypothesis (Brent et al., 1996). Research of this nature supports the view of certain
researchers (e.g. Carey, 1985) that concept development in general may be a more
complex process, may extend over a longer period of the life-span and may result in
more varied and individualised outcomes than those described or implied by a

Piagetian-grounded approach.

1.3 CONCEPT OF DEATH IN THE LEARNING DISABLED
POPULATION

To date there have been five studies which have focused on the concept of death in
this client group. One looked at children’s understanding of death, the other four
focused on adults’ concept of death. One additional study has also made reference to
adults’ understanding of death, though this was not the main focus of their study.
These studies will be described chronologically in some detail before the rationale

for the present study is explained.

1.3.1 Studies which have investigated concept of death in the learning

disabled population

In the earliest study, Sternlicht (1980) examined the concept of death in pre-
operational children (as defined by their failure to pass one or more of three
Piagetian conservation tasks of mass, number and volume). In a replication of
Koocher’s (1973) study, 14 children with learning disabilities, eight males and six
females, aged 10 to 19 years, were asked four open-ended questions about death:
“What makes things die?”, “How can you make dead things come back to life?”,

“When will you die?” and “What will happen then?””. Their responses were
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categorised as either egocentric, concrete / specific or abstract / generalised by two
raters. She found that 70% of all responses were rated as egocentric, a characteristic
of pre-operational thought. The majority of her subjects neither had an understanding
of the irreversibility and permanence of death nor when they would die. She
concluded that the pre-operational learning disabled child cannot give a naturalistic
picture of death but do have a specific or concrete idea of how death occurs. She
related the lack of a naturalistic explanation to the fact that they have had no first

hand experience of death.

The next study, by Bihm and Elliott (1982), also used Piagetian tasks to discriminate
between 79 adults with mild learning disabilities (mean age = 19 years) who were
functioning at a pre-operational or concrete-operational level. These adults were
categorised according to their ability to pass three conservation tasks and a
hypothesis testing task. Eight questions (both open-ended and fixed-response) were
asked to determine their understanding of death and these responses were rated as
either egocentric, concrete or abstract by independent raters. Questions included,
“How can you tell when someone is dead?”, “Why is it that people die. How does it
happen?”, “Do you know anyone who died?”, “Can a dead person feel anything like
hot or cold outside?”, “Can he talk?”, “Do you think that everyone will die?”” and
“Do you think you will die?”. No subject showed undue upset at being questioned in

this manner.

Bihm and Elliott found no significant relationship between participants’ age and their
conception of death. However, cognitive level, as determined by Piagetian tasks, was

related to understanding of death: i.e. concrete-operational participants (32% of the
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sample) had a more realistic comprehension of death than pre-operational
participants (68% of the sample). These findings support previous work done with
intellectually average children and suggest that cognitive level is probably a much
better predictor of an understanding of death than is chronological age. They did not
examine the relationship between experience of death and level of response to the

questions, despite stating that “many of the subjects knew of someone who had died”

(p209).

The third study with this population involved Lipe-Goodson and Goebel (1983)
examining the perception of death in a sample of 65 adults with learning disabilities,
who were all living in a residential facility. Their participants were 27 women and 38
men, aged between 17 and 62 years, with IQs between 19 and 80. This sample
therefore represented a wider range of ages and abilities than Bihm & Elliott’s
sample. The participants’ IQ, age and percentage of life institutionalised were
compared to their understanding of the universality, inevitability and irreversibility
of death, as measured by three fixed-choice (Yes/No) questions. Participants were
divided along the median for age, IQ and percentage of life institutionalised. Their
results showed that older participants and participants with higher IQs demonstrated
more adequate concepts of death than younger participants and participants with
lower 1Qs; indicating a significant effect of both age and level of intellectual

functioning on the understanding of death. They conclude that their results

“suggest the developmental process involved in .... concept of death is

similar in nonmentally retarded children and mentally retarded adults”

(p68).
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However they also emphasise that some adults with learning disabilities will never

have a fully developed concept of death.

Lipe-Goodson and Goebel’s finding that older individuals have a clearer
understanding than younger participants suggests that life experience enhances
understanding of death. Chronological age may thus serve as an index of experience
in persons with learning disabilities, which permits them to conceptualise death in a
manner similar to more cognitively advanced persons. Opportunities to participate in
rituals of death and dying therefore may compensate to some extent for cognitive

limitations.

Next, McEvoy (1989) investigated the concept of death in adults with learning
disabilities who attended day services in south Dublin. He interviewed 38
participants; 68% of whom were male. Participants were aged between 20 and 50.
However two thirds of this sample were below 25 years of age. The Index of Social
Competence (McConkey and Walsh, 1981) was used as a measure of functioning
and participants were divided into two groups depending upon their ability in the
areas of communication, self-care and community skills. His interview consisted of
nine open-ended questions which focused on the irreversibility, non-functionality
and universality of death as well as the causes of death and the participant’s death
experience. Responses were classified and rated as either showing a good level of

understanding, some understanding or little or no understanding.

McEvoy found no significant relationship between age, sex or reported experience

and the concept of death. Details of how the relationship between reported
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experience and understanding of death was investigated are not given. However,
those participants who had higher abilities (on the Index of Social Competence) had
a significantly better developed understanding of irreversibility and non-functionality
(i.e. that body functions stopped at death). He also found a relationship between
awareness of personal mortality and a more mature concept of death; suggesting that
for these adults, a greater awareness of one’s own mortality contributes to a more

mature understanding of what is involved in death and dying.

The concept of universality was not well developed within McEvoy’s sample: 71%
of participants believed that everybody will die but only 42% believed that they will
die. This contradicts the findings in the child literature which suggest that
universality (inevitability) is one of the first sub-components of the death concept to
develop and is more easily understood than the sub-component of non-functionality
(finality). McEvoy suggests that confusion over personal mortality must either reflect
poor understanding of the ageing process and the normal life cycle or be due to the
fact that questions regarding time or future events may create difficulties for adults
with learning disabilities. However, he makes no comment on the potential impact of
anxiety or cognitive distortion on the perception of personal mortality, which has

been shown to be an important variable in children’s understanding of death.

Illness was the most commonly cited cause of death (55% of all responses) and was
suggested more frequently by younger adults than by their older peers, who often
cited natural causes as a reason. This indicates that McEvoy’s participants, and
especially the younger ones, had a poor understanding of the ageing process and did

not see death as an internal biological process that operates according to hatural laws.
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He concludes that comparisons can be drawn between these findings and reports in
the literature on the development of the concept of illness in young children.
Between the ages of seven and eleven, children move from believing that illness is
externally caused to believing that illness is the result of internal physiological
dysfunction. Also older children are more likely to realise that the effects of illness
are due to internal malfunctioning (Bibace & Walsh, 1981). The frequent citing of
illness as a cause of death indicates that these adults might not have understood the
biological inevitability of death. Cathcart (1995) believes that this apparent lack of
understanding of ageing as a natural part of the life cycle reflects the fact that some
people with learning disabilities “continue to be treated as children and are not

encouraged to act, speak or dress in age-appropriate ways” (p168).

The most recent study on this topic was published by Myreddi and Narayan in 1993.
They investigated the concept of death in 70 young adults (aged 16-20 years) in
India. The majority of their subjects were Hindu (77%), male, and with mild learning
disabilities (59%). Interviews focused on the areas of what happens to the dead,

causes of death, what is done to the body and what do people do when someone dies.

Myreddi and Narayan provide no explanation of their scoring criteria, scoring
procedure or statistical analysis of their data. However, they report that their results
indicated a clear relationship between level of learning disability and appreciation of
the concept of death, with finality and irreversibility being more readily
comprehended by persons with higher cognitive ability. They suggest that an
individual’s experience of death influences their concept of death but they do not

define the nature or extent of this relationship.
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Views about the causes of death also varied according to level of learning disability,
with mildly learning disabled participants giving more abstract explanations (e.g. old
age and heart attack) and those with moderate learning disabilities giving more
concrete explanations of why people die (e.g. accidents or murder). In comparison to
McEvoy’s sample, participants were significantly more likely to highlight accidents
as a primary cause of death; 35% reported accidents as a cause of death compared to
3% of McEvoy’s sample. This finding is related to the fact that data collection was in
progress at the time of Mr Rajiv Gandhi’s assassination, which received widespread
media coverage. The authors argue that those participants with a moderate learning

disability showed a more concrete reliance on media coverage of death.

Additional findings from Myreddi and Narayan were that a) the visible aspects of
death are more easily understood and reported than invisible or implied aspects of
death and b) individuals with learning disabilities comprehend and retain concrete
aspects of death more readily than they do those of an abstract nature. In addition,
they found that all participants, irrespective of level of ability, demonstrated a good
understanding of the “fact of mourning” (p329) and specific religious practices with
regard to disposal of the body. Their conclusions are that individuals with mild
impairments acquire a conception of death which corresponds roughly to Nagy’s
(1948) third stage of development whilst persons with moderate learning disabilities

may not proceed beyond the first stage.

One additional study within the learning disabled population provides information

about understanding of the concept of death, although this was not the main focus of
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this study. In 1993, Harper and Wadsworth conducted structured interviews with 43
adults with moderate to severe learning disabilities to investigate their experiences of
grief and loss. This study included nine fixed-response (yes/no) questions about the
finality and inevitability of death as well as individual's experience of death. They
found that a large proportion of their sample (78%), including individuals with
significant learning disabilities, were able to verbalise a literal and reasonably
accurate understanding of the finality of death. They conclude that adult’s
understanding of death reflects a combination of varying conceptual knowledge as

well as experiential opportunities and religious ritual participation.

1.4 RATIONALE FOR THE PRESENT STUDY

Information about the development of the concept of death may be useful in
addressing some profoundly human issues, such as bereavement, terminal illness and
suicide. Increased insight into what people with learning disabilities can and do
comprehend about death could be useful for those who work in situations where
people with learning disabilities confront death and for those who are questioned

about death by this group.

Several studies have suggested that the concept of death in adults with learning
disabilities resembles the development of the concept of death in children (Bihm &
Elliott, 1982; Lipe-Goodson & Goebel, 1983). The child’s concept of death has been
related to level of cognitive development based on the stages proposed by Piaget.
The findings within the learning disabled literature also support the relationship

between cognitive development and a mature understanding of death. Extensive
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research on children’s death concept provides a clear framework against which to

compare the development of the concept of death in people with learning disabilities.

Limitations of previous studies which have investigated the concept of death in the
learning disabled population provide a strong case for further investigating this topic.
These limitations include: small sample sizes (especially Sternlicht’s study of 14
children); a focus on young adults; and biased samples (e.g. young, mainly male
Hindus with mild learning disabilities in India) which limit the generalisability of the
findings. Past research has relied on evaluation of the concept of death based on only
a small number of questions and there has been evidence of an uneven spread of
questions between sub-components, which might have resulted in an inadequate
reflection of adults’ perceptions. Finally there has been no previous attempt either to
use or create standardised questionnaires or scales for this population or to make use
of standardised scales from the child literature in an attempt to integrate the two

fields of research.

The usefulness of a structured interview format for interviewing people with learning
disabilities has been demonstrated by other researchers (McEvoy, 1989), as well as
the ability of these individuals to express their opinions on this sensitive, important
but much neglected topic. This study involves the use of a structured interview

format to elicit the views of participants.

To date, measures used to assess concept of death in people with learning disabilities
have varied between studies. No research has utilised standardised measures which

have been constructed for use with children. The present study adapts a well
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evaluated measure from the child literature (Smilansky’s [1987] Death Concept
Questionnaire). The concept of death is investigated in relation to a number of
variables, including age and cognitive development as measured by both Piagetian
tasks and a measure of receptive language ability (British Picture Vocabulary Scale).
The aim of using these measures is both to attempt to replicate previous findings (i.e.
that concept of death understanding is related to Piagetian developmental level) and
to expand on these findings by investigating an additional, previously unused,

measure of intellectual functioning.

Little attention has been paid to the importance of personal experience of death and
the development of this concept in people with learning disabilities: despite the child
literature which suggests that death experience may enhance an understanding of the
concept of death in young children. This study therefore addresses the impact of
experience of death on the development of the concept of death in adults with

learning disabilities.

The impact of cultural and religious beliefs has also been neglected in previous
research. The majority of studies on death concept have focused on white western
cultures. Whilst some researchers (e.g. Derry, 1979) have found no relationship
between religious denomination and death concept development, others suggest that
beliefs about death and understanding of death can be heavily influenced by religious
beliefs (Anthony & Bhana, 1988). It would therefore be useful to investigate if
different religions and cultures account for any differences in the development of a

mature death concept in this population.
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1.5 RESEARCH QUESTIONS

This study will attempt to answer three questions. These are:

Research question one: What variables account for differences in the development
of the concept of death in learning disabled adults?. This question will focus on
cognitive ability, experience of death and demographic factors (e.g. age, sex, religion

and ethnicity).

Research question two: What is the sequence of acquisition of the sub-components
of a mature concept of death in learning disabled adults? Does this resemble the

pattern found in the child literature?

Research question three: Within the sub-component of finality, is finality of
external, non-cognitive functioning more readily understood than finality of internal,

cognitive functioning?
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CHAPTER TWO: METHOD

OVERVIEW

The present study examined how factors such as cognitive ability, experience of
death and demographic characteristics influenced how 74 adults with learning
disabilities understood the concept of death. All participants were interviewed and
their understanding of the concept of death was assessed using a standardised
questionnaire from the child literature (Smilansky, 1987). Their cognitive ability was
measured by use of Piagetian tasks and the British Picture Vocabulary scale.
Demographic information (e.g. sex, age, ethnicity and religion) and information

about participant’s experience of death was gained from carers or relatives.

This chapter has three main sections. Section 2.1 describes the participants and their
recruitment. Section 2.2 describes the measures which were used. Finally section 2.3

describes the procedure employed and how the data was subsequently analysed.

2.1 PARTICIPANTS

2.1.1 Recruitment

Participants were adults with learning disabilities from three London Health Trusts.
Inclusion criteria specified that participants must be: a) verbal; b) able to be
interviewed for approximately one hour; c¢) willing to participate in the research; and

d) not have experienced a recent bereavement or become easily distressed when
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discussing the topic of death. Participants from Fulham, Chelsea, Westminster,

Hammersmith, Ealing and Hounslow were interviewed.

Participants were recruited via liaison with staff members working in services for
people with learning disabilities. A variety of residential homes, day centres and out-
reach projects were approached by the researcher and details given of the proposed
study. Potential participants were then approached by their carer or staff member.
The study was discussed with them and verbal consent was gained to participate.
Details of these individuals were then passed on to the researcher who organised

individual interviews. No individual was approached directly by the interviewer.

Although carers were asked to recruit any individual meeting the inclusion criteria
regardless of their experience of death, carers appeared more likely to approach those
who had experienced a bereavement and/or had experienced difficulties in adapting
to a bereavement than to approach individuals without this experience of death.
Unfortunately, this sampling bias was unavoidable, as the method of recruitment was
specified by the ethics committees as being the most appropriate. Concerns were
raised by the ethics committees about the possibly coercive nature of any direct
approaches to potential participants by the researcher and it was deemed more

appropriate for participants to be initially approached by a familiar individual.

2.1.2 Description of participants

Seventy nine individuals were interviewed by the researcher. Five of these interviews
were terminated before completion either by the participant or by the interviewer

because the participant appeared to be distressed. The focus of the interview had
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been explained to all participants prior to their agreeing to take part. However, these
five individuals became distressed or asked to stop as soon as the topic of death was
mentioned; indicating an inability or reluctance to discuss this topic. All participants
were given the opportunity to discuss their concerns after the interview was
terminated. Information about these individuals did not indicate any significant

differences from the other seventy four participants who completed the interview.

Seventy four participants were therefore included in this study; 45 (61%) were
female and 29 (39%) male. Age ranged from 19- to 90-years old (mean = 44.56
years, SD = 15.10). Participants were from a range of ethnic backgrounds: 53 (72%)
described themselves as white British, 6 (8%) as Irish, 1 (1.4%) white European, 1
Pakistani, 1 Chinese, 3 (4%) black African, 4 black Caribbean (5.4%) and 4 as other
(i.e. of mixed race). This range of ethnicity appears to provide a realistic reflection of

the ethnic characteristics within the three recruitment areas.

Information on the participants’ religious affiliation was gained from carers or the
individual themselves. Information was not available for all participants. Within the
sample, the majority of participants were described as Christian: either Catholic
(24%), Protestant (7%), Church of England (43%) or Baptist (1.4%). Only one
participant was Muslim. Two individuals described themselves as atheist (2.7%) and
the remainder (19%) reported haviné no religion. The majority of the sample
attended their place of worship never (50%) or once a year (15%). However, 27% of
participants did report attending their place of worship once a week or more

frequently.
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