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Death, Gender and Ethnicity

Death, Gender and Ethnicity examines the ways in which gender
and ethnicity shape the experiences of dying and bereavement,
taking as its focus the diversity of modes through which the
universal event of death is encountered. As well as offering an
extensive critical review of existing work on death, gender and
ethnicity, the book addresses such topics as:

stillbirth

gendered parental bereavement through the death of a child
gendered social construction of mourning and grief
disruption of gender stereotypes at the time of death

media treatment of the violent deaths of young women
provision of palliative care for ethnic minorities

issues facing immigrant ethnic minorities.

Finally it asks about the value of a postmodern approach to the
diversity and indeed fragmentation of human experience which
currently constitutes death and dying.

Drawing on a range of case studies, Death, Gender and Ethnicity
seeks to develop a more sensitive theoretical approach which may
not only inform future studies in this area but lead to the revision
of some classic material.

David Field is Lecturer in Sociology at the University of
Plymouth, Jenny Hockey is Lecturer in Health Studies at the
University of Hull and Neil Small is Senior Research Fellow at the
Trent Palliative Care Centre, Sheffield.
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Introduction

The themes addressed in this volume — death, gender and
ethnicity — have until recently been pursued as largely separate
areas of study. Yet, as the material presented indicates, gender and
ethnicity are in no way set aside at the time of death or during
bereavement. They remain salient features of social identity
during the last stages of life, just as they do in its first moments.
Indeed, if anything their significance intensifies, as evidenced in
the case of shocked family mourners whose recently deceased
grandmother, Olive, had her social identity radically transformed
by a tiny slip of the minister’s pen. This resulted in the entire
congregation being invited to bid farewell to their dear departed
brother, ‘Clive’.

The contributors to this volume are sociologists and
anthropologists with a shared research interest in death, dying
and bereavement. Together, they provide a series of accounts of
the interrelationship of death, gender and ethnicity. While death
and dying have been a focus for research among theorists and
practitioners from many fields, it is timely and indeed appropriate
that social scientists for whom social differences are stock-in-
trade should be questioning a tendency to treat death as if its
universality somehow transcended rather than revealed such
differences.

This book is the second to emerge from the annual symposia
on Social Aspects of Death, Dying and Bereavement. With a
strong sociological orientation, this volume is offered as a
development of themes and issues raised in the first of these, The
Sociology of Death, edited by David Clark. The majority of the
chapters in this book were first presented as oral papers to the
fourth and fifth annual symposia held in November 1994 and
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November 1995. The remaining chapters were specially
commissioned for the book. Other papers from these symposia
have been published elsewhere. We are grateful to the Medical
Sociology Group of the British Sociological Association for giving
financial support to these meetings.

In the opening chapter the editors provide an overview of the
available material about death, gender and ethnicity in modern
Britain, drawing particularly upon research in the sociology of
health and illness. They also address the more general
sociological and anthropological analyses of the place of gender
and ethnicity in modern society. The aim of the chapter is to
provide an empirical and theoretical context for the chapters
which follow.

The next three chapters examine ways in which the experience
of loss after a death is shaped by gender. Alice Lovell highlights
the gendered nature of the institutions which frame the death of a
baby, either in utero or around the time of a birth. Such losses tend
to be undervalued and unattended to by others. When women
struggle to come to terms with the loss of a child who might have
been, they find the nature of their loss, and indeed of the child’s
identity, defined by the patriarchal frameworks of medicine and
religion. Gordon Riches and Pam Dawson shift from the
gendering of institutional contexts to the personal contexts of loss.
They offer a critique of stereotypical models of gendered coping
styles after the death of a child, arguing that not all men are strong
and silent and that not all women are brought to an emotional and
practical standstill. Moreover, individuals do not consistently
adhere to the same ‘coping style’ at all times. Riches and Dawson
explore the influence of socio-cultural factors upon couples’
patterns of grieving and the wider structural relations within
which discourses for the interpretation of their loss become
available. Neil Thompson acknowledges death as an event which
can throw gendered stereotypes into problematic relief. His
chapter examines the social construction of mourning,
maintaining that emotional responses which accord with
traditional notions of masculinity, such as anger, are marginalised
within conventional accounts of healthy grieving. Thompson
argues both for a recognition of a broader range of emotional
responses to loss and for a more balanced approach which allows
both women and men access to a range of emotional and practical
coping strategies.
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The critique of a stereotypically gendered pattern of mourning
is echoed in the next two chapters. Jenny Hockey compares the
way women actually behave in public after a death with the ways
in which their grieving is represented in paintings, photographs
and written accounts. She argues that the predominance of
representations of women grieving openly does not match the
public behaviour required of modern women. Such
representations provide members of a patriarchal society with a
way of contemplating the possibility of death at the safe distance
of a woman’s body. Hockey concludes by asking how women
themselves might read such images and narratives and how, as
forms of representation, they might influence what women
actually think and do. Elizabeth Hallam pursues this question in a
chapter which examines the ways in which a life crisis event such
as a mortal illness can open out personal and social relations to
critical reflection. Bringing an anthropological perspective to
bear on historical material from the early modern period in
England, she examines another set of representations —
engravings, household manuals and sermons — which affirm the
subordination of women within ‘orderly’ household-based gender
relations. These she then contrasts with women’s own
representations of themselves in the accounts of female witnesses
from the Canturbury church courts, arguing that they constitute a
renegotiation of existing gendered hierarchies.

In contrast to the focus on the gendered nature of mourning,
Mike Pickering, Jane Littlewood and Tony Walter examine the
way the gender of the deceased is depicted in the tabloid press.
Like Jenny Hockey, they examine a set of representations — front-
page reports of the violent deaths of young women. These are
deaths which directly challenge the conventional moral order.
Through presenting something of the disturbing style of the
papers they are analysing, Pickering, Littlewood and Walter
convey the alternation between initially sensationalist reporting
using contraintuitive depictions of gender and the subsequent use
of ‘moral tales’ to reassert normal values.

Three chapters focus upon difference grounded in ethnicity.
Chris Smaje and David Field address the perception that
members of ethnic minority groups in modern Britain are under-
using palliative care services. They provide a framework for
examining this issue, discussing the need and demand for services,
the knowledge of and attitudes towards services and the way
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services are provided. The tendency for service provision to be
guided by the use of ‘cultural checklists’ is viewed with caution
and they stress the need to think both structurally and culturally
about the ways in which services may or may not be reaching
different groups. Yasmin Gunaratnam develops the critique of the
use of ‘cultural checklists’ or ‘factfiles’ to understand the needs of
individuals from minority ethnic groups. The strong tendency to
reify cultures and religious practices means that much of their
fluidity or indeed unruliness is lost. Further, the needs of
individuals can be overlooked in the attempt to observe cultural
requirements. Such an approach also fails to address professional
and structural power relations. Moreover, by taking ethnic
minority culture as the focus rather than the dominant white
culture it fails to address fundamental issues of racism and
discrimination.

The dynamic and problematic nature of social change among
migrant groups is central to the chapter by Gerdien Jonker. Social
identity is at risk among migrant Greek and Turkish communities
in Berlin, with the relevance of ethnic identity intensifying at the
time of death. Her chapter details the issues faced by members of
these communities when seeking to dispose of their dead in a way
which allows for the re-membering of collective identity.

Neil Small concludes the collection with a review of theoretical
approaches to understanding death and difference. Taking a
critical stance to the longer established approaches he argues that
a postmodern analysis has much to offer. The identification of
broad historical periods or generally applicable stages of
development does not adequately reflect the nature of the social
and individual encounters with death. Further, separate
consideration needs to be given to death, dying and the dead.

This book presents a range of theoretically informed
substantive analyses of death and social difference which both
reflect current directions in research and writing addressed to
death and social difference and suggest further areas for
investigation. It will, we hope, stimulate further work looking at
these important aspects of modern British society.

David Field, Jenny Hockey, Neil Small



Chapter 1

Making sense of difference

Death, gender and ethnicity in modern
Britain

David Field, Jenny Hockey and Neil Small

INTRODUCTION

Death has often been represented as the ‘great leveller’ who
returns both monarch and beggar to a common dust. As such this
image has been used both to diminish the political zeal of those
who would reform earthly inequalities (Illich 1977) as well as to
undermine the power and status of those who assume positions of
authority. This volume demonstrates that while the image of
death as the great leveller may have powerful political and
religious overtones, it is a far from accurate representation.
Worldly inequalities are in no way levelled at the time of death
but persist, permeating every aspect of death and dying. The
timing, place, manner and social implications of an individual’s
death are shaped by their social position in the society. Age,
ethnicity, gender, social class and sexuality all profoundly affect
the ways people experience death, dying and bereavement. Such
forms of social differentiation should not be seen as fixed
elements of a reified ‘society’ which bear down upon us in life and
in death (West and Zimmerman 1991) for they are produced
precisely through the ways in which we live our lives and
encounter our deaths. Rather than being unaffected by them,
differences and diversity in the manner and social implications of
dying are both constituted by and constitutive of such social
identities. This volume takes gender and ethnicity as its areas of
interest but many of the chapters reveal the ways in which these
are themselves cross-cut by other forms of social identity and
social differentiation such as age and social class.

The ways in which a society deals with death reveal a great deal
about that society, especially about the ways in which individuals



Table 1.1 Selected causes of death in the United Kingdom: by sex and age, 1992

Under 1 1-14 15-39 40-64 65-79 80 and over All ages

Males (percentages)

Infectious diseases 4.8 5.1 1.7 0.7 0.4 0.3 0.5
Cancer 1.0 17.3 13.5 343 31.6 20.9 28.0
Circulatory diseases’ 4.0 4.0 10.7 43.8 48.2 47.3 45.5
Respiratory diseases 11.9 5.1 34 53 10.3 16.7 11.1
Injury and poisoning 17.6 342 52.7 6.6 1.3 1.2 4.2
All other causes 60.8 342 18.0 9.3 8.3 13.5 10.7
All males (=100%) (thousands) 1.1 1.3 10.2 58.4 140.9 94.9 306.6

Females (percentages)

Infectious diseases 4.3 4.8 1.9 0.6 0.4 0.3 0.4
Cancer 1.5 18.0 333 51.8 30.6 14.2 243
Circulatory diseases’ 5.6 4.4 10.7 26.7 46.6 52.3 46.6
Respiratory diseases 10.6 5.6 34 5.8 9.2 13.7 11.1
Injury and poisoning 16.8 25.8 28.9 4.0 1.4 1.4 2.2
All other causes 61.3 414 21.8 11.1 11.8 18.0 15.3
All females (=100%) (thousands) 0.7 0.9 4.8 36.4 111.5 169.9 3242

Notes: "Includes heart attacks and strokes

Source: Social Trends, 1994. (Reproduced by permission of the Controller of HMSO and the Office for National Statistics.)
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are valued. In this introductory chapter we provide a selective
overview of the place of gender and ethnicity in modern society in
order to provide a context for the chapters which follow. We
summarise the available material about mortality, gender and
ethnicity, drawing particularly upon research in the sociology of
health and illness. The relative absence of discussion and analysis
of gender and ethnicity in the now extensive sociological
literature about death, dying and bereavement in modern
societies follows a similar pattern to the initial neglect and
subsequent concern about these topics in sociology. We suggest
that, with respect to gender, the insights of feminism have much to
offer. We conclude our introduction with a brief consideration of
the contribution of more general theoretical conceptualisations in
sociology to the developing interest in the ways in which gender
and ethnicity are related to death and dying in modern societies.

DEATH, ILLNESS AND GENDER

There are a number of striking differences in mortality and illness
between men and women in Britain and other industrial societies.
In all such societies at all ages the death rates of females are lower
than those for males. The patterning of death is also different
(Table 1.1). Men are more likely to experience and die from
cardiovascular conditions (though these are important among
women), cancers (except breast and cervix) and bronchitis. These
are the major causes of death in our society. Especially large
differences appear where individual acts are the cause of death.
Males, especially young men, are more likely to die from suicide,
homicide and accidents. Men are also much more likely to die in
war, whereas women stand a greater risk of injury and death from
domestic violence (Dobash and Dobash 1992). In terms of illness,
women report more acute illness, make more physician visits, are
more likely to be hospitalised (even when excluding childbirth
and reproductive admissions) and consume more medicines than
men (Blaxter 1990). The picture for chronic illness and disability is
less clear cut, but again in the UK women generally have higher
rates than men.

A number of empirical and conceptual explanations of the
gender differences outlined above have been advanced (Clarke
1983, Nathanson 1977, Verbrugge 1985). There may be some
influence from artefactual and definitional factors. There is some



4 David Field, Jenny Hockey and Neil Small

evidence that gender influences diagnosis and treatment, with
doctors and nurses responding differentially to clients along
gender lines. Two examples are the greater likelihood of women
being diagnosed as mentally disordered and men being more
likely to be candidates for heart surgery. However, it seems that
clear differences exist between males and females with respect to
mortality and physical morbidity.

Another source of explanation relates to biological differences
in the susceptibility to death and disease (Waldron 1983). For
example, genetic factors have been linked to higher rates of
miscarriage and infant mortality of male babies and to the greater
likelihood of women developing breast cancer. This latter is also
linked to the female reproductive system. Differing hormonal
balances between the sexes are thought to be linked to a variety
of conditions, although outside the realm of reproduction there
do not appear to be significant consequences for overall gender
differences in mortality and illness. Where biological effects have
been established they have mainly referred to within-sex
differences rather than to between-sex differences.

A number of writers have argued that gender differences in
death and illness are the product of differing behaviour patterns
and styles of life between males and females. That is, that they are
linked to gender roles within the society. Such explanations refer
to two aspects — differential risks of illness between males and
females and differences in the health and illness behaviour
between the genders. The greater levels of fatal diseases among
men do seem to be related to behaviour and environment,
especially at work. It is suggested that male gender roles both
expose men to greater risks and restrain men from ‘giving in’ to
illness by restricting their activity and use of health services. By
contrast, it is argued that female gender roles both expose women
to less risk and permit (and possibly encourage) them to be more
responsive to illness and to seek medical help. Help-seeking and
‘emotionality’ are part of conventional ideas about female roles,
whereas males are expected to restrain their expression of
emotion, to deny illness, and to be more reluctant to seek help
from others. Thus, help-seeking (and help-giving) are congruent
with idealised female gender roles in our society. It has been
suggested that as females come to behave as males (note the
assumption!) in their work and leisure activities, then their
patterns and rates of mortality (and morbidity) will approximate
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the male patterns and rates. For example, the convergence in the
levels of smoking between males and females is expected to result
in increased levels of lung cancer among women, even though
women rather than men are subject to pressure not to endanger
the health of their children — born and unborn — through smoking.

The main weakness of these explanations is that it they tend to
address the effects of gender largely in isolation from other social
variables. For example, social class is known to be an important
determinant of the likelihood of death and the prevalence of
disease. Although females, as a category, live longer than males,
males from the upper social classes will live longer than women
from the lower social classes and are likely to experience less ill
health. Social class influences illness-related gender behaviour in
important ways which are still to be unravelled. Age is another
important influence. The detailed analysis of gender and health
status by Macintyre et al. (1996) confirms earlier reservations that
it is misleading to assert that at all ages women are sicker than
men (Clarke 1983). They conclude that both age and disease
condition exert important influences on gender-specific levels of
chronic illness.

A final set of explanations for gender differences in health and
illness draws upon feminist analyses of the oppressive role of
patriarchy in shaping the experiences of women in our society.
Within the sociology of health and illness literature such work has
largely focused upon relationships between female patients and
male practitioners, especially within ‘reproductive encounters’
(e.g. Martin 1987; Scully 1980) and so does not bear as directly
upon the issues of death, dying and bereavement which are our
focus here. However, the broader issues raised by feminism
provide an appropriate and useful way to begin our consideration
of relationships between death and gender.

GENDER DIFFERENCES, DEATH, DYING AND
BEREAVEMENT

Writings about death and dying have either generalised about
broad trends (e.g. Ariés 1981, Blauner 1966) and recurring
experiences (e.g. Glaser and Strauss 1965) or assumed that there
are no significant gender differences. Observations that, for
example, adult men of working age receive greater attention from
hospital staff and are more likely to be told their terminal
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diagnosis than women, especially old women, were seldom
integrated into wider theoretical explanations about gender
differences in modern society. In short male deaths set the agenda
for discussion and research, albeit in an unaware and unreflective
manner. For example, the concern with the supposed fear of death
in modern societies (Gorer 1965, Kellehear 1984, Sontag 1979)
has been dominated by consideration of cancer, heart disease and
latterly AIDS (Sontag 1989). For each of these, the research
agendas have been dominated by male concerns. Although cancer
affects significant numbers of women it is only in recent years that
sustained research focusing on breast and cervical cancers has
been apparent, and despite the growing number of women who
are victims of heart disease there is still little research into the
experiences of women suffering heart attack and heart failure.

A more striking contrast can be found in the discrepancy
between the extensive literature about the ‘fearful deaths’ from
cancer and AIDS with the relative neglect of miscarriage and
stillbirths — fearful and feared deaths which affect many women. It
is suggested that in the UK around 7,000 babies a year are born
dead or die in the first week after birth (Rajan and Oakley 1993).
In our society it appears to be women who bear the brunt of
dealing with such ‘tabooed deaths’ both as victims and as carers of
the victims. The attitudes of health staff may contribute to the
difficulties some parents may experience in handling their sense
of guilt, especially as some of the medical explanations for early
deaths may reinforce individualistic explanations and victim-
blaming tendencies (Lovell 1983 and in this volume).

Reactions to such early deaths are rooted in the ways in which
societies value different categories of people. In pre-industrial
societies there were high rates of death at the start of life, and such
life was not highly valued. Entry to the social world was marked
by survival until a ceremony of naming (e.g. baptism) took place,
at which point the infant became socially recognised as a member
of the community. Deaths prior to this time were scarcely
recognised and infants and stillbirths did not receive full funeral
rites (Hertz 1960). In modern society, where it can be presumed
that infants will live and there are comparatively few births, early
deaths are traumatic and potentially threatening; with most
deaths occurring in old age it is now the deaths of the old which
are undervalued. However, in modern society the ways in which
the experiences of women with deaths at both the start and end of
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life are ignored and disregarded reflect the lower esteem placed
upon women throughout the life course and in most areas of
social life. The grief of women whose children have died either in
utero or around the time of birth is made illegitimate through
bureaucratic and ritual procedures which deny the social identity
and meaning of the dead child or of ‘failed’ mothers.

The neglect of gender as an important substantive or
explanatory category in the literature about modern death, dying
and bereavement is similar to the general neglect of gender within
academic circles prior to the 1960s. Second-wave feminism
introduced the concept of gender into academic agendas. It
highlighted and problematised gender issues, and particularly the
subordinate social position of women, as reflected in research and
writing within a whole range of academic disciplines. On the
academic front feminism was a movement which called for more
than just the inclusion of women in the academic community and
in research studies. The political struggles of the late 1960s
engendered not only activism oriented towards cultural and social
change but also intellectual debate aimed at transforming the
theoretical (masculinist) perspectives underpinning many
academic disciplines. Thus the activists of the late 1960s fought
around issues which, by the late 1970s, were being addressed by
sociologists and a range of other social theorists and which
demanded a reconceptualisation of the nature of knowledge
itself. Core areas of attention were the documentation of gender-
based social inequalities; the development of theories to explain
women’s subordination (focusing on aspects of society such as
capitalism, patriarchy, the family, language, and women’s ‘natural’
reproductive roles); the problematising of academic knowledge
which rendered invisible the interests and experiences of women;
and debates about the nature of gender itself.

Oakley (1972) defined gender as the social elaboration of
biological sex differences. Thus sex referred to bodily difference
and gender referred to social difference. This distinction
underpinned research within anthropology and sociology which
undermined naturalist arguments about women’s place within
society, and indeed gave such work its political edge. For example,
naturalist arguments saw women’s social position as wives and
mothers and their ‘nurturant’ and emotionally expressive
behaviour as based upon their distinctive biological capacity to
bear children and to lactate. Once gender came to be clearly
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conceptualised as socially constructed rather than ‘naturally’ or
‘biologically given’, it was amenable to social change. Later
theorists have problematised the straightforward distinction
between the endowments of ‘nature’ and the constructions of
‘society’ (Grosz 1994). Instead, they argued, the body itself and
the differences between women’s and men’s bodies, are ‘mapped’
and known through culturally specific gendered knowledges. This
is a deeper critique of the accepted sexual order which claims that
differences between ‘men’ and ‘women’ are produced within
discourse, within the flow of daily thought and practice. An
individual’s gender is no mere cultural overlay which
encompasses innate sexual differences; instead it is constituted
through unfolding performances of femininity and masculinity
which are predicated upon everyday taken-for-granted naturalist
assumptions about the individual’s ‘sex’. Such assumptions,
however, are profoundly cultural. Thus, the ways in which the
body itself is perceived and experienced are gendered (Butler
1993). This includes, of course, the dying body.

One manifestation of gender differentiation within death,
dying and bereavement concerns the area of care. Walter (1993)
points out that the medicalisation of death in the eighteenth
century saw a ‘de-feminisation’ of what had previously been an
area of female control — the dying and dead body. In subordinate
roles of informal carers and nurses, women nonetheless continued
to undertake the more menial tasks of care. For example, the care
of the dead body, which had come to be seen as distasteful by the
end of the nineteenth century, constituted the one area of work
remaining to the ‘handywomen’ who had acted as both layers-out
and midwives in Coventry up until the 1920s (Adams 1993).
Nurses (predominantly female) are the main group performing
such bodily care in modern society although funeral directors
(predominantly male) may also be involved. Women have
continued to meet the need for care in more mundane ways both
as unpaid ‘lay’ carers of the chronically ill and dying (Ungerson
1987) and as the main ‘front-line’ carers in the health service. In
both roles the practical and emotional labour of women is central
to the care of dying people, although the latter may be
undervalued and overlooked.

Women are also central to the process of making sense of
death. Cline (1995) argues that ‘lifting the taboo’ on death, dying
and bereavement is something which women in particular can and
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should achieve. Indeed she argues that women rather than men
suffer as a result of the ‘taboo’ in that they are charged with the
tasks of nurturing and nursing, both of which make them
vulnerable to suffering. In this volume Neil Thompson maintains
that the grieving of males is hindered by negative views of
masculine responses such as anger, and argues for a more flexible
expression of emotion. Gordon Riches and Pam Dawson in their
chapter challenge the conventional wisdom about gendered
responses to grief in their examination of the ways fathers and
mothers try to make sense of the death of their child.

Within the literature on death women have often represented
the unacknowledged empirical basis of theorisation. The most
obvious example of this is in the area of grief and bereavement
where married women’s grief following the death of a husband
has been extensively documented. While women’s grief has
constituted core interview data, the gendered nature of this
material becomes invisible when used as a basis for theorisation.
The influential work of Parkes (1972) and Bowlby (1981) drew on
studies of widows in order to develop models of bereavement
which were then used to frame bereavement as a universal rather
than culturally variable experience. It is plausible to argue that, as
a result, while positing a general model which is equally
applicable to men and women, their theories simply reflect the
experiences of married women. For example, the notion that
bereavement can be seen as a loss of the self most closely
corresponds to the experiences of widows whose self-identity
derived from the man they married, whose name they took, whose
domestic life they serviced and upon whose income they
depended.

More recently the deaths of women have come to attract
considerable attention, as Bronfen (1992) and Pickering,
Littlewood and Walter (this volume) indicate. Here again,
however, they are highlighted according to their positioning
within a patriarchal society. In Bronfen’s view, it is the otherness
or alterity of women which brings them, once dead, into view. She
argues that within a patriarchal society which would deny death,
its inevitable occurrence makes such repressions impossible to
sustain. However, by localising what is a universal aspect of
human life at the site of the woman’s body, death can be
acknowledged and indeed contemplated, but at a distance from
the male self. Littlewood, Pickering and Walter show how the
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Table 1.2 Place of death, England and Wales, 1992

Place of death Male Female All
NHS Hospital 56% 53% 54.5%
Communal establishments” 13% 25% 18.5%
Own home 25% 19% 22%
Other 5% 3% 4%
Number of deaths 271,732 286,581 558,313

Note: “Includes hospice deaths, which account for approximately 4 per cent of
all deaths

Percentages do not sum to 100 due to rounding

Source: Mortality Statistics, General: Review of the Registrar General on Death
in England and Wales 1992, (1994) Office of Population Census and Surveys,
London: HMSO, Table 7

contemporary visibility of dead women, in the form of young
victims of sexual attack, also serves to reinforce existing
patriarchal structures through what they call ‘moral’ tales. As
Hockey’s chapter in this volume argues, women have been made
to stand for the Other, whether in grief or in death, and as such
they provide a means of safely contemplating the ephemeral
nature not only of human ties but also of human life itself.
Hallam’s chapter in this volume takes us further. Drawing on
historical material she describes differences between
representations of women and their own accounts to identify a
means of examining personal and social relations in the context of
life-crisis events.

Practically there are important differences between men and
women in terms of how they die (i.e. the cause of death) and
where they die (the place of death) (Field and James 1993, Seale
and Cartwright 1994). We have already noted the relative lack of
research interest about female causes of death. Table 1.2 shows
that men are more likely to die in their own homes than are
women and that women are almost twice as likely to die in
‘communal institutions’. That is, they are more likely to die in
nursing and residential homes. This is partly a product of the
greater longevity of women in our society. Although there has
been research into the experiences of dying in hospitals and
hospices this has rarely paid much attention to gender differences.
With respect to deaths in the home, it is well known that the
gender differences in the patterns of care-giving which have been
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demonstrated elsewhere prevail. Female relatives (spouses and
daughters) provide the bulk of the ‘lay’ care of the dying and
where the husband is the main carer he is more likely to receive
support in his caring from formal and lay sources. There is little
research into the experience of dying in communal institutions,
where the majority of women over the age of 85 will die. In one of
the few such studies Hockey (1989) notes that women’s ‘self-
identity’ is put at greater risk than men’s once they become
dependent upon the care of other women.

While comparatively little research attention has been paid to
women’s experiences of death and dying, women have made a
major contribution to the ways in which modern societies
conceptualise and care for the dying and the bereaved. Despite
the shift of the place of death from the domestic home where
women played a central part to the hospital where medical men
exercised direction and control, from the late 1950s onwards there
has been a ‘re-feminisation’ of the care of the dying and the
bereaved. This has in part been a reaction against the
‘medicalisation’ of death (Blauner 1966, Illich 1977, Field 1994)
and has been associated with the growth of the death-awareness
movement in the USA (Lofland 1978) and in Britain with the
growth of the modern hospice. In this context, women have not
only been active but also found prominence as charismatic
leaders (James and Field 1992). Elizabeth Kubler-Ross (1970)
provided a seminal account of psychological reactions to dying
which has had an international impact both on the ways in which
the experience of dying is conceptualised and on the ways in
which doctors, nurses and other health and social care staff are
trained. Cicely Saunders has had a similarly powerful
international impact with her emphasis upon meeting the needs
of the dying in a holistic way and her practical demonstration of
how this can be achieved through hospice care. Cruse —
Bereavement Care, the British national organisation for bereaved
people, provided initially for the social and emotional needs of
widows and was founded in 1959 by a widow, Margaret Torrie.

DEATH, ILLNESS AND ETHNICITY

Discussion and debate about the nature, basis and meaning of
ethnicity have been extensive and ongoing (Jenkins 1994, Lal 1983,
Rex and Mason 1986, Smaje 1996). However, for our purposes
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Table 1.3 Patterns of mortality among minority ethnic groups

AFRICAN Higher death rates: strokes, high blood pressure,
violence/accidents, maternal deaths, tuberculosis
Lower death rates: bronchitis

SOUTH ASIAN  Higher death rates: heart disease, diabetes, violence/
accidents, tuberculosis Lower death
rates: bronchitis, certain cancers

CARIBBEAN Higher death rates: strokes, high blood pressure
violence/accidents, diabetes, maternal deaths.
Lower death rates: bronchitis

Source: Whitehead (Townsend, Davidson and Whitehead 1988)

it is sufficient to note that ethnicity is generally agreed to refer to
a collective awareness of shared origins of descent and is a
relational concept referring to a sense of identity as a member of a
group and to difference from others. Although ethnicity is often
attributed on the basis of physical characteristics such as skin
colour, it is not founded on any credible biologically
differentiated ‘races’. Ethnicity, like gender, is a socially
constructed resource based upon religion, language and
nationality.

In practice ethnicity in modern Britain is attributed upon the
basis of ‘country of origin’. Using this definition in the 1991 census
5.5 per cent of the population were defined as belonging to
minority ethnic groups. The two largest aggregates were ‘black’
(1.6 per cent) from the West Indies or Africa, and ‘Indian’ (1.5 per
cent) either directly or indirectly from the Indian sub-continent
(more frequently referred to as ‘South Asian’). Many members of
minority ethnic groups were born in the UK (over 50 per cent of
‘blacks’ and 40 per cent of ‘South Asians’). Indeed, 80 per cent of
minority ethnic group members under the age of 25 were born in
Britain, compared with 15 per cent of those over 25 (General
Household Survey 1992).

The evidence about ethnic differences in health and health
care in modern Britain is less extensive and well founded than
that already discussed with respect to gender. Smaje (1995)
provides an authoritative and detailed review of this evidence
which informs our discussion here. One of the major difficulties is
that much of the available evidence refers to migrants to Britain.
Looking at overall mortality rates, Black and South Asian
immigrants currently have overall mortality rates slightly higher
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than, but not dissimilar to, those of the British-born population,
although immigrants from Ireland have much higher death rates.
Within this pattern there are significant differences (Table 1.3).
For example, while there has been an overall decline in infant
mortality for all minority ethnic groups from the mid-1970s, these
still have rates above the national average. Caribbean- and
Pakistani-born mothers have particularly high rates of infant
mortality whereas mothers born in Bangladesh and in East Africa
now have infant mortality rates below those of UK-born mothers
(Table 1.4).

A look at the major causes of death and illness in the UK shows
that members of minority ethnic groups tend to have higher levels
than the norm, although there are important exceptions to this
and rates vary between different minority ethnic groups (Table
1.5). Circulatory diseases are a major source of morbidity and
account for 40 per cent of all deaths in the UK. There are higher
mortality rates from coronary heart disease than the national
average among all males and females amongst minority ethnic
groups, except for Caribbean males and females who have lower
rates. In general women have lower levels than men. The
particularly high rates among South Asian groups are likely to
increase over time as these groups age. For strokes, rates are much
higher than the national average and this is a major cause of death
for all minority ethnic groups. The third highest cause of death
among minority ethnic groups is cancer. Here the Irish have
higher rates and blacks and South Asians lower. It is perhaps
worth noting that there has been relatively little research on the
risks for cancer in these groups, partly because ethnicity was not
recorded on cancer registrations. Despite the lower death rates
among people who are black and South Asian cancer is an
important cause of death which is likely to increase as health-
related behaviour, for example in terms of smoking and diet, has
changed in these groups. Respiratory diseases are another major
source of morbidity in the UK population. Here Irish migrants
have the highest rates for all conditions. Black and South Asian
groups have lower rates for bronchitis and asthma but have very
high rates for TB. They also have higher rates for pneumonia, with
the exception of African-Caribbean men. As Smaje and Field
discuss in this volume, the younger demographic profile of most
minority ethnic groups has important consequences for their
patterns of mortality.



Table 1.4 Infant mortality by mother’s place of birth, England and Wales, 1982-5

Mother’s place  Infant Mortality  Perinatal Mortality Neonatal Mortality Postneonatal Mortality
of birth Rate N°  Rate N+ Rate N Rate N
UK 9.7 21,515  10.1 22,503 5.6 12,438 4.1 9,077
Eire 10.1 269 104 279 5.9 158 4.1 111
India 10.1 459 125 576 6.1 278 3.9 181
Bangladesh 9.3 145 143 225 6.5 101 2.8 44
Pakistan 16.6 892  18.8 1,022 10.2 549 6.4 343
Caribbean 12.9 274 134 288 8.4 179 4.5 95
East Africa 9.3 255 128 351 6.3 172 3.0 83
West Africa 11.0 128 127 149 8.0 93 3.0 35

Notes: * Number of deaths
+ Number of deaths and stillbirths

Source: Balarajan and Raleigh (1990) (cited in Smaje 1995). (Reproduced by permission of the Controller of HMSO and the Office for
National Statistics and the King’s Fund Centre.)
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Table 1.5 Mortality age 20-69 (Standardised Mortality Ratios),
England and Wales, 1979-83

Birthplace All Breast  Lung Coronary Cerebro-
causes cancer  cancer  heart vascular
disease disease

All Ireland M 147 126 114 123
F 123 100 139 120 117
Indian Sub- M 111 47 136 153
Continent F 94 71 38 146 125
Caribbean M 90 35 45 176
Commonwealth F 114 78 32 76 210
African M 115 39 113 163
Commonwealth F 127 77 75 97 139

(SMRs England and Wales = 100)

Source: Balarajan and Bulusu (1990) cited in Smaje (1995). (Reproduced by
permission of the Controller of HMSO and the Office for National Statistics
and the King’s Fund Centre.)

Some of the explanations for ethnic patterns of mortality and
illness are similar to those given to explain gender differences.
There are potentially serious artefactual effects relating to the
difficulties in operationalising ethnicity, the reliance upon small-
scale, local studies, and the use of immigrant rather than British-
born populations. In particular many studies are
methodologically flawed. All of these difficulties apply to the
limited number of studies looking at the provision of services to
terminally ill minority ethnics group patients. As with sex, genetic
factors are involved with a few conditions, such as sickle cell
disease, to which members of Afro-Caribbean, Asian and other
ethnic minorities are particularly vulnerable. However, the effects
of such factors are insufficient to explain the broad sweep of
ethnic differences. They certainly cannot explain the apparent
lack of service use by many groups.

The effects of migration have been considered. Most ‘first
wave’ immigrants were male, with younger, fitter and more
wealthy individuals being most likely to have the energy and
resources to cope with the difficulties of long-distance migration.
It is sometimes argued that the poor health of Irish migrants
reflects the relative ease of their migration to Britain. There are a
number of negative consequences for health of migration
associated with the disruption, stresses and losses it entails. Causal
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influences have been sought in the stresses of migration, the
material deprivation of immigrant minority ethnic groups and the
effects of racism and discrimination. The latter two factors are
thought to persist as important influences upon the health and
illness experiences of minority ethnic groups in modern Britain.

Cultural and behavioural differences are popular explanations
for ethnic inequalities in health. Minority ethnic communities in
Britain may maintain distinctive definitions of illness and
traditions of health care (e.g. Bhopal 1986; Krause 1989) and their
health beliefs and knowledge may be incongruent with that of the
health services (Donovan 1986). It is known that knowledge of
and attitudes towards services may affect use. Older American
studies suggest that ways of experiencing pain, interpreting
symptoms and relating to the medical profession vary between
ethnic groups (Zborowski 1969, Zola 1966, Bates 1987) and there
is anecdotal evidence to suggest a similar situation in Britain.
Linguistic difficulties mainly affect older people, especially
females, and may be an additional factor.

Language difficulties, religious differences and family customs
may generate or exacerbate misunderstandings between minority
group members and health workers. Ethnocentrism and
insensitivity to cultural difference may mean that service delivery
and provision may unthinkingly take the white middle-class
pattern as normal. For example, taking the isolated nuclear family
as the norm may lead to ignoring and excluding extended kin
from participation in birth, death and chronic illness, especially in
hospitals. Cultural and religious customs may not be adequately
taken into account during physical examination, visiting the sick
in hospital, diet, and dealing with death and dying. The
recognition of such factors has led to the view that health workers
need to be aware of, and show respect for, the values, beliefs and
traditions of minority ethnic patients. However, attempts to use a
‘cultural approach’ are sometimes unrealistic, particularly when
they lead to attempts to change a whole way of life. They can,
therefore, become demeaning and unintentionally racist.

As with the well documented social class differences in
mortality and illness (Townsend ef al. 1988) material conditions
can account for many of the health problems of minority
communities. In this view, the poorer health status and higher
levels of mortality of some minority ethnic groups are due to their
material deprivation and disadvantage. This is widely accepted
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with respect to class inequalities in health but less often
recognised in discussions about deprived minority ethnic
communities. Factors which have been identified are that
unemployment is higher among most minority ethnic groups, and
that a disproportionate number of people from ethnic minorities
are found in low-pay occupations and are more likely to
experience poor working conditions such as outwork and unsafe
work sites. It seems clear that material disadvantage does
contribute to higher mortality rates among a number of minority
ethnic populations (Andrews and Jewson 1993).

As noted, racism and discrimination are felt to have an
important — though hard to specify — influence upon illness and
the use of health services. One indication of the potential size of
the problem is that ‘official police figures’ indicate that rates of
racial violence in England and Wales more than doubled from
4,000 in 1988 to over 8,000 incidents in 1993 (Labour Party 1994).
We need to distinguish between individual and institutional
racism and between direct and indirect discrimination. On
occasion, the lifestyles of minority ethnic communities have been
portrayed as irrational, ‘exotic’ or inferior. The implication is that
minority communities should solve their problems by adopting
‘rational’ and ‘sensible western’ modes of behaviour. Indeed, a
number of health education campaigns have been launched along
just these lines. This view fails to recognise the racist stereotypes
sometimes incorporated in health services and neglects material
deprivation as a source of health problems. Sometimes it seems as
if such biological explanations are used as an excuse to do nothing
or are used to ‘blame the victims’ — for example, high rates of
congenital abnormalities among Pakistani mothers are blamed
upon consanguinity despite the lack of firm evidence to support
this interpretation (Smaje 1995: 42).

Another way in which indirect discrimination may work is by
its effect upon the quality of and access to services for minority
ethnic groups. Because their communities are often located in
inner city areas, there are fewer services available to minority
ethnic groups and they are more likely to encounter poorer
quality NHS services and facilities. This may contribute to their
poorer health and raised rates of mortality. For example, raised
levels of infant mortality among South Asian babies may be
linked to the poor quality of obstetric advice given to Asian
mothers (Clarke and Clayton 1983). Lack of information,
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particularly written information in the language of choice, is
another factor identified in local studies of use of breast and
cervical screening, ante-natal and palliative care services. Failure
to link and integrate services within community structures, for
example by using religious and community centres to disseminate
information or as places of service provision, is another perceived
weakness. There is also concern about direct racism and
discrimination in service delivery as it is clear that some health
professionals discriminate against some minority ethnic group
members which may contribute to the lower use of services.

ETHNICITY, DEATH AND BEREAVEMENT

The sociological and anthropological literature about death and
ethnicity in modern societies is restricted in both its volume and
scope. The most substantial study is that by Kalish and Reynolds
(1976) who studied ‘white’, ‘black’, ‘Japanese’ and ‘Mexican’
American groups in Los Angeles. They found a number of
differences between the groups. For example, black Americans
had the lowest expressed preference to die at home and the least
need to have family members spend time with them, as religious
belief and church communities replaced the family for social
support. They also had the highest overall life expectancy despite
higher mortality from cancer, strokes and diabetes. White and
Mexican Americans showed a greater reluctance to admit to pain
than black Americans. Kalish and Reynolds also found
differences between the groups in their wish to have someone
told if they were dying. Three quarters of the white Americans,
nearly two thirds of black Americans and one third of Mexican
Americans said they would want someone to be told.

More common have been accounts of the death beliefs and
funeral customs of different ethnic groups focusing upon ways of
dealing with the body and with the ‘spirit’ or ‘soul’ of the deceased
rather than upon the experience of death and dying in these
groups. For example, in Britain there have been accounts of
Jewish (Katz 1993), Hindu (Firth 1993a, 1996) and Sikh (Firth
1993a, Kalsi 1996) attitudes and practices. Such literature,
reflecting its mainly anthropological origin, has focused upon
‘cultural’ rather than social structural factors and is little more
than descriptions of various cultural beliefs and practices of
disposal. Kalsi (1996) indicates that Sikh funeral practices in
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Britain exhibit both continuity and change, while retaining their
important role of transmitting traditional values. However, a
fundamental weakness of this literature is its insensitivity to the
processes of change which occur as minority ethnic groups adapt
to their new societies. Jonker (1996) describes such processes and
the ambivalence surrounding them among Muslim immigrants in
Berlin, highlightingthe central roles of religious leaders and
undertakers in mediating between competing religious, cultural
and practical demands. Her chapter in this volume extends this
analysis further.

In Britain a similar ‘culturalist’ approach has been adopted to
address the perceived failings of the NHS to respond adequately
to the needs of minority ethnic clients. Recognising that ignorance
of ethnic beliefs, practices and values contributed significantly to
service failures, a series of ‘checklists’ or ‘cultural factfiles’ was
produced to inform health-care workers about cultural
differences and sensitise them to the need to shape their care
work to accommodate these (e.g. Henley 1987). Such information
has been used by palliative care workers, often amplified to
include detailed information about death, dying and bereavement
(e.g. Firth 1993b, Neuberger 1993). Irish and colleagues (1993)
have produced similar material exploring variations between
selected ethnic groups in the USA, supplemented by the
reflections of professional practitioners. Despite the good
intentions and undoubted benefits of the use of such material
there are also significant disadvantages resulting from the way
such information is used, as Gunaratnam argues in this volume.

While ethnicity, like gender, is an important source of identity
which must be recognised and respected by those working with
dying people there is little consensus about how to carry this
insight into practice. For example, Ajemian and Mount comment:

Each person — health professional, volunteer, patient or family
member — has a unique understanding of life and its meaning.
This has been moulded by ethnic origins, social class and family
expectations, as well as previous exposure to religion and
philosophy. . . . To be effective, members of the helping
professions must first understand themselves in relation to
their own social mores, prejudices and world view — working
out their own structure and meaning.

(1981: 19-20)
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Hardly a recipe for action! It is thus unsurprising that a special
edition of the Hospice Journal (Infeld, Gordon and Harper 1995)
concluded that ‘while many people are individually
knowledgeable and culturally sensitive . . . few hospices have
systematically planned services to culturally diverse groups’. In
part this reflects a lack of attention to the material conditions
which shape the experiences of minority ethnic group members.

CONCEPTUALISING THE RELATIONSHIPS BETWEEN
DEATH, GENDER AND ETHNICITY

There is now a substantial body of work assessing the effects of
demographic changes such as changing expectations of life and
migration, changing economic and material conditions, the
transformation of family and household structures, changing
gender relationships, increasing expectations of health care,
secularisation and urbanisation upon patterns of death, dying and
bereavement. In this chapter we have been mainly concerned
with reviewing the evidence about differences in the patterns of
illness and death between men and women and among ethnic
groups in modern British society and possible explanations for
these. However, while the applied nature of such work makes it
accessible to health providers and purchasers, it is of only limited
value for a wider understanding of the complex interrelationships
which affect experiences of death, dying and bereavement. For a
deeper appreciation and understanding of how gender and
ethnicity relate to death, dying and bereavement in modern
society we need to turn to broader sociological conceptualisations
of gender and ethnicity. In the concluding chapter to this volume
Small argues that ‘post-modernist’ approaches have much to
offer. Here we briefly outline longer established sociological
conceptualisations of the relationships between individuals and
groups with the broader social structures which shape and
influence their lives and suggest how these conceptualisations
have contributed, or might contribute, to a broader understanding
of our topic.

Any adequate account of the relationships between death,
gender and ethnicity must be informed by a view of the nature of
modern societies and how they ‘work’. Typically such views
remain implicit and unexamined. In sociology and anthropology
the dominant explanatory framework is that of ‘functionalism’ or
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‘systems theory’. The theoretical assumptions behind this
approach are that societies and social organisations have a social
reality and ‘facticity’ of their own, independent of the individuals
who comprise them. Thus they can, to use Durkheim’s phrasing,
be treated as ‘social facts’ in their own right (Durkheim 1950). It is
further assumed that societies are made up of different but
interrelated ‘parts’ — such as families and social institutions. These
co-exist in some sort of stable balance, with the parts affecting
each other in a reciprocal manner. Thus change in one part of the
society, for example the occupational structure, will have
consequences for other aspects of the society such as family and
household structures and patterns of disease. These in turn will
have consequences for the occupational structure. For example,
changes in industrial technology lead to increasing use of parttime
female labour, contributing to the enhanced economic status and
independence of women, rising divorce rates and higher levels of
stress-related illness.

Writers within the sociology of health and illness have drawn
upon the full range of theoretical positions (Scambler 1987,
Gerhardt 1989), but much of the empirical work we reviewed
reflects the functionalist approach. Gender and ethnicity are
largely treated as ‘social facts’ which represent real and significant
dimensions of social experience with the intention being to
establish interrelationships between these different aspects of
social reality in order to explain differences in health status and
health outcomes such as premature mortality. In such work causal
relationships may be uncovered and unintended consequences of
social action may be discovered. Thus, explanations of gender or
ethnic differences in mortality and illness behaviour are largely
concerned with explaining ‘real differences’, although discussions
of artefactual explanations and the effects of social constructions
of reality also figure. This can be very fruitful. For example, Smaje
and Field in this book draw upon such literature to focus the
growing concerns about the apparent absence of minority ethnic
group members from palliative care services. However, at best
such an approach is limited to the analysis of patterns of
behaviour and the establishment of the broad social factors which
shape or ‘structure’ individual behaviour. The functionalist
approach has also been criticised for its conservative tendencies
to place too much emphasis on consensus and shared values and
to accept the ‘status quo’ as unproblematic and ‘normal’.
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The Marxist or political economy approach, while accepting
the idea of societies as systems of interrelated parts, emphasises
the unequal distribution of power and resources within societies
and the conflictful nature of competing interests (Doyal and
Pennell 1979). This approach gives explanatory priority to
‘material’ factors such as working conditions, income and housing
when explaining differences in mortality and illness between
different groups. For example, differences in the health of
minority ethnic groups will be seen as resulting from their
economic positionswithin society. Most women and most minority
ethnic groups are economically disadvantaged within capitalist
societies, are politically and socially disadvantaged and
consequently have worse health than more advantaged males and
the dominant ethnic group.

Political economy analyses draw attention to the consequences
of power and resources for health and mortality. They further
demonstrate the ways in which power is maintained through the
actions and the ‘ruling ideas’ of social groups such as doctors. The
biomedical model, with its emphasis upon individuals as the site of
disease and upon medical (and social) intervention, functions to
deflect attention away from the fundamental underlying economic
and social inequalities which are the prime source of inequalities in
health. In this analysis, medicine and the health system serve as
important sources of social control in maintaining the structures of
inequality in society. Such an approach informs some feminist
analyses of the patriarchal nature of society. The insistence that
material differences cross-cut and interact with those of gender
and ethnicity is important, as insufficient attention has been given
to such inter-relations. While gender and ethnicity are themselves
important social divisions, they are not homogeneous but
heterogeneous categories. However, as with functionalist
explanations, this approach is limited to the analysis of the societal
factors which shape or ‘structure’ individual behaviour.

Structuralist and post-structuralist frameworks have also been
significant. For example, some anthropological accounts of death
rituals reflect the influences of Lévi-Strauss (1968). The
structuralist view is that social reality is experienced through sets
of symbols or images which comprise an internally consistent
system of meanings. Such work reveals the relationship between
the beliefs and practices through which death is managed and
those which pervade all aspects of the life within the culture. It
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also emphasises the need to examine death and dying within its
wider social context by asking what death rituals reveal about the
broader structuring of social life, for example, how the treatment
of the dead body relates to the treatment of the living body. With
its emphasis on elucidating the ‘deep structures’ which provide
coherence to the management of both life and death, this
approach does not fully address either the range of meanings and
functions of ritual symbols or their mutability over time. The
straightforward structuralist connection between an image or
signifier (e.g. a black-coated figure with a scythe) and its meaning
or signified (Death the reaper) has been questioned. Instead,
poststructuralists argue, images or symbols can be read or
interpreted in a variety of ways and their meanings can change
over time. Signified and signifier carry no fixed relationship to
each other and their meaning is a product of the social position of
the reader. This seems to offer a fruitful line of approach to
theorising genderand ethnicity-based differences.

Interactionist sociology has made a major contribution to the
understanding of how individuals make sense of their illness
experiences, including dying and death (e.g. Roth and Conrad
1987). In contrast to the previous approaches it emphasises that
the meaning of behaviour to the individual is crucial and that such
meanings are both shaped by and define the social contexts of
behaviour. In particular the approach stresses the roles of
individuals in shaping and controlling behaviour. In this view
social structures are not fixed and given ‘social facts’ but are
continually being re-affirmed, maintained and changed in day-to-
day interactions (both consensual and conflictful) between
individuals. Particular emphasis is placed upon communication
and meaning and how these affect the experiences of (dying)
patients, their families, their relatives and others close to them,
and those caring for them. There is now a substantial set of
theoretically informed accounts of ‘illness careers’ which describe
how people come to recognise themselves as ill (or dying), the
critical ‘turning points’ or crises along the way to the management
of the condition, and the negotiation and subsequent
incorporation of altered identities and self-conceptions into new
patterns of social life (Roth and Conrad 1987, Strauss 1994).
Another body of work has looked at how the social contexts of
organisations influence and shape individual behaviour and the
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provision of care. For example, how the social organisation of
hospitals constrains and shapes medical and nursing work with
dying patients (Glaser and Strauss 1965, Field 1989).

Interactionist work has provided rich, detailed and informative
accounts of the experiences of illness and, to a lesser extent, of
dying, which may be used to inform practice. However, such work
is mainly limited to small-scale studies within organisations or to
looking at disease conditions. Further, such studies rarely address
the effect of broader social constraints upon individuals, such as
political and economic structures. Thus, although valuable at the
individual level, they can make only a limited contribution to our
understanding of broader social and historical factors.

An alternative approach to understanding the meaning and
experience of illness and, especially, of dying and grief, is the
psychoanalytic or psychodynamic approach. In contrast to the
interactionist approach which assumes that the way an individual
behaves is continually open to change, this approach assumes that
individual behaviour is based upon the early shaping of
biologically given needs and drives which remain basically
unaltered throughout a person’s life. In this approach individuals
are seen as ‘closed’ homeostatic entities with patterned and
predetermined ways of responding to crises such as death and
illness. Explanations of their reactions to illness, dying and the
death of another are to be sought within the experiencing
individual rather than in the social contexts and social
relationships within which these experiences occur. For many
anthropologists and sociologists this approach with its
individualistic and deterministic model of interpretation is both
misleading and unbelievable, even in its more social and less
deterministic forms. Furthermore, its ethnocentric and masculinist
framework raises questions about its adequacy for interpreting the
behaviour of females (although some feminists have drawn upon
this approach) and individuals from nonEuropean cultures.
Despite such misgivings, this approach has been very influential
within the social sciences. Within our area of concern it has exerted
significant influence upon the care of dying and bereaved people
by health professionals. The impact of Kubler-Ross’s
psychodynamic conceptualisation of psychological reactions to
dying (1970) and of Parkes’s similar conceptualisation of the stages
of grief (1972) upon the work of doctors, nurses, social workers,
counsellors and other care workers cannot be underestimated.
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This overview chapter has provided an empirical and
theoretical introduction to the broadly defined topic area of this
book. Drawing on work from the sociology of health and illness, it
has tried to indicate how this material might be developed in
order to refine current understandings of the relationships
between gender, ethnicity and death. Some of the authors who
follow are identifying new questions about the relationship
between death and gender and between death and ethnicity while
others are developing themes relating to specific aspects which
they have been working on for some time. By locating their work
within existing theoretical and substantive approaches to sickness
and death and by drawing upon the insights of sociology and
anthropology in the areas of gender and ethnicity, this chapter
aims to provide a framework not only for their work but also for
that which will follow.
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Chapter 2

Death at the beginning of life
Alice Lovell

INTRODUCTION

This chapter addresses the experiences of losing a baby through
miscarriage, stillbirth or early neonatal death. These losses, often not
viewed as ‘proper’ bereavements, tend to be devalued because there
appears to be no person to grieve for. Birth and death instead of
being seen as two separate events are treated as though one
cancelled out the other. Thus death at the beginning of life is a
neglected area. This chapter will highlight some of the ways in which
these losses have been ignored and consider reasons for this neglect.

After outlining problems of definition, birth and death will be
set into the medical context. Death at the beginning of life will be
viewed in the light of the bereavement literature and I shall then
trace the emergence of miscarriage, stillbirth and perinatal loss as
matters of social concern. ‘Capturing the loss’ is a section based on
an empirical study (Lovell 1983) which illustrates some of the
issues. This is followed by a section which focuses on miscarriage.
It is argued that increasing attention is being paid to the mother’s
needs in respect of stillbirth and neonatal loss. These include ways
to make the baby real by seeing the body, having a funeral and
‘memorialising’ the baby. However, there are conflicting interests
which inhibit similar attention being paid to miscarriage. There
are gaps in scriptures and other religious texts surrounding a//
these losses. These omissions mean that the needs of bereaved
parents, from a range of religious backgrounds and cultures, are
often overlooked. ‘ Religious professionals ’ is a section which
takes up these issues using interview data from a recent study
(Lovell 1995b). The findings have implications for practitioners in
the ‘caring’ professions.
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There are various ways of defining when a foetus becomes a
baby but no definition is uniformly used. Miscarriage, stillbirth
and early neonatal death are not Durkheimian ‘social facts’ but
are socially constructed concepts and anything but fixed. As was
noted in the Perinatal Audit and Surveillance

A live birth is defined as a child who breathes or shows signs of
life after complete expulsion from the mother regardless of the
length of gestation. A stillbirth is currently defined as a child
issuing from its mother after the 28th week of pregnancy which
did not at any time after complete expulsion breathe or show
any other signs of life. Perinatal statistics are bedevilled by
problems of definitions, for example, whether or not the infant
was born alive, and, if not, what the period of gestation was. (Was
the event to be classified as abortion or stillbirth?) . .. Although
the law places the onus of deciding whether a child was liveborn
or stillborn on the parent (or other qualified informant) in
practice the medical attendant usually decides.

(Chalmers and Mcllwaine 1980: 18 — my empbhasis)

There are definitions based on criteria of gestational size, weight
and age. The definitions carry legal, social, ethical and religious
consequences. Definition affects, for instance, the documentation,
as well as assumptions about which are the ‘lesser’ losses. The
definition of ‘stillbirth’ is based on the legal age of viability. In
keeping with medical advances, in 1992, this cut-off was brought
forward to twenty-four weeks (Stillbirth Definition Act 1992) and
prior to this, on 1 January 1986, new stillbirth and neonatal death
certificates were introduced in England and Wales (OPCS 1995,
CESDI 1993). There are religious definitions — for instance,
Roman Catholics consider that life begins at conception. There
are cultural definitions. In some societies, babies are not regarded
as possessing a full, independent existence apart from their
mothers (MacLean 1971, Scheper-Hughes 1992).

As I have argued elsewhere (Lovell 1983), these losses are on a
continuum of pregnancy and external definitions do not take into
account women’s perceptions about what has happened. Official
definitions often bear little relation to women’s feelings.
Nevertheless, these definitions influence the ways in which
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women’s experiences are defined and managed. They play their
part in imposing a ‘hierarchy of sadness’ which assumes that the
earlier the pregnancy fails, the ‘lesser’ the loss.

The hospital, as well as being the usual place of the ‘deathbed’,
is also the usual place of birth. Birth and death have increasingly
been removed from the home to hospital. Throughout history, and
in most cultures, the management of reproduction has been a
female concern. However, modern childbirth practices have been
organised mainly for the convenience of the health professionals,
particularly doctors. In industrialised societies health care in
general, and childbirth in particular, have become the domain of
male professionals (Hugman 1993, Witz 1992). Hospital
confinement has drawn women both as providers and users of
care into a relationship with medicine characterised by male
dominance and female subjugation. For instance, midwives and
many expectant mothers may think that home births are best but
they have been opposed by the medical professionals who favour
hospitals. The home birth issue also throws light on to the key to
the power relations involved. Walter (1994) noted that power lies
in the hands of those who have control over the body. Thus in the
hospital context, on their own territory, at the beginning of life
(childbirth) and the end of life, the professionals set the agenda.

Miscarriage, stillbirth and early neonatal deaths occur during
or soon after pregnancy. Since most obstetricians are men and all
users of maternity services are women, patriarchal structures
contextualise the discourse of encounters. This chapter is
concerned with the ways in which health professionals, religious
functionaries (similarly male-dominated) and society in general
put miscarriage, and particularly early miscarriage, at the ‘bottom
of the bereavement heap’, trivialising women’s experiences and
needs. It is proposed that there is a socially constructed ‘hierarchy
of sadness’ at work. However, this hierarchy, which follows
gestational age as outlined above, does not necessarily reflect the
feelings of the bereaved mother, or indeed of the often
overlooked father. With the development of voluntary
organisations and raised awareness, early neonatal death and
stillbirth are now at least on the bereavement agenda but again, as
with the home birth issue, the extent to which rhetoric is matched
by practice is questionable.
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TABOOED AND DEVALUED DEATHS

Gorer (1965) popularised the view that death is the taboo of the
twentieth century. He argued that those who give in to outward
signs of mourning are stigmatised as morbid. This position is losing
ground to competing views. Anthropological and historical
evidence indicates that most, if not all, human societies have
developed some formal rituals for mourning. However, there has
been a tendency to simplify and speed up procedures. Margaret
Mead found that Manus funerals in 1953 (what she called the ‘New
Way’) were very different from those in 1928 (the ‘Old Way’):

Short mourning is one of the tenets of the New Way . . . the
inconsolable parent or spouse may continue to wail . . . but if
the grief lasts more than two or three days, people become very
much alarmed.

(1956: 273)

Van Gennep developed the concept of rite de passage and
identified patterns of ritual which accompany a passage from one
situation to another. In his analysis of funerals, Van Gennep
contrasted the customs of different societies, their beliefs about
an after-life and the ways that rites of passage were marked. He
suggested that the most widespread idea is that a world similar to,
but pleasanter than, the earthly one exists and that everyone re-
enters. However, he qualified ‘everyone’ as follows:

Thus everyone re-enters again the categories of clan, age
group, or occupation that he [sic] had on earth. It logically
follows that the children who have not yet been incorporated
into the society of the living cannot be classified in that of the
dead. Thus, for Catholics, children who die without baptism
forever remain in the transition zone, or limbo; the corpse of a
semi-civilised infant not yet named, circumcised or otherwise
ritually recognised, is buried without the usual ceremonies,
thrown away, or burned — especially if the people in question
think that he [sic] did not yet possess a soul.

(1960: 152-3)

While women become invisible, swallowed up into a humankind
described as ‘he’, exclusion of the unbaptised within Christianity
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is a recurring issue in the historical, contemporary and
anthropological literature. Indeed, in virtually every religion,
there are clearly set out rules, religious laws and procedures about
what is to be done during the dying process and after the death of
an ‘adult’. The adult or ‘person’ is almost invariably defined with
the male pronoun. On the whole, there is an almost blank page
when it comes to babies. Miscarriage and stillbirth are virtually
absent. These spaces in the Scriptures and religious texts, texts
written by men, go some way to explaining why these losses have
been, and continue to be, overlooked. In a later section of this
chapter, examples drawn from a recent exploratory study (Lovell
1995b) will return to this theme.

Andersson Wretmark (1993) identified problems in ancient
Nordic law in dealing with a dead unbaptised or stillborn infant.
Those who had been blessed but not baptised had a ‘between’
position. They were not entitled to a church funeral but in some
cases could be buried in the outskirts of the churchyard. She also
noted that malformed infants constituted another problem, which
was evident in my own research in the cases of babies with
congenital abnormalities whose identities were ‘spoiled’ (see pp.
39-40 and Lovell 1983). MacLean (1971) noted that very young
Yoruba children were not regarded as possessing an existence
independent of their mothers and, partly for this reason and partly
because their deaths were so common, she concluded that these
infants were not mourned by the community or family apart from
the mother who ‘bewails their passing with wild abandoned
weeping’. In her discussion of ‘Funerals of the Unfortunate’,
Gittings explained that children who died in pre-industrial
England, were given burials slightly less elaborate than those of
adults but essentially similar. In the case of infants who died prior
to their mothers being ‘churched’, grief was kept to a minimum
but they were buried wearing their chrysoms, pieces of white cloth
worn at the baptism:

While the death of small babies was an expected occurrence in
early Modern England and the loss felt either socially or
personally was kept to a minimum, it is significant that their
burial rituals still followed the traditional pattern, the
customary decencies being rigorously carried out.

(1988: 82)
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Gittings contrasted these ‘respectable’ burials of children —
together with various groups of unfortunates (who include
executed criminals) — with the very different treatment accorded
stillborn babies. The latter were barely considered to be human
beings. The vital distinction between these and other children, or
any of the groups of ‘unfortunates’ was again that they had not
received baptism. Their bodies were sometimes left by the
wayside in danger of being eaten by passing animals or simply to
rot. In an attempt to avoid these indignities, a clause in the oath
sworn by many seventeenth-century midwives included the
instruction that any child stillborn should be buried:

In such secret place as neither hog, dog nor any other beast
may come unto it . . . you shall not suffer any such child to be
cast into the lanes or any other inconvenient place.

(ibid.: 83)

Aries (1974) traced changing attitudes towards death within
western culture, with death accepted in terms of destiny up until
the thirteenth century and becoming increasingly individualised
and sometimes depicted in erotic terms between the fifteenth and
eighteenth centuries. He proposed that the twentieth-century
attitude is one of rejection. Aries defined this as ‘forbidden death’:
a technical phenomenon preferably occurring in hospital and
stage-managed by medical professionals. The goal of the hospital
team is an acceptable death without embarrassment to the
survivors and devoid of uncontrolled emotional outbursts. Elias
(1985) noted how death and dying tend to be hidden and Giddens
(1991) took up the theme but referred to the phenomenon as
‘sequestered’ death which poses a threat to rationality and social
management of modernity.

The received wisdom within sociology, professional literature
and in general, proposed that in modern twentieth-century
society, death, dying, bereavement and grief have become taboo
topics. Those working in this area of research have long been
aware of the paradox within this perspective. For a ‘taboo’ subject,
there has been no shortage of literature on the topic! Walter
(1994) is critical of theorising about the ‘taboo-ness’ and
challenges the thesis that death in modern society is privately
present but publicly absent. He also disputes the view that a new
public discourse, that of medicine, has taken over from the old



Death at the beginning of life 35

authority of religion (Walter et al. 1995). As well as suggesting that
there has been a revival of death, and acting as something of an
advocate of this revival, Walter (1994) argues that although death
may be privately absent, it is publicly present. He pinpoints the
mass media as the arena where it is very public and provides a
series of examples in films and on television where death and
dying are central themes. One of the difficulties with this position
is that although films and television do present these themes, they
are depicted in ‘media-bites’. For example, in a television
documentary, the viewer may see a real person dying, a process
which may take many months. For the purposes of the
programme, it is speeded up and compressed into forty minutes.
The dramatisation of a cot death may be presented as a ‘social
issue’ in a soap opera. However, such fleeting public
representations of death, dying and grief in the media arguably
only reflect how our culture continues to reject the issues. These
depictions mirror the truncation of emotional expression and
serve as a metaphor for the ways our society regards death and
dying (see Pickering, Littlewood and Walter in this book).

In contemporary, western Protestant culture there continues to
be token acknowledgement: a funeral, a letter or card of
condolence and a solemn expression when speaking of the
departed. Services celebrating the life of the deceased sometimes
replace traditional memorial rituals. But, as Walter correctly
points out, these are confined to people (usually men) of high
status whose lives are considered to have made a significant social
contribution. Eventually though, and sooner rather than later, the
bereaved find that they are encouraged to return to ‘business as
usual’. It may be claimed that death is a leveller but there are
inequalities in the ways in which a death is marked and the time
permitted for grief.

The losses considered in this chapter are those where life and
death appear to collide. In miscarriage, stillbirth and sometimes
early neonatal death, there is no obvious dying process. There
appears to be nobody to eulogise. These deaths, often without
bodies at all, are unusual deaths. Miscarriage, stillbirth and early
neonatal death continue to be relegated to a different class of
event. They are often seen as unfortunate experiences which
happened to the mother, couched in ‘illness’ terms and not
accorded the acknowledgement which accompanies the loss of a
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person who left a mark on the world and occupied a place in the
memories of the people who knew him or her. These losses are
largely unrecognised and undervalued.

THE EMERGENCE OF STILLBIRTH AND PERINATAL
LOSS AS PUBLIC ISSUES

This section will first consider the work which contributed to the
emergence of stillbirth and perinatal loss as public issues. Second,
some of the ways in which these losses attracted attention in the
media will be outlined. Third, the pioneering changes in
management and the thinking behind them will be identified.

The lack of significance attached to stillbirth and perinatal
death is evident in the literature. Armstrong (1986) traced the
emergence of infant mortality as a socio-medical problem in
Britain in the twentieth century. He noted that not until 1877 were
the deaths of children under the age of one year specifically
reported as the infant mortality rate (IMR). The creation of the
IMR at that time suggests both an awareness of these young
deaths and, more importantly, the social recognition of the infant
as a discrete entity. In the nineteenth century, stillbirth seemed
indistinguishable from miscarriages and abortions. By 1950, a new
statistic emerged — ‘perinatal mortality’ — deaths in the first week
of life plus stillbirths.

Until relatively recently, perinatal issues were studied clinically
solelyinrelation to their aetiology and epidemiology. In the United
States, Bruce (1962) and McLenahan (1962) were probably the
first to look at the reactions of nurses to the mother who has a
stillbirth. Bruce noted that nurses were disturbed by stillbirth and
the mother’s guilt and grief were mirrored in the nurse’s feelings.
She recommended that support be provided for nursing staff so
that they in turn could help the mothers. She pointed out that
nurses tended to overlook the most important gift they could give
to the mother, namely themselves. This paper broke fresh ground
in identifying the ‘emotion’ work involved in nursing. Furthermore,
itis useful at this point to emphasise that much of the imperative for
the provision of support for the bereaved mothers in clinical
settings has arisen from the needs of staff.

In Sweden, Cullberg (1966) published what is probably the first
paper on the psychiatric consequences of perinatal death. During
his psychiatric training in 1958, Bourne treated two patients
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whom he described as ‘capsized’ by losing babies through
stillbirth. Searching the journals and books, he was surprised to
find nothing about the topic (Bourne, Lewis and Vallender 1992).
His observation prompted one of the earliest studies in the area
ten years later. Bourne (1968) identified a professional blind-spot
characterised by the way that family doctors failed to know, notice
or remember anything about their patients who had experienced
a stillbirth. Giles (1970) in Australia examined women'’s reactions
to perinatal death. In the United States, Kennell and Klaus (1971)
called attention to the mourning process when a baby dies. In
addition to her paper entitled ‘Nothing was said sympathy-wise’
(Lewis 1979), Hazelanne Lewis started the Stillbirth Association
in 1978 which later became the Stillbirth and Neonatal Deaths
Society (SANDS). The influence of this work grew slowly during
the 1970s but was accelerated by attention in the national press. A
journalist wrote a personal account of her experience of stillbirth
(Mooney 1976) and a prominent paediatrician, the late Hugh
Jolly, wrote articles in The Times (Jolly 1975a, 1975b) as well as in
the medical press (Jolly 1976). In addition to pointing to the need
to consider feelings of the family, particularly the father, he
pressed for changes in the certification of stillbirth which was a
‘Certificate of Disposal’ without space for the baby’s name. The
Health Education Council (now the Health Education Authority)
published a controversial leaflet (HEC 1979) which raised
awareness in some health professionals and led to a degree of
rethinking by a few individual consultants about the management
of women who experience stillbirth and perinatal loss
(miscarriage was still largely glossed over).

One of Stanford Bourne’s colleagues, E. Lewis, examined the
forces operating on the bereaved mother and her family, and on
the professionals who care for her, to play down the tragedy
(1972,1976, Lewis and Page 1978). He argued that by whisking the
dead baby out of sight and virtually ignoring the stillbirth,
mourning can be inhibited which may result in psychiatrically
defined depressive illness with somatic symptoms. Lewis stressed
the importance of building up memories and ‘bringing the
stillborn baby back to death’, suggesting ways in which this could
be facilitated such as encouraging bereaved parents to see and
hold their dead baby, give the child a name, and be involved in the
arrangements for registration and burial. He emphasised the
importance of a funeral and knowing where the baby is located,
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or, if cremated, knowing when and where this took place. These
ideas differed markedly from usual theory and practice. He
argued that these deaths were not merely ‘just as sad’ as any other
death but that they were potentially more disturbing.
Furthermore, he insisted that the way that they were managed
made things worse. He opposed the usual practice, which he
described as the ‘rugger pass’ designed to remove the dead baby
quickly and close things over as if they had never occurred.

‘CAPTURING’ THE LOSS: AN EMPIRICAL STUDY

In 1974, when working in a pathology laboratory, I saw the
backlog of stillbirth post mortem reports waiting to be typed. It
was the evident lack of urgency combined with the sheer number
which made me ask questions about (a) what became of the
bodies and (b) what was done to help the bereaved parents. The
staff were not entirely sure of the answer to the first question and
answers ranged from ‘they are buried with another body’, ‘they
are incinerated’ to ‘the hospital takes care of them’ (without being
entirely sure who in the hospital dealt with this). In response to
my second question about the parents, I was given an array of
replies including ‘nothing’. I was told that mothers were usually
sent home as soon as possible and encouraged to ‘try again’.
Basically, there was no policy.

I noticed that childbirth and child-death — two distinct life
events — were in temporal collision. One effect of this collision was
that they often became bracketed together by health
professionals, by lay people and even by the parents themselves
creating a setting where acknowledgement that something
significant had taken place was not fully accorded. The
contradictory events of life and death were not simply conflated
into one traumatic event but were treated as if one cancelled out
the other.

The study that I undertook was based on interviews with thirty
health professionals at four London hospitals and twenty-two
bereaved mothers. Some of the factors examined were: seeing the
dead baby, knowing what became of the baby, holding a funeral or
other ritual, hospital management (length of stay and attitudes of
staff), the role of counselling, information given, talking about
what had happened and ways of memorialising the baby. I
explored the relevance of these factors to a mother’s acceptance
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or non-acceptance of the loss. The research was initially designed
to investigate stillbirth and early neonatal death, the manifest
reason for this being to limit the scope of the study (but there
were probably latent reasons associated with my anxieties
connected with the miscarriage/abortion issue). Early neonatal
death was defined as death within a week and stillbirth, in keeping
with the legal definition at that time, was defined as a baby of
twenty-eight or more weeks’ gestation who failed to live outside
the uterus. I had no intention of including miscarriage, either early
or ‘late’. However, during the course of my first interview
(referred to me by a GP as a stillbirth), the interviewee pointed
out that ‘technically it was a late miscarriage’. What this brought
to light was the artificiality and anomalous status of these
categories. Rather than exclude miscarriage altogether, the design
was modified to include four women who had experienced ‘late’
miscarriages (‘late’ being defined as after twenty weeks).

One of my findings was that the mothers who seemed /east able
to make sense of their loss were those whose babies had been lost
through late miscarriage and stillbirth. But these were perceived
by health professionals as ‘lesser’ losses than early neonatal death.
The mothers were less likely to have seen the baby and know
what had become of him or her. They tended to describe
themselves as being in an emotional limbo. There is nothing in law
to prevent the interment of miscarried babies, but in practice it
rarely happened. On the other hand, those mothers whose babies
had lived and then died tended to be the mothers who had seen
and held the baby, made arrangements for a funeral or other
ritual, received explanations from health professionals and had an
opportunity to talk about their experiences.

The professionals played a key part in defining the situation
and the research highlighted attitudes and procedures which
constructed and deconstructed the identities of the mother and
the baby. Explanations from medical staff varied markedly
according to social class differences with the higher
socioeconomic mothers being privileged. Cultural differences too
played a part in the information communicated. The four Asian
mothers were disadvantaged and given little in the way of
explanation as to why their babies had died and not one of the
four knew of the existence of support groups such as SANDS.
Thus, gender, social class and ethnicity shaped these women’s
experiences of their loss.
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A mother’s decision about whether or not to see her dead baby
was influenced by the attitudes of the hospital staff and my study
emphasised the power relationships which shaped the social care.
For instance, one mother who had not seen her dead baby
recounted how her husband &ad been asked but in such a way that
the expected answer was ‘no’. A nurse, holding at arm’s length
what looked like a bedpan, asked him whether he wanted to see
his hydrocephalic, stillborn son. When he shook his head, the
nurse commented: ‘Quite right, you wouldn’t like it .. . it’s an ugly
little thing’ — a remark which added to the parents’ anguish by
devaluing their child. The implication seemed to be that this was
an object, unfit to be seen, unfit to be loved and not worthy of
mourning. In contrast, another mother, who agreed to let the
midwife decide whether her baby was ‘fit to be seen’, saw her baby
when the midwife told her that the baby was ‘perfect’” and ‘too
beautiful for this world’. One baby was defined as beautiful and
by implication, a tragic loss, someone the midwife might have
loved. The other, the baby with hydrocephalus, was defined as

‘ugly’.

MISCARRIAGE

It is estimated that as many as three quarters of all human
conceptions do not result in the birth of a live baby but are lost at
some point in pregnancy (Oakley, McPherson and Roberts 1990).
At least half of pregnancies end in what is defined as ‘miscarriage’
or ‘stillbirth’. The estimates of miscarriage are based on informed
guesses. Pizer and Palinski (1980) put the rate at between 15 and
20 per cent (one in five) of all pregnancies but it may be much
higher. Most occur within the first three months of pregnancy; late
miscarriage is rarer and, again, exact figures are not available.
Around the time of my own study, and shortly afterwards, there
was a growing body of research looking at the psychological
effects of perinatal death (Peppers and Knapp 1980, Forrest 1982,
Estok and Lehman 1983). Miscarriage continued to be neglected.
But in the early 1980s, the Miscarriage Association was started in
Bristol and local groups mushroomed until a National Committee
was formed in 1990 although the organisation is still seriously
underfunded. Texts were published giving explanations, practical
advice, suggestions about coping and illustrated with personal
accounts (Oakley, McPherson and Roberts 1984; Borg and Lasker
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1981; Hey, Itzin, Saunders and Speakman 1989). Much as
stillbirths had been downgraded and not viewed as proper
bereavements, so too these books described how women who
experienced a miscarriage felt this was dismissed by others —
perhaps seen as a necessary loss rather than a significant
emotional experience, in that the foetus was assumed not to have
been viable. This literature offered a plea for more recognition of
miscarriage.

In 1991, Bourne and Lewis, the influential medical pioneers
who drew attention to stillbirth, took a different view, arguing:

Parents of stillborn infants . . . should be encouraged to salvage
everything they can from the experience . . . by contrast . . .
people should not be pushed into magnifying miscarriage
(common, one in three or four pregnancies) into tragedies.
(1991: 1167-8)

While fully agreeing that nobody should be pushed and
acknowledging that individuals react in differing ways to
miscarriage, it is essential to allow people’s experiences to be fully
acknowledged. The frequency of the occurrence is not
particularly comforting and this observation coming from male,
medical professionals can feel insulting and irrelevant.

In her study of miscarriage, Moulder (1990) pointed out that
many women complained about insensitive and neglectful
treatment which made a bad experience worse. Rajan and Oakley
(1991, 1993) found much unhappiness reported by bereaved
mothers in their Social Support in Pregnancy study. Out of their
sample of over 500 women, 217 (43 per cent) had one or more
previous pregnancy losses (miscarriages, stillbirths, neonatal
deaths and post-neonatal deaths). They wanted to discover
whether women who had undergone pregnancy loss (20 per cent
of which were miscarriages) benefited in their physical and
emotional health from social support provided in subsequent
pregnancies. Their data supported my findings that there is a need
for the recognition of the dead baby as a person and for the
legitimation of mourning. They emphasised the importance of the
women’s relationships with health professionals and
acknowledgement that mourning is a healthy, albeit painful,
process. They described it as a ‘natural and healthy’ process. The
extent to which it is ‘natural’ is problematic and cannot be
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examined in detail here. There are no prescriptions. Perhaps
‘miscarriage’ and its repercussions offer a range of post-modern
interpretations. It is salient, however, to refer to Nancy Scheper-
Hughes’ remarkable work on mother love and child-death in
Brazil. She did not suggest that mother love in Alto do Cruzeiro is
deficient or absent but that its expression is shaped by
overwhelming economic and cultural constraints, and she
identified ‘a political economy’ of the emotions (Scheper-Hughes
1992). Her analysis applies equally to interpretations of the
meaning of miscarriage. As well as sociology illuminating these
issues, it is for each bereaved person to define his or her own
meanings.

WHERE ARE WE NOW? SOME IMPLICATIONS FOR
CHANGING PRACTICE

A recent literature search produced over 200 recent articles on
miscarriage, stillbirth and perinatal death. Should this should give
cause for optimism? In recent years, many British hospitals have
recognised the need to amend their policies and practice. In
keeping with guidelines (SANDS 1995, Thomas 1990), some
parents are now helped to see and hold their dead baby, and take
time to say goodbye. In addition to giving mementoes, such as the
wrist band, hospitals help organise a funeral or cremation, and
perhaps entry in a book of remembrance. If the baby is lost prior
to twenty-four weeks, a medical certificate may be given to
acknowledge the baby’s existence (Kohner 1992) even though
this is not a legal requirement.

I suggest that there is still a long way to go. Bereaved parents, at
a vulnerable time, are at the mercy of patchy services, dependent
on individual professional styles. Genuine choices and control
remain illusory. There is no single right answer about, for instance,
what to do with the foetal remains. In the past, small embryos
from abortions and foetal tissues were sometimes disposed of by
giving them to researchers. The Polkinghorne Report (1989)
stated that this should only be done with the parents’ written
consent. These concerns have been raised in the medical press
where it has been noted that ‘the abortus’ has no status and that it
is time for the law to become more sensitive and ‘shed those
artificial barriers of the classification of baby life’ (e.g. Lancet
editorials 1988, 1991). For many women, very early pregnancy loss
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may not be a tragedy, and dwelling upon the disposal of the
remains is inappropriate, but for others, it is the loss of a baby
needing to be mourned and acknowledged. Helen Davies’
research into hospital policies has identified anomalies including
the confusion between incineration and cremation (Davies 1995).
There is evidence that women, at the very least, wish to be
consulted about these matters (Jackman, McGee and Turner 1991,
Bailes-Brown 1995).

RELIGIOUS PROFESSIONALS

In my early study, I noticed that as well as turning to midwives,
doctors, nurses and other health professionals, bereaved mothers
(often experiencing a bereavement for the first time) — even the
irreligious — looked to religious professionals for help.
Professionals and authority figures play a significant role in
defining situations and shaping care. This observation led to my
recent exploratory study based on in-depth interviews with
functionaries of various religions and philosophies (Judaism,
Islam, Methodism, Buddhism, Church of England, Roman
Catholicism, Humanism and Hinduism).

Religion and belief systems leave their mark on official
institutions through influence on public opinion which in turn
influences public policy. Furthermore, religious and cultural
rituals invest death with meaning. Rituals physicalise the spiritual
and spiritualise the physical. The major belief systems teach that
there is some form of continuity after death and provide comfort
to the bereaved by helping them to make sense of loss although
very little is said about babies. Humanism does not offer an after-
life or deity but recognises the need for ceremonies, such as
nonreligious funerals, to mark important events.

In an earlier section, I emphasised how miscarriage, stillbirth
and early neonatal loss are marginalised. This is exemplified at a
superficial level by the way that the manufacturers of greetings
cards, who now cover virtually every eventuality and are not
usually slow to commercialise life events, have not, as yet,
produced one to send after a pregnancy loss. At a more profound
level, however, there is compounded neglect of cultural aspects of
these losses. The few remembrance services for babies, including
miscarried babies, are organised in conjunction with hospital
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chaplains. Although ostensibly non-denominational, they are
almost invariably held in churches.

Furthermore, the practice at one London cemetery as
described to me by a Humanist functionary is as follows:

Once a month, a local hospital comes along with all the
foetuses for a month. ... They are given a Christian service. . . .
parents are told this is going to happen. .. It’s not an individual
ceremony. . . The foetuses arrive in one coffin but individually
wrapped with paperwork attached.

Although well-intentioned, it illustrates how the needs and wishes
of non-Christians (and of the non-religious) are not taken into
account.

In multi-cultural societies, bereaved mothers and bereaved
fathers have wide-ranging needs. There is a growing literature
addressing religious diversity, designed to educate health
professionals about differing attitudes to illness and dying (Firth
1993, Katz 1993, Laungani 1996.) Gaining insights into a variety of
religious beliefs and practices helps professionals provide support
and understanding to the families involved. However, my study
has highlighted practical as well as theoretical problems which
face us when there are no clearly laid down rituals and practices.

In the Article of Islam Acts, article 601 states ‘offering prayers
for the dead body of a stillborn child is not . . . recommended’
(Khoei 1991: 129). Although it is obligatory to offer prayers for
every Muslim including children aged 6 or more, my interviewee
explained that prayers are not normally said for children under
this age because:

children are not considered to have any sins. In Islam, they
believe you have a reward ... you lost the child ... that’s not the
end of it. This child could help you go to heaven ... You respect
what God decides for you ... The saying is that the child you
lost will stand in front of the door of heaven and [say] I won’t
go in unless I take my parents with me.

Within orthodox Judaism, the formal practices of mourning such
as the Shiva are not observed for a baby who died in his or her
first thirty days. The reason for the lack of obligatory mourning
rites is a technical issue related to the viability of human life. In an
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interview with a Liberal rabbi, this was explained as follows: ‘In its
time, this was very enlightened. They were trying to stop . . . limit
the grief ... It was saying this wasn’t quite a person yet ... wasn’t a
human being yet’. The rabbi recounted a recent case where twins
were born and one died after twelve days: “What I did was to have
...atruncated funeral service ... to respect Jewish tradition which

doesn’t have a funeral for a neonate . . . and respect modern
knowledge which is to say we need to facilitate the mourning
process’.

The interviewee suggested that there was scope for
innovations: ‘women should be encouraged to write their own
prayers and rituals’. These issues have been identified in a report
(Goodkin and Citron 1994) which advocates: “The publication of
special prayers — for the loss of a baby through miscarriage and
stillbirth . . . [and] the loss of a young child . . . under the age of one
month’ (1994: R3).

There were contradictions about the importance of baptism
and the implications. A Roman Catholic priest told me that in his
twenty-one years’ experience he could remember one neonatal
funeral. But he had never conducted a funeral for a stillborn or
miscarried baby. He said that he would, if there was doubt about
life, give a stillborn the benefit of the doubt and baptise. He
pointed out that there is a special mass for an unbaptised child:

a child who dies before they’re able to sin ... their original sin is
forgiven and we can be confident they go straight to heaven. . .
[but] we know that only baptism forgives sins . . . a child who is
not baptised . . . various theories are put forward about them in
theology but nothing very definite is said. (my emphasis)

He continued that they are probably in limbo, adding:

The lay idea of limbo is a sort of swirling place ... desolate ...
but the theological idea is that it was a sort of natural happiness
... There wasn’t that union with God that is heaven. It is sort of
a happy limbo but without the beatific vision.

An opposing view was taken by a Church of England minister who
regarded baptism of a stillborn or miscarried baby ‘a pastoral
gesture’ saying: ‘It doesn’t make sense ...It’s a nonsense. When the
baby has died, as far as I'm concerned, the baby is in God’s care’.
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An Anglican hospital chaplain who heads a multi-faith team,
carries out funerals for babies who die before or soon after birth.
He also set up a counselling service, started five years ago, for
parents and staff. This service evolved in direct response to the
needs of staff:

I don’t see myself as chaplain simply to patients and relatives
but also to staff. And in fact the majority of my time is spent
with staff. . . . At one stage, we were doing quite considerable
numbers of late terminations for social reasons. This is
extremely distressing for the staff and they needed some
support and so the ward sister, who is now assistant counsellor,
working in the field of miscarriage, asked me to facilitate a
group. As a result of what came out, we then explored the
possibility of creating a better system of disposal.

This quote brings out several issues. First, it demonstrates again
how the distress and needs of the professionals paved the way for
something to be done for the parents, and illustrates the necessity
for caregivers’ needs to be fully acknowledged. Second, it
addresses the knotty issue of abortion — a topic raised
spontaneously by most of the interviewees in my recent study and
which cannot be ignored. When a woman becomes pregnant, she
embarks upon a continuum which stretches from a fertilised
ovum to a newborn human being. With advances in neonatal
medicine, viability becomes ever earlier and, as Layne (1990)
observed, ultrasound enables women to ‘see life’ before they ‘feel
life’.

The product of the pregnancy may be referred to as an embryo,
‘abortus’, foetus, baby, and these terms can be used
interchangeably demonstrating some of the legal, medical and
social definitional difficulties. In the United States, for instance,
the legal definition of a foetus varies from state to state. This
returns us once more to the problematic nature of definition
which permeates these debates.

CONCLUSION

The issues discussed here aim to shed light on some of the reasons
why death at the beginning of life has been such a neglected area
riddled with ambiguities. Powerful groups have played their part
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in this neglect. As pointed out earlier on in this chapter, pregnancy
and childbirth place a woman into a role where she is
subordinated by medical men and patriarchal values. If the
pregnancy goes wrong, there is a tendency for health
professionals to minimise her lived experience and encourage her
to ‘try again’. Although, as has been indicated, there has been
some progress, the nature of changes in the social management of
these losses is still more in word than in deed with much
depending on the individual style of a consultant. A midwife
confided that while she was well aware of the new guidelines,
‘quite honestly, there is still a theory—practice gap’. It takes time
for the care to catch up with the rhetoric.

Similarly, within the religious context, professionals too, in
spite of growing awareness, are slow to change their practice.
Functionaries with experience ranging from two to twenty-five
years, spoke at length about what they ‘would do’, but most had
hardly ever conducted funerals (or other rituals) for early
neonatal deaths, fewer for stillbirths and, with one exception,
none for miscarriages. A Methodist minister admitted, “We do our
best, but it’s still hit and miss.’

Here and there individuals — not necessarily within a religious
tradition — are developing their own rituals. Self-help groups and
organisations which protest the cultural denial of perinatal loss
are trying to define miscarriage as a legitimate source of grief,
although there is no co-ordinating umbrella organisation. Layne
(1990) pointed out that groups are now widespread in Australia,
Canada, Israel, Italy, West Germany, South Africa, the United
Kingdom, United States and the Virgin Islands. She noted that
participants tend to be mainly members of the white middle class
and are thus not representative. It is important to gain an
understanding of the religious beliefs and cultural traditions of all
members of the community if we are to enjoy a genuinely
pluralistic society. If attempts are to be made to empower the
newly bereaved, enabling them to improvise, if necessary, this
needs to be done within a context which makes sense to them.

In his description of death in a Hindu family, Laungani (1996)
argues that unless we can appreciate the rituals, customs and
traditions which give each culture its unique identity and
meaning, there is a danger that the culture as well as the rituals
may be lost. I suggest that culture thrives and can be enriched by
adding fresh ideas which relate directly to human experiences.
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Individuals and groups within and outwith religious traditions are
writing new prayers and creating their own rituals which can
complement rather than compete with existing belief systems
(Radford Ruether 1986, Willson 1989). Bereaved parents
including the fathers, who tend to be overlooked, need
opportunities to express their feelings and have their grief
acknowledged. Too often fathers are expected to provide social
support for their partners and more work needs to be done to
access their needs.

Why have feminist movements remained so quiet? One reason
could be that by focusing attention on the ‘personhood’ of the
baby lost through miscarriage, stillbirth and early neonatal death,
they might be seen as adding ammunition to the anti-abortion
lobby. Does airing the neglect of miscarriage provide fuel for the
pro-life, anti-abortionists? Does this debate present a danger of
bringing women into conflict with other women? A woman who
may have had an elective termination of pregnancy at one stage in
her life may experience internal contradictions if she then
subsequently loses a baby. While these tensions cannot be
resolved here, they do need to be discussed more fully within the
women’s movement. Shying away from them leaves an opening
for the opponents of women’s rights to make decisions about
pregnancy and childbirth and prescribe ways in which women’s
experiences are defined.

Instead of polarising a woman’s experiences, it is more fruitful
to try to build up connections. In making space to grieve over their
miscarried babies, women do not have to forfeit — for themselves
or anyone else — the rights at other times and places to make
deliberate, difficult choices. In the search for meanings, it is up to
the mother to define and shape her own reality and, at the same
time, to be part of an all-embracing continuum.
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Chapter 3

‘Shoring up the walls of heartache’

Parental responses to the death of a child

Gordon Riches and Pamela Dawson

INTRODUCTION

There is considerable debate about the relationship between a
child’s death and marital breakdown (Rando 1991). Many studies
offer evidence of increased communication problems, emotional
isolation and mutual frustration between partners. Researchers
relate this increase in marital tension directly to differences in
grieving patterns between partners (Schwab 1992, Littlewood et
al. 1991). Studies also acknowledge cases in which partners report
that their relationship has been strengthened.

Grief response and gender are frequently linked and
stereotypical accounts of strong men and emotional women may
go some way towards explaining variations in how parents cope
with the deaths of their children. While feelings of disorientation
are common in both partners, reports note that fathers appear to
grieve less deeply and for shorter periods of time than mothers.
Women appear to express profound distress more openly than
men, grieve for longer, experience more guilt, are preoccupied
more obviously with their loss and take longer to return to
‘normal functioning’. Men are more likely to grieve in practical
ways. These distinctive patterns are regularly reported regardless
of the age of the child and the cause of death, although
researchers occasionally report exceptions to them (Peddicord
1990, Vance et al. 1995).

In our study it became clear that although many informants’
accounts reflected this pattern, some did not. While most fathers
appeared to be strong, to be supporting their wives and getting on
with their lives, some reported continuing depression and
expressed their emotions as openly as some mothers. While most
mothers reported recurring feelings of despair and were able to
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express emotions openly, a substantial number had returned to
full-time work or were engaging in other activities relatively soon
after their bereavement and appeared to be exhibiting coping
styles more generally associated with men. Moreover, even those
men and women who appeared to fit into typically gendered
patterns of grieving included in their accounts exceptional
behaviours and sentiments which did not fit neatly into these
conventional distinctions.

In trying to explain these variations in our data, we noted that
the type of social support available appeared to be linked to the
ways in which parents oriented themselves to their loss and the
extent to which they appeared disoriented by their child’s death.
We also found that parents’ orientations altered during grieving,
and not always in similar ways, irrespective of the time since the
offspring’s death. We suggest that movement from one grief
orientation to another may be linked to the types of social
network in which parents find support. Because the ‘marriage’
itself is a primary relationship, its nature also affects, and is
affected by, the way in which each partner grieves.

Berger and Kellner (1964) argue that marriage is a process of
negotiating mutual understandings about significant aspects of the
world. It is likely that the death of a child may present a major
challenge to parents’ capacity to agree on the significance and
meaning of their loss. Deal ef al. (1992) argue that satisfaction in
marriage can be directly linked to the degree of similarity of
perspectives held by each partner. Given that over the last twenty
years or so changes have occurred in the role of women and in the
involvement of fathers in parenting, gender distinctions may be
less useful in explaining marital tension following a child’s death,
than the degree to which partners share a similar understanding of
the meaning of the child’s death. Duncombe and Marsden (1995)
argue that men undervalue intimacy and emotional expression
while emphasising the importance of physical and economic
activity. Grief work within the couple relationship can be
described in terms of a division of discursive labour: women may
draw upon emotional and expressive ‘knowledge’ to address the
damage within their lived family experience, while men may draw
upon organisational and cognitive ‘knowledge’ to address their
adjustment within the public domain. Women’s expression of grief
is more likely to be informed by their experience of emotional
discourses which characterise the private domain. Men’s
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management of their joint emotional expression, of their support
for their wives, and of their active supervision of arrangements
concerning the death, is more likely to be informed by their access
to discourses which characterise public living (Smith 1972).

Because the social and economic positions of men and women
are changing, it may be necessary to rethink assumptions which
link women with the private sphere and men with the public.
While the resources available to bereaved parents may be
predominantly gendered in origin, the increased economic
activity of women and the long-term impact of feminist ideas on
men may expose both parents to a range of discourses concerning
the death of an offspring. Women in our own study who were in
employment when their children died, and who adopted ‘active’
coping styles, confirmed the importance of work in ‘coming to
terms’ with their grief and change of status, while some employed
men failed to find such support, becoming preoccupied with their
lost parental relationship. There is a need for a conceptual
framework which, while accounting for gender variations in grief
responses, also explains exceptions to this pattern and allows
researchers to explore their consequences for the joint
adjustment of couples to their child’s death.

METHODOLOGY

Our conceptual model is derived from data collected on thirtytwo
bereaved parents. In eight cases, only one partner from the couple
was interviewed, but in the remaining twelve cases, accounts from
both partners were obtained, five together and seven separately.
In total, twelve fathers and twenty mothers were interviewed.
Parents’ responses to the deaths of twenty children were
explored. Eight died accidentally, six died as the result of illness,
two were murder victims, and four were unborn or stillborn
infants. The time between the children’s deaths and our interviews
varied from eleven months to twenty-three years. We relied on a
snowball sampling procedure and therefore make no claim to
representative findings.

We used an ethnographic approach to investigate how parents
perceived the role of their marital and other social relationships
in coming to terms with the loss of their child. Qualitative data
was collected through taped narrative interviews lasting between
one and three hours. All quotations in this chapter are taken from
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those interviews. Interviews were conducted by three researchers
— two female and one male. Each interviewer followed a loose
agenda which sought to gain details of the child’s death,
experiences of feelings, emotions and events during and since the
death, perception of support given, involvement with
professionals and self-help groups, perceptions of partner’s grief
and perceptions of the effect of the child’s death on marriage and
family relationships. We also participated in a number of
bereavement groups and support agencies. The agenda for the
series was drawn up following an initial literature review and
analysis of three pilot interviews. The diversity of these case
studies allowed us to build a hypothesis which uses marital and
other relationships to account, at least in part, for differences in
parents’ orientation to grief.

Taking a ‘constructionist’ approach, we are enabled by this data
to identify those cultural discourses which parents use to make
sense of their child’s death and of their spouse’s response to it. It
also enables us to explore parents’ perceptions of the relative
value of different social networks in helping to reconstruct a
damaged self-identity. We have viewed grief following the death
of a child as a site of marital discourse. Each spouse contributes to
the meaning and significance of the death within this discourse.
Each partner’s account offers insight into their perception of how
the marriage and other close relationships have featured in their
adjustment.

BEYOND GENDER: CULTURAL RESOURCES AND
BEREAVEMENT ORIENTATIONS

The meaning and significance of death is culturally defined. Grief
is a cultural product as well as a psychological response (Prior
1989). In modern societies distressing descriptions of child death
and of extreme emotional responses can be found in public
discourses (Walter et al. 1995). Parents will be familiar with these
even before the death of their own child: ‘With seeing it in
casualty [Allison is a nurse] you would sometimes think
subconsciously: “Thank God it’s not my child . .. How awful that
would be if it were my child.”” Although social relationships may
facilitate the process of grieving, culture provides the content of
grieving. In societies defined as late or postmodern, sensational
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images of child death proliferate, but after the media have gone
the long-term task of making sense of personal tragedy is left to
those directly affected.

While little research has been done into the ways in which grief
is culturally produced, considerable work exists on the
construction of illness and risk. Radley (1989), drawing on
Durkheim’s distinction between mechanistic and organic social
relationships (1964), links heart disease patients’ attitudes towards
illness with their socio-economic status. Working-class patients
were more likely to be fatalistic about their illness, denying its
effect on their lives, while middle-class patients were more likely to
perceive their illness as something to be managed. Couples use
marital discourse to explore ways in which their lives can
accommodate its effects. Radley argues that emotional responses
are managed by the creation of an illness identity, constructed
largely through conversation between the marital partners which
draws upon wider discourses of class, gender and medicine.

Douglas and Calvez (1990) develop Durkheim’s analysis into a
‘grid/group’ typology of risk and cultural sentiments. ‘Grid’
describes the strength of collectively held sentiments — structures
of social positions, behaviours, beliefs and values within which
role-based identity may be objectively located. ‘Group’ describes
the strength of social processes and the individual’s experience of
affection — the subjective experience of identity as the product of
relating with others. Their typology, although used to explain
differences in perception of risk from HIV, is equally valuable in
explaining variations in parental orientation towards grief. Their
model demonstrates why gender has been so successfully used in
the past to distinguish grief patterns. Sentiments about
motherhood, expectations of parental roles and clear boundaries
between male and female are basic features of the structure of
traditional societies. It also demonstrates why gender may be less
useful as an explanation in modern ‘organic’ societies where
gender, sexuality and sexual orientation are increasingly open to
negotiation and where boundaries between men’s and women’s
work are blurred.

Following Radley and Douglas and Calvez, four
identityorientations can be identified to describe ‘typical’ ways in
which the affection and sentiment encountered in social networks
might combine to produce distinctive ways of making sense of a
child’s death. Bereaved parents may experience affectionate
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relationships in which significant others are supportive, accepting
and affirming. Alternatively, they may either receive little
affection, or their experience of significant others is critical,
unsupportive or rejecting. At the same time, within these
relationships, parents may encounter either strong prescriptive
‘instructions’ on how to react to the death or they may have to
search hard even for weak, ambiguous or contradictory
sentiments explaining the meaning of their loss. Four ‘typical’
orientations to parental grief based on the possible combinations
of sentiment and affection appear: isolation — strong sentiments
but weak affection; nomic repair — strong sentiments and strong
affection; sub-cultural alternation — weak sentiments and strong
affection; and personal reconstruction — weak sentiments and
weak affection. The principal characteristics of these four
orientations are summarised in Figure 3.1.

ISOLATION

Sentiments which define circumstances as hopeless discourage
individuals from seeking close social support thus producing
further seclusion and continued disintegration of self-identity.
Most grieving parents initially experience cognitive and
emotional disorientation, but many move through it as their
feelings are drawn out through the conversation and grief of
others. For those parents whose identities derive almost
exclusively from their successful parenting, grief cuts them off
from the affection of others. Correspondingly, it may be difficult
for friends and family to give affection if they also base their self-
identities on successful parenthood (or grandparenthood).
Opportunities to develop other compensatory roles or fresh
perspectives are minimised because there is no credible audience
with whom to negotiate alternatives.

NOMIC REPAIR

In modern societies, identities within the dominant culture are
likely to be composed of conventional role-clusters reinforced
through family, work and consumer activities, held in place
through liberal capitalist ideology. In our sample, parents
recognised the value of outside activities such as work in providing
‘psychological splints’. Familiar routines away from the home
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Figure 3.1 Orientations to the loss of a child

appear to offer diversion, if only temporarily, from emotional
pain, and to affirm non-parental aspects of identity. In any event,
whether familiar roles and routines are geared towards the
management of mourning or towards minimising its impact, clear
sentiments provide ready-made meanings through which identity
can be repaired and re-integrated into former definitions. This
orientation is characterised by acceptance of those sentiments
which acknowledge that life must go on.
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SUB-CULTURAL ALTERNATION

Radley and Douglas and Calvez identify the existence of
countercultures whose members reject the dominant sentiments of
mainstream society. Bereavement ‘self-help’ groups are dissatisfied
with explanations arising from ‘normal’ discourses and with the
everyday relations in which they are rehearsed. Bereaved parents
generate alternative sentiments on the basis of shared loss and
dislocation from mainstream living. The concerns and priorities of
everyday life seem trivial and insensitive, thus foregrounding a
bereaved parent’s damaged identity rather than serving to repair it as
in the previous orientation. Ball et al. (1996) identify a similar ‘culture
of childhood cancer’ which develops within the trajectory of cancer
treatment and which marks its members off from ‘normal’ living.

Amongst our sample, the death of an offspring marked a fateful
turning point in which previous assumptions and former
relationships became problematic. Dissatisfaction with ‘mainstream’
sentiments encountered amongst family, acquaintances, and in the
media was frequently reported. In some cases they were actively
challenged by crusades against, for example, the dangers of road
con