
Batch number: 1

CHECKLIST (must be completed before press)
(Please cross through any items that are not applicable)

Front board: Spine: Back board:

❑ Title ❑ Title ❑ ISBN
❑ Subtitle ❑ Subtitle ❑ Barcode
❑ Author/edited by ❑ Author/edited by
❑ Series title ❑ Extra logo if required
❑ Extra logo if required

General:

❑ Book size
❑ Type fit on spine

CIRCULATED Date:

SEEN BY DESK EDITOR: REVISE NEEDED Initial:
Date:

APPROVED FOR PRESS BY DESK EDITOR Initial:
Date:

PC4 Royal Demy B-format Spine back edge

ISBN 978-0-415-35410-3

,!7IA4B
www.routledge.com ï an informa business

L
O

S
S

 A
N

D
 B

E
R

E
A

V
E

M
E

N
T

IN
 C

H
IL

D
B

E
A

R
IN

G
R

o
sem

ary M
an

d
er

Loss and
Bereavement in
Childbearing
Second Edition

Rosemary Mander

103.qxd  9/25/2006  12:04 PM  Page 1



Loss and Bereavement in
Childbearing

Bereavement is a difficult issue for midwives to manage and families suffer
when the care they receive is inadequate or inappropriate. Written by an
experienced midwife and researcher, Loss and Bereavement in Childbearing
examines ways in which midwives can assist families to embark on a healthy
grieving process.

This new edition of a groundbreaking work reflects the important devel-
opments in the general understanding of and research into loss and death.
Providing a wealth of information for both midwives and all concerned with
childbearing, the book discusses issues such as:

• perinatal and neonatal loss

• miscarriage and termination for fetal abnormality

• maternal death

• the difficulties encountered during future childbearing

• the benefits of counselling and self-help groups

• loss in successful childbearing.

Combining an authoritative research-based orientation with a critical yet
human approach to this sensitive topic, the book aids midwives in providing
effective care and support to those who experience loss. This book will
be of interest to both practising and student midwives as well as other
health professionals, bereavement counsellors, bereavement researchers and
parents.

Rosemary Mander is Professor of Midwifery at the University of Edinburgh,
Scotland.
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Introduction

How do I introduce loss?
I don’t think I do.
I don’t need to make the introduction because you know loss already. Was

it when your grandmother died? Was it when your first child was miscarried?
Was it when a mother you’d been caring for had an unexpected stillbirth? Or
was it when your childish idealisation of your mother was replaced by your
realisation of her very real humanity? Or was it when your first ‘steady’ told
you that they were ‘chucking’ you? Or was it the day you got home to find
that a burglar had messed up your bedroom? Or perhaps it was when you
didn’t come top in the exams. Or when your partner was made redundant.
Or it might have been when what your brother did to you snatched away
your youthful innocence.

We all know loss. It is fundamental to life. You might say it is a fact of life.
And like so many facts of life, together with the grief which follows, it allows
us to grow and to develop into the people we are. Inevitably our minds home
in first of all on the major losses, often of those we love. But as we have seen
already there is no shortage of other examples.

It is neither easy nor necessary to separate out our personal losses from
those we face in the course of our work. The painful memories which we
may regard as safely out of the way have a nasty habit of reappearing at
surprising and discomforting moments. In the course of my work I have
certainly found that my own losses, some real and some potential, have been
brought into sharper focus by my reading, writing and caring. There has been
more than one occasion when I have found tears dropping on to a book or on
to my computer keyboard.

Although the first edition of this book was criticised for its ‘chatty’
approach (Sherr, 1995b) I use the first person, because loss is so crucially
personal. I make no apology for this. It serves to remind us that reading and
learning are about sharing knowledge and ideas. Thus, the ideas and experi-
ence which I offer in this book interact with those of you, the reader.
Although I have written this book it is not because I claim unique expertise
in this area. I attempt as far as possible to avoid a prescriptive, dogmatic,
‘expert’ or ‘cookbook’ approach. Is there a recipe for effective care of a



grieving mother? Like those we care for, we all have our own unique expert-
ise. In certain situations, such as her grief, only the mother knows what it is
like. Only by accepting how she sees it do we have a basis from which to
begin to help her.

While recognising that our care is increasingly oriented towards the care
of the family, I emphasise throughout this book our care of the mother. This
is because the mother is invariably intimately involved with loss in childbear-
ing, while others may either be less involved or else differently involved. I
concentrate on her reactions and difficulties and assume that many of her
feelings will be shared by those close to her. I mention other family members
when they may be affected differently. It is possible that others near her, such
as the father, may have similar, or perhaps even more extreme, reactions, but I
address his orientation and response in Chapter 7.

My use of the word ‘mother’ may also be frowned on, because it may be
seen as disregarding the woman’s many other characteristics. I would argue,
though, that, in the context of perinatal loss, the fact of her motherhood is
crucially important. It is for this reason that I use ‘mother’ in preference to
‘woman’.

I begin this book by attempting to sort out the words which are widely
used in the context of loss and grief. This attempt, hopefully, lays the ground
for a serious examination of the issues.

This book then continues with two chapters examining events around the
time of birth when a baby is lost and when she lives. I suggest that neither is a
uniformly negative or positive experience.

Because of its importance in all aspects of our work, and particularly
when there is grief, the chapter on our use and misuse of research is next. In
Chapter 4 we consider the ways in which loss in childbearing may manifest
itself in order to set the scene for the next chapter on the principles of care.
Four chapters on specific aspects of care follow: counselling, other family
members, the death of a mother and the care of the family with a baby in
NNU. In Chapters 10 and 11 we hold up a mirror to look at our own
responses to loss. These lead us to think about another group of carers,
whose input is not to be underestimated; these are the systems of lay sup-
port. Finally, we look forward to the mother’s experience in any future
pregnancy.

In writing this book my main aim is to help the midwife caring for a
mother experiencing any form of loss in childbearing. I hope, through this
book, to prevent the additional suffering which a woman may face when her
carers are unable to provide appropriate care. I hope also to minimise the
feelings which the midwife encounters when she knows that the care being
provided is less than it should be. Although we ordinarily perceive bereave-
ment as a totally negative event with unhealthy or unpleasant consequences,
this book aims to help those involved to begin the process of grieving in the
most favourable circumstances.

xii Introduction



1 Loss, bereavement, grief
and mourning

Attitudes to death have changed over the past couple of centuries. In current
Western society attitudes to loss through death tend to be similar to the
Victorian attitude to sex – the ultimate unmentionable. It may be that our
attitudes to these two essential aspects of human life have become reversed.
This is partly due to society now tending to focus more on young, healthy,
sexually active people, despite our increasing population of elderly people.
Because of this altered focus and the changing pattern of health and illness,
the spectre of death is no longer our constant companion. It may be as a
result that these two taboos have become transposed (Gorer, 1965).

Despite these changing attitudes, the fact remains that death is still a fun-
damental part of life. Our grief over the loss of a loved one is the price that
we must pay for the pleasure which that love brought; ‘we cannot fully know
the rich textured experience of being alive until we learn to look calmly into
the face of death’ (Campbell, 1979).

The reality and proximity of loss are demonstrated by the need, in order
to grow and develop into mature human beings, to progress through certain
phases involving the loss of aspects of our earlier selves. These aspects
include the loss of our childhood selves, our fantasy parents, our youthful
expectations and the world as we have known it. Each loss requires to be
mourned, at least momentarily, in order to recognise its passage and prepare
to move on to the next phase in our lives.

The inevitability of death still tends to be avoided, if not ignored, although
the topic is now being opened up, especially by researchers and other writers.
It may be that, as the population becomes older, death in old age is becoming
a more widely recognised and more easily accepted event. Whether this
acceptance applies to loss and death at the opposite end of the age range is
less certain.

Words and meanings

Our understanding of the experience of the person who has been bereaved
has grown vastly over the past half-century. This growth has been due largely
to the interest of researchers and other workers from a wide range of



disciplines, including psychology, physiology, psychiatry and sociology, as
well as nursing and midwifery. Such a heterogeneous input into our knowl-
edge-base provides, not only a more comprehensive picture of this experi-
ence, but also a greater diversity in the meanings linked to the fundamental
terms. Because of this diversity and for the sake of clarity, I begin by exploring
the meanings of these terms as I use them.

Grief

Although it may have many social, financial and practical as well as other
implications, the essence of the experience of loss lies in the person’s
psychological, affective or emotional response (Weston et al., 1998: 259).
This is grief. It is quite specific, as well as being intensely personal and indi-
vidual. These aspects, though, must not be allowed to distract our attention
from both the complexity of this emotion and the depth of the person’s
feelings. The scope of grief may be broadened marginally by including in it
those behaviours which are directly associated. Thus, weeping and appetite
loss may be regarded as crucial parts of grief.

Grieving

As I show later in this chapter, the way in which a person’s grief develops has
come to underpin our knowledge of this area. The changes or developments
in the person’s emotional state are known, with our increasing understanding,
as grieving or the grieving process.

Mourning

Grief and grieving focus solely and narrowly on the person’s emotional state,
albeit with a few closely associated behaviours. Mourning, however, includes
the wide-ranging, more socially oriented manifestations of loss. It is through
mourning that we are able to begin unravelling the psychological bonds that
have cemented our relationships with those who have died. Many of the
rituals or rites of passage associated with loss are culturally determined,
varying according to the ethnic origin, socio-economic class, prevailing social
attitudes and religious persuasion of the bereaved. The extent to which
mourning reflects different grieving patterns among various cultures was
researched by Cowles (1996). This study comprised several focus groups
involving people from specific cultural backgrounds. Cowles showed that,
unsurprisingly, mourning behaviour does vary between groups. She went on
to demonstrate, however, that the personal experience of grief does not
differ in any way that may be attributed to cultural heritage or ethnicity
alone.

Mourning provides an opportunity for the expression of respect for the
one who is lost. It also shows the sorrow of the community and support for
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those most intimately affected by the loss. Thus, as Clark (1991) states,
mourning serves to confirm the relationships between those who remain.
In this way it strengthens the continuing bonds of affection. Clark goes on to
suggest that mourning rituals assist each of us to anticipate our own death,
more confident in the knowledge that our dying will be recognised in a
similar way.

The rituals of mourning feature changes in the appearance of mourners.
In terms of clothing, this means wearing appropriate colours or items not
usually worn, such as hats, armbands or black ties. There may be conven-
tions concerning behaviour, such as standing still as the cortege passes or
driving slowly behind it. The funeral and, possibly, the wake provide an
opportunity for a more social form of support. The duration and expression
of mourning may be rigidly culturally determined.

The implications of culture in the context of perinatal loss are becoming
apparent in a finding on the small Greek island of Astypalaia. A cemetery for
newborn babies, possibly dating from 750 BC (Hillson, 2002), has been found
to contain the remains of about 500 babies. Archaeologists are investigating
this graveyard in an effort to identify the reason for this sad assembly
(Anagnostou, 2004, Appendix 1).

Bereavement

For all of us the term ‘bereavement’ carries a powerful connotation of the
fact of loss through death. Although we accept this definition, we should
bear in mind the other meanings which do not necessarily involve death. It
may be that the emphasis should be on ‘the fact’, rather than ‘death’. The
other meanings of ‘bereavement’ become apparent through the etymological
evidence. The active verb ‘to bereave’ means ‘to steal anything of value’.
From this is derived the widely used adjective ‘bereft’, which is the passive
form of the verb; it clearly indicates the feelings of the bereaved person
following various forms of loss which may be more or less tangible. Both
forms are related to the verb ‘to reave’ (as in the ‘border rievers’), meaning ‘to
plunder or rob’. Again, these are words which may be very appropriate to
describe the feelings of a person who has been bereaved.

Loss

This term is widely used for a number of reasons. The first reason is that it
indicates the ‘innocence’ or non-contributory involvement of the bereaved
person. She has been passive in the event and is suffering through no fault of
her own and is, thus, deserving of others’ care and support. The word ‘loss’
may become particularly helpful in the later stages of grieving when the
bereaved person is feeling guilty about any action or inaction on her part
which she feels may have contributed to this event. ‘Loss’ is also a useful
word because it is non-specific and may be used in a wide range of situations
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when grieving is the appropriate response. This word does not necessarily
indicate that a death has occurred, but may suggest that the relationship with
a person or an object has been altered in some other way or it may even be
appropriate when some part of the body has been removed. I consider some
of these other forms of loss later (please see Chapter 3).

On the other hand, it has been suggested that the term ‘loss’ may be less
than helpful because of the other connotations which it conveys. These may
be carried over from its use in other situations when it implies carelessness,
verging on irresponsibility, in not taking care of one’s property and allowing
it to ‘go missing’. Thus, this term may be seen to imply that the person who is
bereaved is really at fault or is to be blamed in some other way.

Understanding meanings

The possibility of this adverse interpretation of ‘loss’ is one example which
shows the importance of the words which we may use unthinkingly; they
may give rise to unnecessary and unintended hurt in sensitive situations.
‘Loss’ is an example which clearly demonstrates the need to be particularly
thoughtful in our communicating, particularly with those who are bereaved.

There are other, perhaps more hurtful, words which those who are
bereaved may encounter in their contacts with midwives and others. As with
so many occupational groups, those who work in maternity care have
developed their own jargon language which serves, among other purposes,
to facilitate quick, effective communication among people working under
pressure. Unfortunately this jargon may be unthinkingly used in other, non-
interprofessional, situations. In these circumstances the words’ jargon mean-
ings may be less than clear to the lay person, the patient or the parents. Even
more seriously, the jargon may carry completely different and possibly nega-
tive meanings to the non-professional. A very apposite example in this
context is the word ‘abortion’, which carries to a lay person the implication
of deliberate interference to end a pregnancy. To health professionals,
though, this term is value-free in that it means simply that the pregnancy is
ending, for an unspecified reason, before the baby is viable. While a recent
audit found that women now rarely encounter terms such as ‘abortion’ and
‘blighted ovum’, the words ‘products of conception’ continue to feature
(SPCERH, 2003). It is encouraging to note that more sensitive words, such as
‘miscarriage’, are now used more frequently in this context, although even
this term may not be devoid of negative connotations.

Although not necessarily hurtful, I avoid using the word ‘fetus’ in this
book. It has long been known that by eight to twelve weeks the mother
perceives her developing baby to have become a real person (Lumley, 1979).
The use of words such as ‘fetus’ is not helpful to communication and may
even be counterproductive in caring situations.

I have used the word ‘understanding’ in the sense of being aware of the
issues relating to the experience of bereavement. Thus, it is being used in
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general terms to reflect our knowledge of this area. Although it may be well
meant, it may not be helpful to say to a person who has been bereaved
‘I understand how you’re feeling’. This statement, while intended to reassure
and comfort, serves to diminish the essentially personal nature of grief. My
own experience of a well-intentioned colleague saying this to me when my
father died is still disquieting. My recollection of her assumption of similar-
ity between her father’s death and that of my own father always brings back
my difficulty in communicating with my father and my inability to help him
to cope with the last of a long series of difficult experiences.

Meaning and caring

While considering the most appropriate words to describe the feelings and
experience of the mother whose baby has died or has been lost in some other
way, we should contemplate the words which we use to describe this mother.
Long gone are the days when we described a mother in terms of ‘the SVD in
bed 4’ or ‘the caesarean in room 12’. These terms reduced the mother to little
more than her bed or room number and carried no recognition of the person
occupying that space.

One issue that arises when we contemplate what to call her is whether she
should be ‘a woman’ or ‘a mother’. For most childbearing women the term
‘mother’ serves to reduce them to only one of a multiplicity of character-
istics. In the present context, though, there are good reasons for addressing
and referring to this woman as a ‘mother’. That she is a mother is not in
doubt and much of our care revolves around helping her, despite having
no baby with her, to realise this. Is it appropriate to refer to this woman as ‘a
grieving mother’? This term is widely and sympathetically used, but we need
to question the effect it has on our perception of her. It, perhaps correctly,
focuses our attention on what we consider to be the feature of her care which
is most deserving of our attention. Unfortunately, though, it ignores the fact
that she is a complete person with, simultaneously, a wide range of other
feelings and needs. As long ago as 1985, Gohlish showed that the mother
without a baby has the difficulties and discomforts which many new mothers
encounter, such as relationship adjustments, a sore perineum, afterpains or
painful breasts, as well as the infinitely more difficult task of coping with the
loss of her baby. It is essential for us to regard this mother as a complete
person who has been bereaved and who needs care which takes many forms,
and not only help her with her grieving, crucial though that help may be. In
making this plea for the holistic care of this mother, I accept that we are all
too often accused of ignoring the emotional and spiritual aspects of care. On
this occasion, however, I find myself reversing the usual plea to recommend
that the physical and practical aspects of this mother’s care should be given
the attention they deserve.
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Healthy grieving

In the context of dying and death the concept of a ‘good death’ is becoming
recognised (Thoresen, 2003; Fisher, 2001; Smith, 2003), although its precise
nature may be determined by a range of cultural and other factors (Walter,
2003). The value of this concept is not easy to assess because it may be
criticised for providing little more than an intellectualisation of an essen-
tially emotional experience. Despite this criticism, I suggest that the early
stages of healthy grieving may be facilitated by appropriate care. Grieving has
been shown by research (see page 7) to involve the development of the
person’s emotional state, from the initial numbing impact of learning of the
loss, through to the point where memories may be recalled with equanimity.
The role of the midwife is to help the mother to begin this process of
adjusting to the situation in which she finds herself. While accepting that
bereavement cannot be regarded as anything other than painful, the midwife
is in a position to enable the mother to create memories which she will
eventually be able to recall with some degree of satisfaction. This means that
she will be able to bring to mind events around the birth and conclude ‘Yes,
we did that right’ or ‘I’m glad we were able to do that for my baby’ or ‘I can
look back now and know I was happy with most of the care I received’.

In her care the midwife is able to establish the foundations of healthy
grieving. These will end, in due course, with the resolution of the mother’s
grief and the associated personal growth. The mother will eventually come
to realise that her loss has a less negative side and that, as Parkes (1996)
observed, ‘The experience of grieving can strengthen and bring maturity to
those who have been protected from misfortune.’

Grief and grieving theory

The conceptualisation of grief has evolved alongside other psychosociobio-
logical ideas over the past century. These ideas may be classified according to
their origins.

Psychoanalytic theory, derived from the Freudian views of mourning,
was a crucial influence on later developments (Freud 1955 [1893–95]). The
understanding of grief in this context, though, has been limited by the poor
differentiation between case studies and therapeutic interventions.

‘Grief work’ is an enduring concept which emerged out of the ground-
breaking research by Lindemann (1944). This unprecedented study followed
a tragic fire in the Cocoanut Grove night club in Boston, Massachusetts in
1942. Lindemann is credited with having been the first to introduce this
concept. Through it he indicated that grieving is not static, but an active
process in which the ability of the person to complete their task is a major
factor affecting the duration and nature of their grief.

The stages of grieving, described by Kübler-Ross (1970), built on Linde-
mann’s view of active grief. Kübler-Ross’s work was based on her study of
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people facing death. These well-known and generally accepted stages feature
(1) denial or isolation, (2) confusion or anger, (3) bargaining, (4) depression,
and (5) acceptance. The concept of stages is valuable in that it emphasises the
dynamic nature of grieving as well as the crucially active role of the bereaved
person. A serious disadvantage of Kübler-Ross’s work, though, is that this
descriptive concept may become prescriptive if a ‘professional’ considers
that grieving ‘ought’ to progress in a certain pre-ordained sequence. This
prescriptiveness may arouse unnecessary and counterproductive anxiety.
Such an approach also has the potential for limiting individual variability.

Attachment theory combines the work of a number of late-twentieth-
century psychologists whose work is loosely related to the developmental
theories of Piaget (Wood, 1998). The pioneering work of John Bowlby (1961)
indicated that attachment serves as a biological mechanism which protects
the individual, in order to ensure the survival of both the individual and the
species. Bowlby’s observations of children separated from and reunited with
their mothers (see Chapter 2) established a typical response in the child to the
threat and insecurity which such a loss carried. Bowlby’s work may be criti-
cised on a number of grounds, including the tenuous link between child-
hood separation and bereaved people. Thus, his fundamental tenet, that the
reason for grief is to cut the bond with the dead person, is open to question
(see ‘Biography’ p. 8).

Colin Murray Parkes (1987) applied Bowlby’s ideas on attachment in his
work with women who had been widowed. This work resulted in astute
descriptions of the emotional, behavioural and physical manifestations of
the women’s grief.

Dual process theory arose out of observation of the variation between
individuals in the duration and progress of grieving, as well as people’s
tendency to oscillate and hesitate between stages (Parkes, 1996; Stroebe
and Schut, 1995). These variations have been related to gender differences
(see Chapter 7). This oscillation may be seen as exemplifying the movement
between the more ‘feminine’ or passive style of grieving, which is combined
sequentially with the more active or ‘masculine’ style. These researchers
argue that, rather than being purely gender-linked and clearly differentiated,
these styles or processes combine in any one individual, irrespective of their
gender. This interpretation of coping with grief features a range of both
‘female’ loss-oriented activities and a range of ‘male’ restoration-oriented
activities. A combination of these strategies may be employed by the grieving
person in their attempts to resolve the pain of loss. Examples of the two
types of activities are shown in Table 1.1.

In this way the nature of grief, which has traditionally been regarded as a
dichotomy between the passive feminine and the active masculine, is being
reinterpreted more as a dialectic between two distinct coping styles. In order
to understand a person’s grieving, the dual process theory relates their grief
to the position on the trajectory of grief rather than to their gender. In
the context of this theoretical background Thompson (1997) argues that
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oscillation is not only healthy in grieving, but that it is also crucial. He
maintains that neither the loss-oriented activities nor the restoration-oriented
activities alone facilitate healthy grief.

Biography has been advanced by Walter (1999) to contradict the prevailing
view that the bereaved must completely detach themselves from their mem-
ories of the dead in order to ‘let go’ and move on in life. This reaction to
Bowlby’s orthodoxy (see page 21) resonates with a similar North American
process (Silverman and Klass, 1996). The purpose of ‘biography’ is to inte-
grate the dead person, by finding a psychological place for the memories of
them in the continuing life. The biography is achieved by conversation about
the dead person by those acquainted with her. The acceptance of biography
has been facilitated by consumerism, questioning of so-called ‘experts’,
postmodern diversity and increasing acceptance of spiritual phenomena.

A general pattern of grief

What may be called a ‘general pattern’ of grieving is common to the various
models described in the literature. Each researcher/author, though,
emphasises different aspects, depending on the sample on whom they
focused (the bereaved or the dying) and the intended audience (producing a
more or less complex model). We need to approach the concept of a ‘general
pattern’ with caution. It is not possible to assume that those involved in the
research studies from which this pattern is drawn were representative of all
grieving people or that the findings are generally applicable.

The immediate reaction comprises a temporary defence mechanism con-
sisting essentially of delaying tactics which serve to insulate the bereaved
person from the unacceptable reality of death (Engel, 1961). This allows time
for rallying her emotional resources in preparation for the eventual realis-
ation. When the delaying tactics end, the bereaved person begins to accept
the reality of the loss. Somatic symptoms such as sighing respirations may be
evident. This first stage has been described in various ways. Jones explains it
in terms of shock (1989), suggesting a physiological response with or without
psychological connotations and the possibility of pathological develop-
ments. Kübler-Ross assumed a more purely psychological approach when

Table 1.1. Dual process activities

Loss oriented activities Restoration oriented activities

(stereotypically female) (stereotypically male)
grief work denial/avoidance
facing grief broken ties/bonds
breaking bonds/ties controlled distraction
approach doing other things
intrusion suppression
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she described this first stage as denial. In his account of defence and search-
ing, Parkes emphasises the need of the bereaved person to protect herself
from the awful reality and implies a tentative movement towards the accept-
ance of that reality.

Developing awareness gradually manifests itself. With the dawning real-
isation of the loss come the initial, powerful emotional responses (Engel,
1961). Guilt, associated with concern about unfinished business, may be a
major feature. Anger directed at a wide range of probably innocent people
demonstrates a partial awareness of the reality of the loss. The need to search
for the one who is lost reflects the preoccupation with the physical absence
of the dead person. This search may be aggravated by perceptions involving
various senses, sometimes known as hallucinations, indicating the presence
of the person who is lost. Examples would include the mother feeling her
baby moving within her or hearing her baby crying. Bargaining permits a
gradual, controlled realisation combined with excuse-making in an attempt
to rationalise the loss. As each of these emotional responses is found to be a
less than adequate solution it gives way to aimlessness, despondency and
apathy which has been termed ‘disorganisation’ (Bowlby, 1961) and which
heralds the onset of the ultimate despair associated with complete recognition
of the loss.

Full realisation is demonstrated by the profound depression mentioned
by Jones, Kübler-Ross and Parkes. The recognition of the loss may be trans-
ferred onto the body of the bereaved person as feelings of bodily mutilation,
such as the ‘great emptiness’ mentioned by a widow (Parkes, 1976). This
depression brings with it psychological changes, such as poor concentration
and difficulty in sleeping, as well as bodily problems such as those affecting
the gastro-intestinal tract.

Resolution is the final stage of grieving, which is said to have been achieved
when the bereaved person is able to remember comfortably, realistically
and with equanimity the pleasures and disappointments of their lost rela-
tionship. Kübler-Ross describes this stage in relatively passive terms as
‘acceptance’, whereas Parkes describes the more active processes of recovery,
reorganisation and reintegration. The extent to which this resolution
depends on a severance of the emotional bonds with the dead person is still a
matter of debate (Walter, 1999).

The potential for long-term personal benefit associated with bereavement
is suggested in the account of the resolution stage given by Jones. He looks
forward to the new identity assumed by the bereaved person. This incorpor-
ates all that has been learned from being bereaved, including the inevitable
personal growth and development as well as the valuing of others’ support.
Both of these facilitate an increased ability to cope with other, unknown
crises yet to be faced.
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Variations in the usual pattern

It is crucial to recognise the variation between individuals in the duration
and progress of grieving, as people oscillate and hesitate between stages.
Parkes summarises the tendency towards a sequential recovery through the
emergence of succeeding stages: ‘Grief is not a set of symptoms which start
after a loss and then gradually fade away. It involves a succession of clinical
pictures which blend into and replace one another.’

Pathological forms of grief

In the same way as accounts of the stages of grieving vary, descriptions of
the complicated or otherwise pathological forms of grief vary similarly. The
pathological forms of grief are usually described as involving deviations in
the severity of grieving and/or its duration. This observation applies to the
account by Parkes which focused on the temporal aspects. On this occasion
he described prolonged grieving which may occur either with or without
delayed grieving.

Lindemann provided a valuable account of what he identified as ‘morbid
grief reactions’. He first described temporal deviations in terms of delay in
beginning grieving. He then went on to detail the ‘distorted’ reactions
including:

• overactivity without sense of loss

• hypochondriasis, involving developing the symptoms of the person who
is lost

• genuine psychosomatic disorders

• changed relationships

• furious hostility

• schizophrenic picture

• withdrawal from the community and loss of social interaction

• behaviour detrimental to the person’s own social and economic existence

• agitated depression.

Parkes mentions what appears to be a voluntary or deliberate deviation from
the usual pattern, when he details ‘excessive avoidance of grieving’. This is
clearly delayed grieving, but it is a form in which the bereaved person assumes
control over the timing of their grief. Parkes goes on to describe chronic
grieving and also the condition termed ‘hypochondriasis’ by Lindemann.

Criticism of presenting an oversimplistic view of complicated grief has
been levelled at Lindemann and others who followed in his footsteps. This
may be ameliorated by carers focusing on, not just the person’s current
grieving, but also the events which preceded the grief and even the loss. That
is, it may be necessary to take account of the relationship between the
bereaved person and the one for whom they are grieving. Knowledge of
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the relationship permits, according to Rynearson (1982), categorisation of
a dysfunctional grief response:

• Dependent grief syndrome involves an imbalanced relationship in
which the bereaved person has been and continues to be clinging and
over-reliant on the person who is lost.

• Unexpected loss syndrome perpetuates the initial shock and denial
response in a long-term withdrawn anxiety state.

• Conflicted grief syndrome is associated with an ambivalent relationship,
whose uncertain nature may delay the onset of grieving.

Rynearson explains how this approach to pathologic forms of grief may be
utilised in the care of people whose grieving is dysfunctional. This approach
emphasises, in perinatal loss, that the midwife and other carers should
avoid making assumptions about the feelings of the mother for the baby and
that grieving will follow a prescribed pattern. Such assumptions may not,
according to Rynearson, facilitate grieving.

Unique features of perinatal loss

In order to refute her argument, Rosanne Cecil (1996) suggests that perinatal
loss has limited impact because there is no birth of a new or death of an
old person. The impact on those involved is that, like any form of loss, it
presents difficulties in adjustment. Loss around the time of birth, however,
carries with it certain problems which may serve to confound the progress of
healthy grieving. As midwives we must be especially aware of the possibility
of these problems and intervene appropriately to prevent their occurrence
and facilitate grieving.

The horror, which death and loss inevitably carry with them, is particu-
larly acute for the new mother. Being young, her experience of previous loss,
if any, is limited. For some mothers, their adolescent adjustments are barely
completed; even less have they acquired the maturity needed to come to
terms with loss and death (Bourne, 1979). This sense of horror is aggravated
by the not entirely inappropriate emphasis our society places on the healthi-
ness or normality of childbearing. While the general media emphasise the
physiological nature of childbearing, little attention is given to the possibility
of what may be known as ‘reproductive failure’. This serves to increase the
mother’s difficulty in accepting the situation when it arises.

In spite of the prevalent perception of the normality of childbearing, it
remains imbued with some magical, almost mystical, qualities. This awe is
often impressed on me by mothers admiring their newborn babies who ask
‘Did she really come out of me?’ It may be that the removal of childbirth
from the domestic setting to the hospital has served to increase this sense of
wonder and to hinder the acceptance of any deviation in this process.

The bewilderment which follows the simultaneous occurrence of new life
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and death relates to the general assumption that there will be a life-span,
supposedly three score years and ten, separating the two events. When new
life and death appear to become fused together, our entire perception of the
world may be called into question. As Bourne states, ‘the experience becomes
one that stands reality on its head’ (1979). This point is raised in McHaffie’s
useful summary of the features of parental loss, along with ‘loss of future’,
‘failure to protect’, ‘loss of role’ and ‘unseen loss’ (2001: 6).

If the baby has some unexpected kind of malformation, the mother may
encounter even greater challenges in recognising the baby to whom she has
given birth as the one she had been expecting. This may be especially hard for
the mother who assumes that the battery of prenatal tests had given her baby
a ‘clean bill of health’.

The difficulties experienced by those caring for the mother may aggravate
her difficulty in coming to terms with her loss. Nurses and others who come
into maternity care assuming it to be a happy area of care become pro-
foundly shocked when they realise that this is not invariably so. Their sense
of having failed the mother may impede their ability to share or at least listen
to her expression of her feelings of loss. The response of the staff to peri-
natal loss is implicit in the care of this mother and may be manifested in
apparently well-meaning help, such as lone accommodation in the maternity
unit and early transfer home (Hughes, 1987). The extent to which the emo-
tional responses of staff affect their ability to provide appropriate care is
discussed in Chapter 10.

The social support, essential to healthy grieving, may be less easily avail-
able to the mother who miscarries or gives birth to a stillborn baby, because
her baby was not known to others near her (Lovell, 1997). Their expectations
of their grandchild, for example, may help them to offer some sympathy, but
not the depth of feeling shared over the loss of a known and beloved person.
This problem applies to a lesser extent to the partner of the mother who is
bereaved and to a greater extent if the loss occurs earlier in pregnancy.

Summary

The need of the mother for expert help and support in emotional, psycho-
logical and physical terms may be illustrated by an analogy first used by
Engel. He compared the psychological trauma involved in grief with the
physical trauma of a cut to the skin. He explained how healing is necessary
for both forms of trauma to enable the body and mind to regain their usual
balance. This process may be known as homeostasis. The degree of help
needed for healing varies, depending on a number of factors. Minor abra-
sions normally heal spontaneously, without outside intervention, but major
wounds require additional assistance. The major psychological trauma of
grief following perinatal loss may also require assistance. The midwife has
the earliest opportunity to provide that assistance; hopefully she also has the
skill.
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2 Loss in ‘successful’
childbearing

Even in the experiences of childbearing which we regard as ideal, when a
satisfied mother produces a healthy baby, there may be an element of regret
giving rise to the need to grieve. In this chapter, before moving on to focus on
perinatal loss, we are thinking about the processes which ordinarily happen
around the time of the birth and which may influence the mother’s relation-
ship with her baby. These processes and the loving relationship which they
engender are fundamental to our understanding of loss, and the grief which
is the price which we have to pay for the experience of loving (see Chapter 1).
After considering the ideal childbearing situations, it is necessary to move on
to those experiences which, although healthy in physical terms, leave the
woman feeling traumatised. This is the woman who may find herself grieving
the birth experience which she was prevented from achieving.

Attachment

Because, in developmental terms, the human baby is born at a relatively
immature stage, she depends on care by others for her survival. How her care
and, hence, the survival of the human species is ensured has long been a
topic for speculation. Our current thinking has developed markedly since,
but probably originated with, the psychoanalytic ideas of Freud. He pro-
posed that human babies are born with innate biological drives which demand
gratification; feeding is a significant example. The behaviourists’ ideas fol-
lowed and are closely related to Freud’s, but they focused on attachment
developing through reinforcement of learning. Their biological explanations
were modified when in the 1960s other external factors were found to affect
the mother–child relationship. A classical experiment showed that labora-
tory monkeys preferred the comfort of a ‘cloth mother’ to a ‘wire mother’ in
a stressful situation, even though the ‘wire mother’ incorporated a feeding
device (Harlow and Harlow, 1966).

Simultaneously in Europe, ethology (the study of animals in their natural
environment) was developing. ‘Imprinting’ was added to our understanding
of the mother–child relationship. This is the process by which, typically, a
newly hatched duck assumes that the first moving object it sees is its source



of comfort and security; this object would ordinarily be its mother or ‘pri-
mary caregiver’. Imprinting operates only within a limited time-span, known
as the critical or sensitive period (Mussen et al., 1990: 157).

Ethology was integrated with psychoanalytic principles by John Bowlby
(1958) to support his thesis that attachment derives from neither drive-
reduction nor prior learning. He argued that a human newborn is pro-
grammed to emit signals or behaviours which will keep her caregivers
sufficiently near to meet her needs and ensure her survival.

He has defined attachment as:

any form of behaviour that results in a person attaining or retaining
proximity to some other differentiated and preferred individual, who
is usually conceived as stronger and/or wiser. While especially evident
during early childhood, attachment behaviour is held to characterise
human beings from the cradle to the grave.

(Bowlby, 1984: 27–8)

Three types of newborn behaviour which initiate and maintain attachment
to the caregiver have been identified (Brazelton, 1973). First, ‘mutuality’ indi-
cates the reciprocity crucial to attachment. Second, ‘signalling behaviours’
elicit reciprocal interest through crying, vocalising and facial expressions.
Third, ‘executive behaviours’ maintain reciprocal interaction, through
activities such as rooting, sucking or grasping.

Bowlby’s thesis is that attachment derives from the need for security and
safety and that the young form enduring attachments with a limited number
of individuals (1977). The role of attachment in healthy development lies in
its provision of a secure base from which a young child is able to explore her
surroundings, physically, psychologically and emotionally, and to which she
may retreat if any threat becomes overwhelming (Bowlby, 1990).

Attachment and loss

Attachment is significant in the context of perinatal loss because grieving is
the inevitable eventual corollary of any warm loving relationship. These two
contrasting aspects of attachment became apparent in Bowlby’s research with
toddlers separated from their mothers. This research has been appropriately
criticised because the separation was by the rather unusual process of admis-
sion to residential care. Bowlby identified a characteristic biphasic response
involving protest and despair following separation, which could continue
alternating for days. Eventually memory of the mother appeared to fade so
that, when reunited, the child was unresponsive. As the unresponsiveness
diminished it was replaced by intense emotional displays and tantrums at any
temporary separation. It became apparent that the absence of the known
attachment object meant that the secure base no longer existed, giving rise to
terror of the unknown. Bowlby (1990) regards grief as an adult form of
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separation anxiety, in which the security of a known and loved person/
relationship is lost, leaving a frighteningly incomprehensible void.

Bonding

‘Bonding’ as a topic tends to generate more heat than light. It is the prelimin-
ary stage in the events which lead to attachment (Mussen et al., 1990). The
plethora of research in this area has been associated with many changes in
our care of the new mother and baby. Whether these changes are necessarily
for the benefit of the mother–infant dyad is questioned (Herbert and
Sluckin, 1985: 123). Considerable attention has been given to early postnatal
bonding because it equates with the ‘love at first sight’ which has commonly
been assumed to be fundamental to mother-love, but events during pregnancy
may be more significant in the context of perinatal loss.

Changes in pregnancy

Traditionally, we have assumed that the mother did not begin to love her
baby until she laid eyes on her (Morrin, 1983). Hence, only recently has
research attention been given to the process by which the mother comes to
know and love her baby prenatally.

On the basis of interviews with twenty mothers whose newborn babies
had died, Kennell and colleagues (1970) were able to conclude that an
affectionate mother–child relationship was present by the time the baby was
due to be born. As many of the mothers had had no visual or tactile contact
with their babies, any postnatal stimuli to affection were excluded.

The way in which the mother’s affection for her child develops has been
measured using Cranley’s maternal–fetal adaptation scale (MFAS) by Grace
(1989). This study clearly showed the mother’s increasingly positive feelings
as her pregnancy progresses. The MFAS was also used to study the effects of
maternal age, the experience of quickening and the physical symptoms of
pregnancy on the developing relationship in eighty pregnant women (Lerum
and Lobiondo-Wood, 1989). These researchers found that, while the other
two factors had no impact, quickening has a positive effect on the relation-
ship. The effects of ultrasound scans (USS), which have been said to enhance
the relationship, were unclear but those mothers who were well supported
showed a high level of attachment.

Whereas the two previous studies utilised a Likert-type scale, Boris et al.
(1999) based their study of the prenatal mother–baby relationship on the
mother’s interpretation of fetal movements. This work showed that mothers
have sufficiently clear ideas about their baby’s temperament during pregnancy
to complete a questionnaire anticipating how she would react in given circum-
stances. It is impossible to judge whether the mother’s interpretations of fetal
behaviour relate to her own fantasies or to the actual movements, but the
researchers correctly link her interpretation to the developing relationship.
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In her qualitative study, Stainton (1990) sought twenty-six couples’
impressions of their unborn babies in the third trimester. She identified four
different levels of awareness of the fetus, coexisting simultaneously. In
ascending order of perception, Stainton described the idea of the fetus,
awareness of her presence, awareness of her specific behaviours and aware-
ness of her interactive ability. These interpretations of fetal behaviour sug-
gest that knowledge of the psychosocial interaction with the fetus may have
implications for our care in the same way as the more widely used objective
assessments. This is because, as Stainton states, a stronger mother–baby
relationship during pregnancy facilitates postnatal mothering.

Also tending to question the benefits of USS in enhancing the relation-
ship, Reading (1989) reverts to attributing greater importance to quickening
and recognising the autonomous nature of the fetus. Similarly, the place of
USS in the developing relationship is questioned in the work of Lumley
(Ewigman et al., 1993). She maintains that USS have no effect after quicken-
ing and that any beneficial effects on maternal health behaviour are short-
lived. Scans are associated with a number of problems, such as the lack of
feedback about results which allows any anxiety engendered to persist; other
problems include misdiagnosis and the indecipherability of structures seen.
Lumley suggests that this ‘diagnostic toxicity’ (1990) deserves closer study
before these investigations become yet more widely used. She questions our
assumption that scans really do enhance the relationship, or whether they,
like other forms of prenatal diagnosis, just ‘alter the mother’s clock’.

As our knowledge of the mother–baby relationship during pregnancy is
still so limited, we should be wary of attempting to intervene to influence its
development, as may happen postnatally. What is in little doubt, though, is
the strength of the mother’s relationship with her unborn baby, resulting in
the need to grieve if the baby is lost.

Postnatal bonding

The research project which is best known and has probably had the greatest
influence on our care of the newborn and her mother is the work by Klaus
and Kennell (1976). Their experimental study was undertaken against a back-
ground of restricted mother–baby contact in USA maternity units. The con-
trol group of fourteen mothers was permitted the usual contact with their
babies, that is, thirty minutes at feeding times five times per day. The experi-
ment or extended contact (EC) group of fourteen mothers cuddled their
naked babies in bed with them for an extra five hours on each of their three
days in hospital. Observations and interviews were made at one month and
one year.

Findings of differences between the two groups were emphasised,
although there were also many similarities. During a paediatric examination,
the EC women showed greater reluctance to leave their babies. The EC
mothers responded more to their babies’ crying and maintained greater eye
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contact during feeds. These researchers concluded that extended contact was
necessary for bonding. Others built on this rather flimsy foundation and
went as far as to suggest that, without this contact, adverse outcomes such as
child abuse were more likely. In this way bonding theory evolved into dogma
or bonding doctrine (Herbert and Sluckin, 1985).

This, albeit rather questionable, study has influenced our care for the better.
In my experience, the requirement for the baby to be transferred to the
postnatal ward within ten minutes of birth was soon abandoned. It has also
influenced our care in other ways. In another unit I, as a midwife, was
required to record whether a mother and baby had ‘bonded’ in the birthing
room. A negative observation triggered social work intervention.

Whether the changes in our practice are justified by the results of this
study continues to be questioned on methodological grounds. Observer bias
was a problem. But it is hard to envisage how a ‘blind’ study of attachment
could be designed, as mothers and carers must know the woman’s allocation
and be influenced in their behaviour and observations respectively. The
sample comprised disadvantaged mothers in whom, Hawthorne-like, any
intervention might have improved the outcomes.

These researchers’ use of biological terms to explain their conclusions,
such as ‘sensitive period’, ignored current knowledge of the complexity of
mother–child interactions and the uniquely human social organisation. The
sensitive period is implausible in humans, due to maternal mortality and
morbidity requiring ‘adoption’ by other carers in the former and a longer
and more variable attachment period in the latter.

The bonding doctrine may be further criticised for the risk of bonding
publicity causing the mother to develop excessively high expectations. Fail-
ure to achieve any part of the doctrine leaves her disappointed in her
experience and, more importantly, anxious about her ability to relate to her
new baby. Such unrealistic expectations may be prevented by informing
mothers of research evidence which indicates that attachment is a gradual
process developing through knowledge of another person rather than an
instantaneous all-or-nothing phenomenon.

The perfect baby

The baby on whom the mother focuses her fantasies during pregnancy is the
baby she comes to love at that time. This baby’s image is a composite of
those she loves and admires, including herself, partner, parents and other
children. If she has no children already, she will base her fantasies on what
she learns from others who have children and from the media. As well as
helping her to form a relationship with her baby, these fantasies enable her to
work through old conflicts, especially any concerning her relationship with
her own mother. Inevitably the mother’s fantasies involve wishing for and
dreaming of a perfect baby, but lurking in the background is the fear of a
baby being born with a disability.
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There is always some discrepancy between the mother’s fantasies and her
actual baby; she may have expected her baby to have more hair, or be sur-
prised at how long her baby spends awake, or perhaps she had expected her
baby to be a different sex. The mother’s narcissistic investment in her fantasy
baby (see Chapter 4) may aggravate the discrepancy between the two babies.
Disentangling this discrepancy and accepting the real baby is one of the
developmental tasks involved in becoming a mother.

The fantasy baby is explained by Lewis (1976, 1979a) as her ‘inside baby’ in
contrast to her ‘outside baby’ for whom she must eventually care. Lewis
describes the perplexing sense of loss which a mother ordinarily experiences
at losing her ‘inside baby’, but she is consoled by the presence of her ‘outside
baby’. The effort which the mother needs to make to match up her fantasy
baby to her real baby is neither easy nor spontaneous (Raphael-Leff, 1993)
and may account for some mothers’ overwhelming indifference on first
seeing their baby.

The woman’s experience

As well as the mother’s expectations of her baby giving her at least moment-
ary cause for regret, it is necessary to contemplate the woman’s reaction to
her experience of giving birth. In their research on the woman’s feeling of
being in control of her birth experience, Green and Baston (2003) identified
the difficulty which women encounter when they feel unable to influence
what staff do to them. This disappointment is particularly acute in first-time
mothers. These findings resonate powerfully with those of McCourt and
Pearce, whose study focused on ethnic minority women and who reported
the experience of being ‘talked at rather than with’ (2000: 151). These
researchers have addressed the disappointed expectations of women with
uncomplicated childbearing experiences.

The problems of women whose expectations of healthy, satisfying child-
bearing deteriorate into a complicated or traumatic experience are different.
While the need for the woman to grieve for her unfulfilled expectations
would be understandable, her reaction has been addressed more in terms of
the possibility or likelihood of post traumatic stress disorder (PTSD). Previ-
ous work in this area was brought together by the groundbreaking research
project by Menage (1993). Although this research involved the use of a volun-
teer sample, Menage was able to identify the obstetric and gynaecological
procedures which are likely to be followed by PTSD. These procedures
may seem relatively trivial to a professional health care provider, including
cervical smear, induction of labour and IUCD removal. Probably equally
importantly, Menage identified the factors which aggravated the perception
of trauma, such as the attendant being male and the existence of a sexual
component. This research found that, as mentioned above, the woman’s
perception of control is fundamentally important.

Menage admitted that she was unable to ascertain whether the trauma of
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the intervention was totally due to the intervention itself, or whether there
was a pre-existing element of PTSD due to a previous experience. This
dilemma was addressed in a questionnaire survey of 289 women in London
(Ayers and Pickering, 2001). The existence and level of PTSD was measured
at thirty-six weeks’ gestation and at six weeks and six months postnatally.
During pregnancy eighteen women (8.1 per cent) were found to have PTSD
and were excluded from subsequent data analysis. Seven new cases of PTSD
were identified at six weeks, suggesting that the experience of birth may be a
trigger factor for PTSD. These quantitative studies have been criticised
(Moyzakitis, 2004) on the grounds that the instruments used had been
designed for use following war and other large-scale conflicts involving men
predominantly. Moyzakitis went on to identify the vulnerable women and
the interventions in labour which could result in the new mother feeling
traumatised. Such trauma may be doubly significant, because it not only
affects the woman’s emotional well-being, but also damages family relation-
ships (Beech, 1998/9).

Although the significance of the traumatised new mother appears clear,
research into her care is less so. ‘Debriefing’ has been widely welcomed as the
solution to a number of postnatal problems (Steele and Beadle, 2003); its
precise nature and aims, though, remain obscure. The role of the midwife
has been demonstrated in reducing postnatal depression (Lavender and
Walkinshaw, 1998; Small et al., 2000), but these interventions do not yet
appear to have been applied to women with PTSD (Joseph and Bailham,
2004).

Summary

It is apparent that, even in childbearing situations where the baby is born
alive and well, there may still exist an element of regret. The mother may feel
the loss of the fantasy baby to whom she did not give birth, of the baby of
the ‘right’ gender who was not born or of the hoped-for birth experience
which did not happen. These losses require the mother to grieve and may
assume the proportions of a bereavement. It may be difficult for others to
understand why a mother with an apparently ideal, or at least satisfactory,
outcome has her moments or periods of sorrow. She may find it hard to
acknowledge, even to herself. This mother may need our help to articulate
and come to terms with her loss in the same way as any loss is eventually
resolved.

In the care of mothers who are experiencing the birth of a healthy child,
we should bear in mind the significance of loss. Grief is ‘the other side of the
coin’ of the loving relationship which develops during pregnancy. Because
this relationship is with an idealised fantasy baby and includes a range of
other expectations, in the postnatal period she may need to grieve for not
having fulfilled her fantasies and achieved her expectations.
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3 Researching
childbearing loss
Problems, dangers
and opportunities

Certain essential questions, about the value of research and the use to which
research-based knowledge is put, need to be asked. It is with these crucial
questions that this chapter begins. Because researching perinatal grief carries
certain inherent problems, I look at these next. Having already considered our
use of research, I then look at its misuse; to do this I focus on examples of
research becoming dogma, which we find in areas relating to grief and which
raise fundamental issues. Finally, I look at how we may avoid such rigidity, by
focusing on the design of my own study (Mander, 1992a), identifying a
relevant research framework and highlighting outstanding research needs.

Do we need research?

As with any aspect of research, a question begins the process. Here, as I
asked the midwives in my study, I ask: ‘How do we know how to care for the
grieving mother?’ Many informants told me of the importance of experi-
ence, drawing on examples of their own childbearing and their occupational
experience (Mander, 1992b). These midwives also recounted the limited con-
tribution of formal methods of learning, such as lectures, refresher courses
and reading nursing or midwifery journals. While recognising the import-
ance of continuing education to knowledgeable and effective care, the crucial
precursor is a questioning attitude to existing and proposed practices. This
issue may be taken a stage further by suggesting that it is our duty to question
established practice (Hicks, 1996). Their responses to my enquiry indicate
the variable preparedness of midwives to question their practice:

IZZY: I always do my utmost to care as best I can. Care is really quite well
done. I have never had any negative feedback. Really, I’ve not had very
much contact afterwards at all.

GAY: I haven’t had any training at all to help me to look after these mothers. . . .
I think that the care that we give is quite reasonable. We give the mothers
support and help and advice.

ANNIE: My ideas are my ideas. I don’t know whether they are necessarily
correct.



GINNIE: I often feel frustrated that I don’t know what more I can do for them.
NELLIE: We try our best to give them as much time to talk to us as possible.

But I feel that really that isn’t as good as we should be doing.

As the comments by Ginnie and Nellie show, a questioning attitude may
manifest itself when contemplating day-to-day practice. This may be sup-
ported by critical reading, the appropriate use of relevant research findings
and, possibly, undertaking research. The reality of research implementation
was noted by the Health Committee, who observed the lack of a research
base for maternity care (House of Commons, 1992): ‘Too many fashionable
interventions . . . have been introduced without evaluation either of cost–
benefit ratios or the reactions of women who undergo them.’ Has our care of
the grieving mother been based on ‘fashionable interventions’? Our use of
certain forms of treatment may constitute an unplanned, uncontrolled and
unrecognised experiment. It is necessary to closely examine our care of the
grieving mother and the knowledge on which it is based.

The development of research into perinatal grief

The knowledge-base which we use to care for the grieving mother originated
with Sigmund Freud (1959 [1917]), who likened grief to a ‘painful wound’.
This helped dispense with the Judaeo-Christian view of grief, which regarded
it as an unnecessary and unhelpful luxury; mourners were urged to avoid
fruitless and unavailing grief. Freud, whose ideas were clinically derived,
moved thinking in the direction of therapeutic support of bereaved people.

The first to systematically observe grief was Lindemann (1944). His,
admittedly opportunistic, study sampled 101 of the people affected by the
disastrous Cocoanut Grove night club fire. While not undervaluing his work,
the narrow view which he took has been criticised. To describe grief, he
should have taken into account or made allowance for the complex relation-
ships between the bereaved and the deceased. Lindemann’s tunnel vision
serves as a reminder to avoid assumptions about others’ grief based on
personal value systems.

Founded on studies of the effects of separation on young institutionalised
children, Bowlby’s ideas moved grieving theory forward, by suggesting fun-
damental links between attachment and grief (1990). He hypothesised that,
without loving attachment, there can be no loss. Thus, grief is the price that
we as human beings pay for the joy of loving: often known as ‘the cost of
commitment’.

The close and powerful links between Bowlby’s ideas and those of Parkes
(1996) are clearly apparent, although their research populations were at
opposite extremes of the age range. Parkes researched the grief of widows, as
have many others. Unlike previous researchers, Parkes was able to demon-
strate the contribution of the wider social community by demonstrating the
value of relatively ‘low-tech’ interventions, such as bereavement counselling.
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The significance of counselling is enhanced by his observation of the wide-
spread and harmful effects of the stigma of loss, which may result in social
deprivation.

Parkes’s ideas were utilised by Forrest and colleagues (1982) when they
researched support and counselling after perinatal bereavement. They, like
Parkes, emphasise the long-term counselling of the family, compared with
the supportive midwifery interventions at the birth and death. In an experi-
mental design involving fifty mothers of babies who had died perinatally,
half of the mothers received ‘ideal’ supported care, while the ‘contrast’ group
received care of the usual variable standard.

The supported group were encouraged to see, hold and name their dead
baby. The baby was photographed. The mother chose, whenever possible,
where she was cared for and her transfer home was unhurried. Bereavement
counselling was offered to both parents within two days of their loss. While
the counselled mothers recovered from their grief more quickly than the
contrast group, by the fourteen-month assessment there was no significant
difference between the two groups. These findings are largely reassuring,
though it may be that the intervention served only to ‘hurry’ the grief of the
supported group. It is necessary to wonder, apart from the pain being longer
lasting, whether marginally longer grief automatically reflects less effective
grief. The significance of the high drop-out rate from the supported group is
another cause for concern (see Chapter 6).

Recent research into perinatal grief reactions has suggested that the pic-
ture of how grief progresses is even less clear than was previously assumed.
An authoritative study by Lin and Lasker (1996) suggests that the onset and
progress of perinatal grief are affected by a range of personal factors. The
sample included 163 women, and 56 of their partners, who were bereaved
through miscarriage, stillbirth or neonatal death. As with most grief research,
the attrition rate was high and only 122 parents (55.7 per cent) completed
all three interviews. The analysis of these parents’ grief scores over the two
years following their loss showed four patterns of grieving:

1 In 41.0 per cent of parents there was a steady decline in the grief scores.
This was described as a ‘normal’ pattern and was associated with being
the mother and with a subsequent successful pregnancy.

2 In 13.1 per cent of parents the grief scores increased and this group was
referred to as the ‘reversed’ grief group. In this group there was a low
proportion of previous pregnancy losses and a high proportion of
subsequent pregnancy losses.

3 The ‘delayed’ resolution group comprised 17.2 per cent of the parents.
At the first interview they had relatively low scores but by the second, the
grief score was highest. This group had the highest proportion of late
pregnancy losses and of previous losses.

4 The fourth group, the ‘low’ unchanged group, showed grief scores which
remained steady and low throughout the study and consisted of 28.7 per
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cent of the parents. This group comprised a larger proportion of fathers
and parents who had a larger proportion of children when the loss
happened.

This study reminds us of the long-term nature of grief and the many
factors which affect it.

In the course of their study of post traumatic stress disorder (PTSD) after
giving birth to a stillborn baby, Hughes and colleagues’ findings contradict the
currently accepted wisdom (2002). These researchers found that, in a sub-
sequent pregnancy, women who had seen and held their dead baby were
more likely to be depressed, anxious and suffering from symptoms of PTSD
than women who had done neither. User-group representatives have been
appropriately critical of this study (Kohner, 2002). Because the focus of this
study was on the care provided, more attention will be given to it in Chapter 5.

Issues arising out of previous research

The gestation or age at which the baby is lost has received much research
attention (Singg, 2003: 882). This may be due to either the traditional
assumption of the less-known being less grieved or to our increasing under-
standing of how the emotional relationship develops during pregnancy (see
Chapter 2). Contrary to traditional assumptions, parents of newborns who
die have been found to grieve more successfully than other bereaved parents
(Murray and Callan, 1988). On the other hand, an authoritative review sug-
gests that there are no significant differences between the grief of women
losing their babies through miscarriage, stillbirth or neonatal death (Carter,
2003). Despite such research, the grief of the mother who miscarries is still
denigrated. An example is the diktat by Bourne and Lewis (1991) that ‘people
should not be pushed into magnifying miscarriage’. Rather than magnifying
or denigrating any mother’s grief, I venture to suggest that we should accept
her loss for what it means to her.

The effects on family relationships have attracted research attention,
focusing mainly on differences in grieving between mother and father and
any ensuing disharmony (Samuelsson et al., 2001). The father’s experience of
loss is not yet well understood. This is partly due to the traditional focus on
the mother’s experience. It is also due in no small part to the difficulty of
recruiting and collecting data from the father, as found in the study by Fiona
Murphy (1998). I consider the implications for fathers and couples in
Chapter 7.

The serious deficit in research-based knowledge into the effects of child-
bearing loss on siblings is well recognised (Robinson and Mahon, 1997). In
Chapter 7 I examine the research by Dyregrov (1991) on perinatal sibling
loss. This has helped to fill the void, although a retrospective approach,
uncertainty about whether it was therapy or research and reliance on
mothers’ accounts of their children’s loss limit the value of his work.
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By predicting and measuring grief, attempts have been made to identify
those most at risk of disordered grieving and to evaluate helpful interven-
tions. Predictors were sought among 130 parents who had experienced peri-
natal loss by using a self-administered questionnaire (Murray and Callan,
1988). This obtained, as well as demographic data, features of the loss, levels
of professional support and psychological well-being. Like others before
them, these researchers found that better-supported parents grieved more
healthily, endorsing our usual assumption that those who are less supported
face worse outcomes. These researchers, though, made the mistake of focus-
ing on professional interventions and not taking account of the grieving
parents’ social support system. It may be that the holistic view ordinarily
adopted by nurses and midwives makes them ideally suited to fill this gap in
our knowledge.

Criticisms of care inevitably arise when bereaved mothers are asked to
recount their experiences. For all mothers we must take these criticisms
seriously, although we may wonder, for those interviewed while still actively
grieving, whether this may be a way of deciding whom to blame. In her
retrospective study of fifteen mothers who had experienced perinatal loss,
Hermione Lovell and colleagues (1986) found that mothers sensed the
limited time staff were able or willing to spend with them. She also found
that the community midwives’ visits were variably appreciated. The medical
checks six weeks postnatally were under-utilised, being merely physical in
their orientation. This observation may be related to a phenomenon identi-
fied in a study of women who had experienced childbearing loss (Moulder,
1998). This is that the difficulty staff feel in coping with death may prevent
them from supporting the mother. The limited social support offered to
the grieving mother by the so-called community has also been identified
(Mander, 1996).

In my study many of the relinquishing mothers were critical of certain
aspects of their care; I have termed these experiences ‘cock-ups’. Like other
mothers, Jessica had been told not to have any contact with her baby; unfor-
tunately this message was not communicated to all the staff caring for her:

JESSICA: Just after the baby was born I was in a room with all the other
mothers. He was in my arms for about an hour. There was some kind of
mix-up, because when my parents came in at night he had been brought
out to me again. By that time I had been put in a side room by myself.
I had him that night and I was quite happy with myself. The next day the
nurses said that was it! I couldn’t have any more contact! Then one of
the midwives said to me ‘That bond hasn’t got to be there. You can’t
bond. You can’t see him any more.’

As well as raising issues about the bonding doctrine (please see Chapter 2),
this example shows that, when communication between staff breaks down,
the mother is left feeling confused and insecure.
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Midwifery research has been shown, despite its significance mentioned
already, to be undervalued by midwives themselves (Hicks, 1992). In a small
and questionably ethical study, Hicks shows that midwives rate a research
report significantly more highly if they believe it to be written by a medical
practitioner rather than a midwife. Hicks concludes that research is not
perceived as being essential to midwifery, but she omits to recognise the
prevailing value system.

Methodological issues

There are certain issues which are particularly important in the planning and
utilisation of research into childbearing loss. One of these is its quality,
because it has been argued that ‘careless research is as immoral as careless
surgery’ (Davis, 1983). Although terms like ‘bad’ research are bandied about,
they mean little more than ‘research methods which I have not used and
don’t understand’. Such deprecatory terms may be used by ‘hard-edged’
researchers to describe qualitative approaches, and I suspect that their
insecurity with unfamiliar methods lies at the root of the difficulty. It may
be that truly immoral research is that which is done at some cost to
the respondents and to the funding body, but which is never reported or
disseminated to practitioners (Mander, 1995a).

The design of many grief research projects is criticised for using a retro-
spective approach, inevitably relying on recall. A grief-stricken memory is
likely to distort the data and result in bias. The longitudinal prospective
study is a valuable alternative, which may provide accurate current data, but
unfortunately a time lapse may be necessary to allow the bereaved mother to
recover from the worst pain of her grief (Leon, 1990: 189).

The sample needs to be selected to minimise risks to subjects, such as
causing pain or impairing grieving. As always, the sample size should to be
the smallest number possible consistent with being suitably representative.

The response rate indicates the acceptability and importance which the
members of the population attach to the research. A low response rate raises
questions of whether those who did not respond differ significantly from
those who did (Murphy-Black, 2000). In grief research it is to be expected
that the response rate will be low compared with other topics. Obviously,
this reflects only those studies which actually state the response rate as
this information is all too often omitted. It is necessary to remember the risk
of ‘attenuation’ of the sample, which in quantitative research reduces the
likelihood of statistically significant findings.

The representativeness of the sample may be hampered by the nature of
the study, as those who agree to be involved may be grieving atypically.
Perhaps it is only those whose grief is progressing smoothly who agree to
participate, or, alternatively, those who need more help hope to get it through
involvement in research?

The identification of a suitable sample is addressed by Worden (2003),
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who discusses the diverse social groupings and distances which a researcher
may need to cover. The nature of grief requires that the sample must be, like
Lindemann’s (see page 21), an opportunistic or convenience sample, thus
reducing the researcher’s control over the study. Research into childbearing
loss may be particularly problematical because of the difficulty of finding
a suitable sample when so many potentially different forms of loss are
included.

Researching grief brings certain unique or particular problems. Especially
likely is the Hawthorne effect, when the subject changes their behaviour
because of their involvement in research. Such a change clearly invalidates
the data.

Worden (2003) focuses on problems associated with measuring grief by
using health as an indicator. Proxy measures may be used, as these may be
more accessible than health data. Examples include medication, GP contacts
or hospital admission. Symptoms are, thus, inappropriately regarded as
manifestations of grief, whereas these ‘health behaviours’ may be even more
culture-bound and socially determined than grief itself. Further, treatment
may be more closely related to help-seeking variables than to the person’s
degree of disturbance. It may be that medication is the least reliable proxy
for grief, as the values of the prescriber also complicate the picture.

The hazards of grief research make themselves abundantly clear in the
project undertaken by DiMarco and her colleagues in the USA (2001). A
largely quantitative, retrospective two-group design was employed to evalu-
ate the benefits of support group involvement. The sampling frame was the
mailing list for a ‘perinatal loss support newsletter’ (2001: 136). This sam-
pling frame implies that both groups are already receiving some support,
with the potential to reduce differences. The two comparison groups com-
prised parents who did or chose not to attend the support group, introducing
an element of bias. The response rate was low at 32 per cent (128 individuals
out of 400 approached) in spite of two follow-up mailings. The response
from fathers was particularly poor, at approximately one-third of the number
of mothers responding. These problems of accessing and retaining a suitable
sample are familiar to grief researchers.

The danger of dogma

We have considered already the reasons why research-based knowledge is
crucial to inform our care of the grieving mother and the benefits which
accrue. Because examples arise in our care, it is necessary to turn our minds
to the potential for less beneficial effects of research. By this, I mean research
having been elevated to dogma which, by definition, one questions at one’s
peril.

The first example of research being used to justify dogma is found in what
has become known as the bonding doctrine, resulting in mothers being har-
assed when they are least able to question their care. Taking a historical
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perspective, a series of child-care gurus whose ideas have initially required
adherence have subsequently been challenged and eventually rejected.
Unlike the instantaneous, cataclysmic, all-or-nothing ‘gluing’, as it is all too
often presented, the mother–baby relationship grows gradually, through
learning to know and coming to understand each other. There are clearly
certain factors which hinder this relationship from developing, just as there
are others which facilitate it.

Another example of research being elevated to dogma is more closely
related to our present topic. Bourne and Lewis (1991) warn us of the danger
that certain forms of care may be applied universally as a panacea to ‘solve’
the mother’s grief. Their examples include the formerly widespread recom-
mendation ‘have another’ (see Chapter 13). They suggest that many of our
interventions may be effective only in the short term. Their scorn at recom-
mendations for caring for the mother who miscarries ignores research
emphasising the grief of miscarriage (SPCERH, 2003) and reminds us of
the shaky statistical foundation on which our current care of the mother
experiencing perinatal loss is built (Leon, 1990).

Another example of potentially dangerous dogma is found in the research
by Hughes and colleagues (2002), which may serve to highlight the possibly
damaging effect of what they term the ‘current fashion’ for the mother hav-
ing contact with her dead baby. These researchers argue that a practice which
may have begun life as ‘sensitive care’ only ‘traumatises a woman who is
already intensely distressed and physically exhausted’ (2002: 117).

A third way in which dogma becomes significant in the context of research
into childbearing loss is in the design of the research. The views of those
who are responsible for approving access for research, the ‘gatekeepers’,
encounter difficulty understanding research which incorporates ideas or
methods with which they are not familiar. For this reason they may be wary
of approving research proposals which do not comply with their attitudes to
‘patients’ or with their positivistic views of research. In my study, her limited
view of the role of the midwife prevented one social worker from co-
operating (Mander, 1992c). Another’s conviction that grief was a short-term
phenomenon had a similar effect. Limited understanding of grieving also
became apparent in correspondence with research ethics committees (RECs).
Criticisms of the research method related to the flexible nature of my data
collection, being equated with ‘sociological-type’ and, hence, ‘bad’ research.

For these reasons, I propose that we as carers read research critically, use it
questioningly and undertake appropriately designed studies, rather than
being vulnerable to the whims of medical or even psychological fashion.

A study of loss

As I became aware of the demise of the ‘rugger pass’ approach to the care
of the mother grieving perinatal death, I sought to learn whether more
enlightened approaches are also being applied to the care of the mother
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relinquishing her baby for adoption. I describe here the design of a study
which I undertook to investigate this issue; methodological issues relating to
the avoidance of dogma in research design become evident.

The research approach

The lack of previous research on midwives’ care of the relinquishing mother
and its innately sensitive nature led me to choose a qualitative research
approach with some quantitative elements. Qualitative research seeks to
understand the event from the perspective of the person experiencing it – the
‘emic’ approach (Kaye, 1994). A holistic picture of the phenomenon emerges,
demonstrating the interrelatedness and interdependence of differing facets
of the event (Silverman and Klass, 1996).

Although some argue that this approach is ‘soft’ and ‘unscientific’, this
is probably a strength in the present context, because the qualitative
approach is well suited to the descriptive focus which was used to under-
stand the subjective viewpoint of the mother and her interpretation of her
relinquishment.

The advantages of large-scale studies of the effects of grief may be com-
pared with smaller-scale in-depth research (Stroebe and Stroebe, 1987). The
epidemiological data collected in the former serve a different purpose from
the ‘fine-grained’ details on matters such as coping strategies obtained in the
latter. Thus, the researcher chooses between statistical significance and
in-depth insight into the phenomenon, depending on the research questions.

I included both qualitative and quantitative elements to constitute triangu-
lation at the level of the research design (Denzin and Lincoln, 2000), to
further increase the rigour of the data.

The research questions

On the basis of the literature available and personal experience six research
questions emerged:

1 What is the experience of the mother relinquishing her baby?
2 To what extent are the experiences of relinquishing mothers in the UK

similar to those of mothers in other countries?
3 How, in the midwife’s view, does the care she gives to a relinquishing

mother differ from that provided for another mother without a baby?
4 How are decisions made regarding the midwife’s care of the relinquishing

mother?
5 What knowledge is involved in making these decisions?
6 How is this knowledge acquired?
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The method

I planned the fieldwork in three phases, examining the viewpoints of those
involved. These were, first, previous relinquishing mothers (who had relin-
quished a baby in the past), second, experienced midwives and, third, current
relinquishing mothers (planning relinquishment).

• Phase 1 – to assess the relevance of other countries’ literature on long-
term feelings about relinquishment by interviewing mothers who had
previously relinquished a baby.

• Phase 2 – to explore the care provided by the midwife, with particular
reference to whether her care of a relinquishing mother differs from that
provided for another mother without a baby. Interviews would be held
with a sample of experienced midwives.

• Phase 3 – to observe and then describe the experience of the relinquish-
ing mother using a prospective, longitudinal technique. Interviews with a
small group of mothers would focus on the experience of giving birth
while at the same time making the decision to relinquish her baby. The
extent to which her midwifery care had affected the experience would be
sought. An interview would be held in the woman’s home shortly after
the birth and a similar interview would be held some months later to
ascertain whether her impressions of her care had developed in any way.

Obtaining permission for research access

Gaining access to the research site involved obtaining ethical approval (for
phase 3) and permission from midwife managers. Because it had been neces-
sary to recruit previous relinquishing mothers from a wide area, I decided to
recruit midwives from a similar area. My approaches elicited enthusiastic,
sympathetic and helpful support and the managers gave permission for me to
seek the midwives’ participation. Midwives were given permission to be
interviewed in their on-duty time at their work place, if they wished.

Access to a suitable sample of relinquishing mothers for phase 1 was
unproblematic after making contact with birth parents’ groups, whose organ-
isers and members were keen to participate (Mander, 1992c). The relinquish-
ing mothers comprised a volunteer sample. The midwives were randomly
selected from off-duty lists. Ethical approval and access for phase 3 presented
major difficulties. Eventually a case-study approach was utilised for the one
mother I was able to recruit (Mander, 1992d).

The instrument and personal implications

I used a semi-structured interview format, allowing the informant to control
the topics, although my introduction reiterated my area of interest, which
I had explained during the initial contact. My frequently updated interview
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schedule comprised a list of questions, in addition to which I encouraged the
mothers to introduce relevant issues. My questions were based on the litera-
ture, my occupational and other experience and, in later interviews, issues
raised by earlier informants. The interviews were tape-recorded with the
informant’s permission.

An essential feature of this form of fieldwork is the way in which I, the
researcher, present and use my personality during the interview. This applies
to such an extent that my personality constitutes part of the research
instrument, by interacting with the data. This contrasts with the usual
requirement for the researcher to be a neutral ‘non-person’ to avoid bias.

The researcher must be conscious of any intuitive or personal reactions to
the informant or her information. Examples would be revulsion when
‘Francesca’ recounted the behaviour of her peers in an alien subculture, or
sorrow at ‘Quelia’s’ pathetically limited outlook on life, or overwhelming
feelings of identification due to a common early post-war working-class
background with ‘Barbara’ and ‘Debra’. Feelings of identification or a shared
orientation with the informant may or may not be helpful. Such common-
alities may be reasons for not participating. Clearly, assumptions of empathy
on the part of the researcher may not help the research. By being aware of
such reactions we are able to take account of them in both the fieldwork and
the analysis of the data.

For the researcher, emotional discomfort may follow such personal
involvement (Mander, 1999a). One of the RECs questioned how I would
cope with the emotional impact of undertaking a study involving such deep
powerful feelings. This may be through a supporting team of researchers
who are able to share problems. For this small study, however, this was not
possible and I relied on domestic, collegial and social support.

The emotional toll which research takes is particularly significant in quali-
tative studies, where personal involvement with the work, if not the inform-
ants, is crucial. This aspect is only now beginning to be addressed and the
‘cost of involvement’ in research into sensitive topics is being brought out
into the open (Mander, 2000).

Completion of the fieldwork and data analysis

Field notes captured my immediate impressions and reactions to the inform-
ant and her data. I incorporated the themes into subsequent interviews.
After I had listened to the recording of the interview, it was transcribed on to
disk. I checked the hard copy with the taped interview, to correct errors and
colloquial and technical terms.

By the time I had interviewed twenty-three previous relinquishing mothers
and forty midwives, no new conceptual categories were emerging and the
data had become saturated. Thus, no more interviews were required.

Data analysis began during the fieldwork using comparative analysis, in
which I compared newly acquired with existing data, to determine how they
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related to each other. Thus, theory was constantly developing, being revised
and determining the direction of future fieldwork.

In exploring the experience of relinquishment and the provision of mid-
wifery care, I sought insights to illuminate the essential aspects of that
care. This exploration was completed after each phase of the fieldwork by
using analytic description, involving active inspection of the transcripts, in
an attempt to identify novel categories to describe the phenomenon. This
method of analysis ensured that all of the essential findings had been
explained (Denzin and Lincoln, 2000).

The hard copy was coded using categories which seemed appropriate from
my reading of and listening to the interviews. There were about 200 categor-
ies for the relinquishing mothers and a similar number for the midwives.
Some of the categories were common to both groups, but there were many
which were relevant only to one group of informants, such as midwives’
accounts of learning about grieving. These codes were transferred on to disk
by the typist and this permitted categorised statements to be extracted from
the disk copy and reformed into about twenty categories, each of which
focused on one area. Examination of each of these categories, including a
count, provided me with a complete impression of the varying aspects,
including the salience, of that topic (Fielding and Lee, 1991).

Terminology

Anonymity and confidentiality are vital to these informants, so throughout
I used fictitious names. Names ending with ‘y’ or ‘e’ (Amy, Betty, Annie,
Bessie . . .) denote midwives, whereas relinquishing mothers have been given
names ending with ‘a’ (Anthea, Barbara, etc.). Other potentially identifying
material was altered.

The opportunities: outstanding research needs

There are many areas relating to childbearing loss in need of research
attention.

Maternity care for the grieving mother

We have considered already in this chapter the dangers of under-researched
interventions being applied dogmatically. While Forrest et al. (1982) looked
at the effects of interventions to assist grieving, their research design
incorporated a ‘package’; the constituent parts were not clearly distinguish-
able, leaving concerns about which parts were effective. If we are to establish
the value of interventions and avoid dogma, it is necessary for us to learn
more about how mothers perceive their care. An example would be the care
of the mother’s breasts and whether she lactates (see Chapter 5).

The organisation of the care of the grieving mother deserves attention, in
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that we should find out whether a ‘team approach’ comprising highly trained
and experienced specialists is more acceptable to the mother than the usual
pattern of care (Primeau and Lamb, 1995).

Midwives are accustomed to teaching mothers and others about various
aspects of childbearing, but little is known about what is taught to mothers
about grief or whether that teaching is effective. It is necessary for us to find
out what education is provided and whether the mother and others perceive
it as helpful (see Chapter 5).

The care of the mother in the community

The midwives in my study were uniformly convinced of the value of the
mother being transferred home promptly:

HILARY: She should have as short a stay in hospital as possible. In hospital
she may be forced to bottle up her emotions. Hospitals are really very
busy places, much too busy to allow her to grieve. She should go home
to be with her own people and have the chance to be in her own
environment.

This widespread assumption contrasts with the observations by Alice
Lovell (1984, 1997) and Rajan (1994), who identified the mother’s perception
of being despatched home over-hastily and not for her benefit, but because
the staff in the maternity unit had difficulty coping with her presence (see
Chapter 5). The decision about the mother’s transfer home, particularly who
makes it, what influences it and how it relates to education about grieving,
deserves closer attention.

The return home may not be the panacea which mothers and midwives
anticipate. The grieving mother found that her friends and family had other
preoccupations which limited the support available. If we continue to trans-
fer the grieving mother home quickly, we should at least know the environ-
ment to which she is returning and how it compares with the maternity unit.

Although they were convinced that the mother would find good support
when she returned home, the midwives in my study were uncertain about the
same people as visitors in the maternity unit:

QUEENY: The patient is in control of who comes to see her. If she decides she
only wants to see her husband today, then that is who she sees. If there is
too much of a crowd we may say something.

While this may reflect a common area of conflict, the implications for the
grieving mother are particularly serious. We should give attention to the
discrepancy between family visiting in the maternity unit needing supervi-
sion and assuming the family at home are supportive. Although the mid-
wives, like Queeny, were happy for the mother to decide who visited, I was
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unable to find out what help, if any, the mother was given in making and
implementing this decision.

Mothers’ evaluations of community midwives’ home visits vary hugely
(Lovell et al., 1986). The significance of this opportunity to provide continuing
education and support for the grieving mother should not be underestimated,
but existing reports suggest that it is not well utilised (see Chapter 5). The
factors affecting the benefits of these visits need attention.

Staff issues

As recognised in Chapters 10 and 11, maternity staff have difficulty coping
with death, and this may affect their care of the mother. Various strategies
have been and are being used to support staff in coping with death, ranging
from ‘We’re off to the pub’ to formal psychologist-led sessions. In view of
the serious implications of staff support for all concerned, information is
needed on how best it may be organised.

Other issues

The problems of the mother with a known stillbirth (see Chapter 4) and who
is aware of carrying a dead baby are unique. Her care is influenced by the way
in which her grief progresses before her baby is born, but little is currently
known about her grieving. To care for this mother optimally, we need a more
complete picture of how her grief progresses.

As I show in Chapter 12, midwives are generally confident to recommend
mothers to seek help from self-help groups. The basis of this confidence is
unclear and the benefits of these groups deserve research (Watson, 1993).

Mothers belonging to ethnic minority groups are generally neglected by
researchers. Loss is one example of the lack of research relating to minority
groups and demonstrates the ethnocentricity of UK health care (Douglas,
1992). If we are to care appropriately for mothers of different ethnic back-
grounds, information about their interpretation of their loss is urgently
needed.

Summary

In this chapter I have considered the significance of research in caring for the
grieving mother. I have shown its importance for those who provide care and,
indirectly, for the mother herself. After suggesting that research may
occasionally be used inappropriately, I have shown how I used a suitably
flexible research approach. Finally, I have identified some aspects of loss in
childbearing which need research attention.
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4 Features of loss
in childbearing

There are certain situations, other than those which come easily to mind,
when a mother faces grief. I have already considered the concept of grief in
uncomplicated, healthy childbearing in Chapter 2. I now consider losses
which engender more profound and enduring grief. In this chapter I focus,
first, on those features of loss in childbearing which prolong or inhibit
grieving. Second, I contemplate certain examples of loss which may present
special difficulty.

Unique features of loss which may adversely affect grieving

To examine the unique features, I utilise Davidson’s theoretical framework
which was based on interviews with fifteen families with experience of peri-
natal death (1977). He identified certain aspects of loss which engendered
conflict and confusion and, thus, impeded healthy grieving.

Confirming perceptually who died

Due to certain unique factors, the fact of the loss of her baby is hard to
accept, or may even be resisted, by the mother. Lewis and Bourne (1989)
attribute her reaction to the uncertain and bewildering circumstances in
which she ‘half knows’ her baby, but has never seen her. These writers liken
her predicament to that following ‘missing, presumed dead’ verdicts.

Unreality – Ordinarily, when someone dies after the usual life-span, those
who are left have a variety of tangible and intangible memories. If there is
loss in childbearing, these memories don’t exist. The mother may have
memories of her baby’s movements before the birth or she may recall
imaginary ‘conversations’, perhaps willing her baby to quieten down to sleep
or pleading with her to be born to end a seemingly interminable pregnancy.
The baby’s father has even less by which to remember her, perhaps only
being kicked in the back at night.

The mother’s lack of tangible memories leaves her wondering ‘What am
I grieving for?’ She may recall a fleeting contact at birth, when she was in a
less than ideal state to take everything in. But, as she is mourning a person



who is unseen and unknown in the usual way, she finds that the reality of her
loss is missing. If the mother’s grieving is to proceed, she has to accept that
her baby has been born and has been lost through death or in another way.
This loss means, inevitably, that the baby will not return or be miraculously
brought back. Acceptance of the reality of her loss may be assisted by
rehearsing the events, either in her mind or with another person.

Just as the lack of memories makes grieving difficult, the lack of a focus
for grief may also make loss in childbearing unreal. The coffin and funeral
have traditionally provided a short-term focus for grief and the grave has
been a source of longer-term reminiscences. But recently ritual has been
dispensed with and unmarked graves or cremation have deprived the mother
of a focus for her grief.

The importance of such a focus impressed itself on me in the culture in
which I grew up, where mourners return to the house of the dead person and
either choose or are given something which belonged to her. It may be an
item of clothing, a household object or even a houseplant. Although I initially
found it macabre, I soon learned that this object gives the mourner something
concrete on which to focus their grief.

Loss of self – The lack of tangible mementoes of a lost baby lends greater
significance to those intangible, unseen and usually unspoken fantasies which
only the person experiencing them understands. Having been biologically
created by her parents, the baby has not only their genetic make-up; she
also has invested in her their hopes, dreams and aspirations. It may be that
parents commit themselves in their baby, in the hope that she will develop to
gratify their unfulfilled wishes and unachieved ambitions. Thus, she repre-
sents not only a biological, but also a psychological, extension of her par-
ents. These dreams and aspirations reflect only those characteristics of the
mother which she most admires or loves in herself, hence the wish to pass
them on. These narcissistic expectations for her child are dashed if the child
is lost, leaving her to grieve not only for her child, but also for some part of
herself which may be indistinguishable from her child.

Untimeliness – A mother grieving the loss of her child represents an upset
in the usual order of things, and exacerbates the confusion and loss of
control which she feels. These feelings may be aggravated by the mother’s
perception of herself and her child as a part of the ongoing tapestry of life,
which has been brought to an abrupt end. Hence, for parents who regard
their child as their ‘stake in eternity’ a fundamental threat has been posed to
the continuity of life, adding a new and frightening significance to their own
mortality. Elements of survivor guilt may leave the mother feeling ‘It should
have been me’, further increasing her confusion.

Lack of contact – The mother, like others, may have mistakenly believed
that love only develops when the baby is seen and known (Bowlby, 1990).
Because they assume that little contact means no affection, it may be thought
that no loving mother–child relationship exists. Hence, because she is
not regarded as a ‘proper’ mother, both the mother and those nearby have
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difficulty accepting the mother’s profound and enduring grief. In contrast to
her expectations, the mother may be alarmed by the strength of her emo-
tions, making her fear for her sanity. For the same reason, those near her
denigrate her grief, and may encourage her to ‘pull herself together’.

Getting emotional support

The non-involvement in childbearing of those who would ordinarily give
support may, in turn, limit the help available in the event of loss.

Intimacy of loss – Because, in childbearing, the number of people who
have any direct or intimate contact with the unborn baby is unlikely to
be more than two, there is limited scope for community support. As men-
tioned already, those not intimately involved have difficulty comprehending
the significance of the loss, causing them to make unintentionally hurtful
‘Have another’-type comments. This difficulty has led to grieving parents
being regarded as having no right to grieve; they become illegitimate mourn-
ers. Emotional support is soon withdrawn from those perceived as being
undeserving of it. Those who are grieving quickly realise the futility of seek-
ing help and, so, conceal their emotions, creating a ‘conspiracy of silence’
and aggravating feelings of the birth having been a ‘non-event’ (Rådestad
et al., 1996a).

Complexity of emotional processes – I have shown that the depth of grief
experienced at this time may be hard for both the mother and those near to
her to understand. This jeopardises her support. The complexity of her
emotions may be similarly incomprehensible and damaging.

The mother is effectively attempting to say ‘Hello’ and ‘Goodbye’ simul-
taneously. During pregnancy, the focus is to prepare a suitable physical and
emotional environment in which the new arrival may be nurtured. As the
pregnancy advances the momentum of preparations increases, so that com-
pleting the necessary emotional ‘about-turn’, in the event of loss, is a major
problem. In Chapter 13, I discuss the problems which women have been said
to encounter if they conceive while mourning. The problems of the new
mother mourning her baby are marginally less, as she must cease her opti-
mistic preparations while grieving the end of the mother–child relationship
(Lewis and Bourne, 1989).

Relative youth of parents – Women in their childbearing years are rela-
tively young and are unlikely to be acquainted with grief. The mother will
not, therefore, have had opportunities to develop coping strategies to help
her through this experience of loss. Thus, her grief becomes a crisis for which,
by definition, any previous coping strategies are inappropriate (Caplan, 1961).
The ineffective coping strategies utilised by younger bereaved parents feature
anger and outrage. While their older equivalents also grieve angrily, their
anger is underpinned by fear of remaining childless as the mother’s biological
clock ticks inexorably on.

Appropriate emotional support – While emotional support may be
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forthcoming, the mother has difficulty identifying who is prepared to offer
her sufficiently intensive and enduring support. I discuss family and carers
support in Chapters 7 and 10 respectively.

Comparing her feelings with those of others

The non-comprehension of the mother’s grief by those from whom she
ordinarily takes her behavioural cues leaves her feeling unsupported.

Meaning of the pregnancy – The mother’s perception of poor support
causes her to feel alone and isolated in her grief. One of the factors which
aggravate her loneliness is the uniqueness of the meaning which she attaches
to her pregnancy. This is because, as mentioned already, when a child is
conceived a variety of unique hopes, expectations and aspirations develop in
those who are involved. If a baby is lost, these dreams are also lost and, in the
same way as the dreams were unique, so is the grief following their loss,
leaving her isolated in her grief (Lewis and Bourne, 1989).

Contrasting her own earlier expectations – The media and health care
providers emphasise the ease and normality of childbearing (DeVries, 1996).
This emphasis, together with the widespread silence surrounding perinatal
loss, successfully shields us from the, relatively infrequent, tragic outcomes.
So, if problems happen, events are shockingly different from expectations;
the mother’s confidence is shaken and her self-esteem plummets.

Similar assumptions which we make about the ease of childbearing result
in an overwhelming focus on control, that is prevention, of fertility by con-
traception. When faced with involuntary infertility, the reality is a shocking
contrast to our usual assumptions. The contrast between expectations and
reality applies at a fundamental level to all aspects of ‘reproductive failure’.
Until problems are encountered, fertility is little more than an, occasionally
inconvenient, basic human function. But when we find that the desired level
of fertility is beyond our grasp, our human integrity is threatened.

Examples of loss in childbearing

In addition to these issues which apply generally, each of the more profound
forms of loss carries unique features, some of which have been researched.

Stillbirth

As I have suggested already, this is a topic which is not discussed socially
despite families having knowledge or experience of it. I realised this when
I first entered midwifery and mothers told me that the shop always kept the
new pram until after the birth – ‘in case anything happens’. The possibility
of stillbirth was recognised implicitly, together with an element of magical
thinking to avoid tempting fate.

The existing research on this subject has focused on reactions to stillbirth,
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and care after the birth to help cope with those reactions. Probably for this
reason, little attention has been given to the two significantly different forms
of stillbirth, ‘known’ and ‘unexpected’, and their emotional implications.

Known stillbirth

Sometimes referred to as ‘intra-uterine death’ (IUD), the process of macer-
ation of the baby’s body may begin, depending on the length of time between
her death and her birth.

The mother’s grieving may be affected by how long she is aware of carry-
ing her dead baby within her. It may be that the mother would be the first to
note the cessation of fetal movements and realise its significance. This leads
us to wonder whether this realisation assists grieving. While grieving may
begin only when the baby separates from the mother at birth, it may be that
the mother, beneficially, begins grieving while pregnant. She may at least
experience shock and denial to begin her grieving prior to the birth or,
alternatively, she may begin anticipatory grieving (see Chapter 8). In a small
study, women who had noted the absence of fetal movements did not realise
the significance of this observation (Moulder, 1998), so they were seriously
disturbed when fetal demise was confirmed. Authoritative research evidence
is needed to show how this woman’s grief develops, if we are to offer her the
most appropriate care.

Carrying a dead baby – The feeling of empty stillness which the mother
senses within her symbolises the end of her relationship with her baby. No
longer does her body house a person who is going to provide gratification,
but she now comes to despise parts of her body that once provided recogni-
tion and pleasure.

I will never forget my sense of repugnance when I first learned that a
mother with a known stillbirth was coming into the labour ward for a third
attempt to induce her labour. I soon realised that her feelings of horror could
only be worse, probably akin to the perception of being a ‘living coffin’
(Jolly, 1987). Profound disturbances in a mother’s body image feature feel-
ings of uncleanness, which may be associated with her sense of revulsion at
retaining her dead baby. Forrest (1983) understates the fantasies of such
mothers in her sample, describing them as ‘unpleasant’. When they voiced
concerns about how their babies were physically changing, they were accused
of being ‘morbid’ or ‘ghoulish’.

Inducing labour – Because of the physical changes in the baby, the likely
emotional reaction and the risk of the mother developing a clotting disorder,
induction of labour is usually recommended (Zorlu et al., 1997). Tradition-
ally, this induction has been begun speedily, although the labour tends to be
prolonged. Now greater flexibility pertains about who decides whether and
when the induction happens. Dyer (1992) encourages her to wait ‘a day or
two’ for the induction after learning of her loss in order to reorientate
herself.
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Assuming that she will see her baby, the changes in the baby’s body may
affect the mother’s decision about when to have labour induced. Delaying
the induction may signify continuing denial, although this need not be an
indication for early induction. The mother deciding the timing of the induc-
tion may be one way for her to assume control of an otherwise uncontrol-
lable situation (see page 35). Midwives in my study encouraged this mother
to assume control (Mander, 1992d):

OTTILY: [Induction] is an obstetrician’s decision though, but I think that they
move too fast sometimes and that may not be good for the woman; it
may not be healthy for her. It seems to be a case of ‘get it over and done
with’. I think that this may be for the benefit of the staff – for us. One
woman was asked to come in that same afternoon. She didn’t come in
and she actually turned up three days later. We had been in touch with
her GP to check that there were no real problems and it seemed to be all
right. She waited until she felt that she was ready. But the labour is
usually induced as soon as the diagnosis of fetal death has been made.
This is probably blocking the realisation of the death. When it is being
explained to the woman she would probably be told about the medical
risks such as . . . coagulation problems.

Denial – If the woman is still protecting herself from the unacceptable
news, the staff may be unable to convince her of the reality of her baby’s death.
I learned this when I was a new midwife in an antenatal ward and a mother
with hypertension was admitted near term. Our observations suggested that
her baby was dead, but she insisted that this was not so because her baby was
still moving. Despite being gently informed of the situation, her denial per-
sisted. Days later, she agreed to have labour induced because her baby was
due and her blood pressure remained high. She was devastated when her
daughter was stillborn.

It is necessary to consider the effect which denial may have on others, such
as family. It is not, however, only mothers who use denial as protection; a
midwife informant recounted her experience of known stillbirth:

ANNIE: There is a moment at the birth when everyone who is present, the
parents and the staff, see that the baby has been born and hope against
hope that the baby is going to cry. I know that it’s quite illogical, but you
still hope. And it is not until that moment when we all realise that the
baby really is dead, then we all finally realise it is so.

Unexpected stillbirth

The baby may die unexpectedly in labour or during the birth and result in
what has been known as a ‘fresh stillbirth’. This death has all the character-
istics of sudden death, with the parents experiencing shock and fear, with
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little time for the mythical bargaining. This form of stillbirth may only be
recognised when we are unable to resuscitate a previously healthy baby who
was in a poor condition at birth. Ethical questions arise when deciding how
long to continue resuscitation attempts.

The unexpectedness of this form of loss presents a major challenge to the
staff as well as the mother. Staff may question the reliability of their own
observations which led to confidence in the baby’s condition. They may find
that those aspects of care which are ordinarily second nature, such as com-
munication and information-giving, become unbearably difficult. In my
experience, the mother’s need for information and support may be over-
looked while staff continue resuscitation attempts and prepare to face the
prospect of a healthy fetus becoming a stillbirth or neonatal death.

Reactions after the birth

The depth of mothers’ reactions to stillbirth has been demonstrated in the
small number of studies focusing on this challenging time. Hsu and col-
leagues used an interpretive ethnographic approach to focus on the woman’s
interaction over the two-year period after the stillbirth (2002).

These researchers’ most notable finding is the mother’s universal expres-
sion of guilt at ‘having caused’ the death of the baby (2002: 391). The
mother’s coping strategies addressed, first, the meaning of the baby’s death
and her attempts to transform it into a less negative experience. Second, the
mother sought to ameliorate her guilt by compensating for causing the baby’s
death. Third, a further way of reducing her feelings of guilt was by planning
future pregnancies. The fourth and final coping strategy sought to address
the social relationships damaged by the loss of the baby. Although this study
was undertaken in Taiwan, these coping strategies are likely to be relevant to
Western women.

The relevance of these coping strategies in the West is clearly endorsed by
the work of Turton and colleagues (2001). These researchers collected data in
the third trimester of the subsequent pregnancy. The data related to demo-
graphic variables, depression, anxiety and post traumatic stress disorder
(PTSD). In the same way as Dyson and While (1998) identified the enduring
nature of perinatal grief, Turton et al. demonstrated the heavy psychological
burden which the woman bereaved by stillbirth carries with her. This burden
was found by an Australian study to take the form of serious mental health
problems, which could be either acute or chronic (Boyle, 1997). At two
months after the death of the baby one-third of mothers exhibited anxiety
and one-fifth depression. Although these rates fell markedly by the eighth
month, thereafter the rates remained constant. The result was that, at 2.5 years
anxiety rates (14 per cent) and depression rates (7 per cent) were significantly
higher than those found in equivalent mothers whose babies had survived.
Boyle and her colleagues relate their findings to the vulnerability of the
women in their sample. This vulnerability takes the form of chronically poor
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social support being acutely exacerbated by the stressful experience of the
loss of a baby. These negative effects do not appear to have been ‘buffered’ by
the presence of existing children, as may sometimes be assumed.

The operation of support by professionals in the event of perinatal loss
was addressed in a study in England (Moulder, 1998). This largely qualitative
study identified the variability of the psychosocial support offered and,
reciprocally, its variable acceptability and uptake. The effectiveness of pro-
fessional support was related by the women to the nature of the relationship,
how well established the relationship was at the time of the loss and its likely
duration. The latter point meant that, although general practitioners might
not be the preferred ‘significant professional’ (1998: 144), the fact that the
relationship was not time limited, like that with the midwife, made it more
easily acceptable.

Accidental loss in early pregnancy: miscarriage

A pregnancy may be accidentally lost before becoming viable which, in the
UK, is set at 24 weeks’ gestation. This loss may take one of a number of
forms, including spontaneous abortion and ectopic pregnancy. Although the
circumstances of the loss may differ, the word ‘miscarriage’ is widely used
to include these various forms of loss (SPCERH, 2003). The term ‘silent
miscarriage’ is a good example of a more sympathetic term which has been
introduced to replace ‘missed abortion’.

A common event

Although the loss of ‘biological’ pregnancies may be much higher (Lovell,
1997), clinically recognised miscarriages are estimated to occur in at least
10 to 20 per cent of all pregnancies (SPCERH, 2003). The frequency of
miscarriage leads some to regard it as a ‘normal’ event. This information may
be used to ‘comfort’ the woman who has experienced a miscarriage, by telling
her that it is ‘nature’s way’ of preventing the birth of a baby with disabilities.
Such denigration of the experience may eventually lead to the baby being
described as products of conception or ‘POC’ (Forna and Gülmezoglu, 2004).

Grieving miscarriage

Our traditional disregard of miscarriage may be attributable to, first, the
non-visibility and resulting non-recognition of the pregnancy. Second,
‘quickening’ has in the past been assumed to be highly significant in the
development of both the fetus and the mother–baby relationship, rendering
early pregnancy loss less meaningful. Third, disregard of miscarriage has
been made worse by our limited knowledge of the emotional processes of
early pregnancy, which may include the assumption that shorter gestation
carries less emotional investment. There is evidence to suggest that the
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emotional changes which assist the adjustment to parenthood may begin
prior to conception (Rubin, 1967) and, in a large and authoritative study, it
was found that there are no significant differences between the grief responses
of women losing their babies through miscarriage, stillbirth or neonatal
death (Peppers and Knapp, 1980). Assumption of ‘no grief’ following mis-
carriage may be little more than an admission of ignorance, because it is
unlikely a follow-up will assess how this mother does or does not recover. It
may be that, by dismissing this mother’s emotional response to miscarriage,
we are denying her the opportunity to grieve healthily.

Research into grief following miscarriage originally focused on the psy-
chiatric sequelae. The value of early work to measure the emotional con-
sequences of miscarriage has been questioned on the grounds of non-use of
a standardised assessment (Friedman and Gath, 1989). These researchers used
well-validated instruments to assess the mental health of sixty-seven women
four weeks after miscarriage. The data showed that thirty-two (48 per cent)
mothers were psychiatric ‘cases’, a rate four times higher than among women
generally. Depressive conditions predominated and correlated with previous
miscarriage rather than childlessness. Many of the mothers showed features
characteristic of grief and some had attempted self-harm.

The experience of miscarriage

In view of the tendency, mentioned already, to denigrate the significance of
miscarriage, Bansen and Stevens (1992) undertook a qualitative study to
describe the experience of early miscarriage. The sample of ten mothers who
had miscarried two to five months earlier was gathered through referrals and
informal networking. The mothers had all lost a desired first pregnancy.

These researchers found profound guilt, anger at their bodies and fear for
future childbearing. Most significantly, this study showed that miscarriage
is not necessarily the insignificant menstruation-like event which it is some-
times thought; several mothers focused on the severe pain and heavy bleed-
ing which were serious enough to engender fear of dying. The mother’s grief
was long-lasting; resolution may have been impeded by the sudden onset of
the miscarriage, precluding any opportunities for anticipatory grieving.
Social support was unforthcoming, which was compounded by unhelpful
comments denigrating the loss. Regarding her future, each mother was
consoled by having conceived and the fact of her pregnancy convinced her
that she would be able to conceive again. The miscarriage shattered the
mother’s complacency about her fertility, which changed her outlook for
future childbearing by making her feel vulnerable.

Bansen and Stevens’s qualitative study is largely endorsed by the work of
Swanson (1999) which prepared a ‘Human Experience of Miscarriage Model’.
This theoretical model demonstrates the stages of the woman’s experience
beginning with ‘Coming to know’, through ‘Losing and gaining’, ‘Sharing the
loss’, ‘Going Public’, ‘Getting through’ to ‘Trying again’.
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The grief associated with miscarriage is beginning to be more widely rec-
ognised and researched. In their work on follow-up to miscarriage, Nikcevic
and colleagues found that, even though one-third of women could be given
no reason for their loss, anxiety was significantly reduced in those women
attending for follow-up (2000). These researchers consider that the informa-
tion obtained helped the woman to assume some control over her life.
Nikcevic and colleagues’ focus on anxiety resonates with the observation by
Rowsell and colleagues that anxiety escalates in women with recurrent mis-
carriage, rather than the reverse (2001). These women’s anxiety levels reach
such a level as to be comparable with post traumatic stress disorder. The
possibility that allocating the woman some control over her experience, in
the hope that her grief may be facilitated, is now gaining wider acceptance
(Ankum et al., 2001).

Ritual and recognition

With the help of self-help organisations, the problem of creating ritual to
mourn a miscarried baby is beginning to be addressed (SANDS, 1995). In
spite of these encouraging developments, Lovell still finds it necessary to
argue that ‘there is a need for the recognition of the dead baby as a person
and for the legitimation of mourning’ (1997: 41). The need for such legitima-
tion is evidenced by the fact that the registration of a miscarried baby is not
a legal requirement nor is burial or any other ritual. Appropriate documen-
tation, though, may be ‘greatly valued’ by the parents (SANDS, 1995). On
the other hand, it has been suggested that parents may resent the need to
register the birth of a stillborn baby (Cooper, 1980), even though it constitutes
a recognition of their loss.

Termination of pregnancy

UK abortion legislation (1967) makes termination of pregnancy (TOP) not
illegal in certain clearly defined circumstances; these include ‘social’ reasons
as well as situations in which there is ‘a substantial risk that if the child was
born it would suffer from such physical or mental abnormalities as to be
seriously handicapped’. When undertaken for the latter reason TOP may be
known as termination for fetal abnormality (TFA).

Since this legislation was enacted there has been a plethora of research on
the emotional outcomes of ‘social’ TOP. The lobby seeking to reverse or at
least amend the legislation have been not insignificant in initiating such
research.

Cultural implications

TOP is contentious and raises many ethical issues. In some countries the
legislation is not yet securely in place, which may affect our use of literature
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from countries such as the USA. We should also bear in mind the effects of
certain religious groups whose attitudes to TOP may be carried over into the
area of TFA.

Grief of termination of pregnancy

Grief associated with elective termination of an uncomplicated pregnancy
(TOP) is problematic. It may be for this reason that it tends not to be
included in the research-based literature on grief (Bewley, 1993). On the
other hand, guilt following elective TOP is not infrequently addressed
(Salladay and Cavender, 1992; Tentoni, 1995; Mpshe et al., 2002). Writing
from a US point of view, Carter (2003) clearly demonstrates the way in which
data and literature on this topic may be manipulated to support the bias of
the author. In view of the frequency with which TOP happens, and the grief
which is likely to be engendered, this topic deserves more serious attention.
The experience of grief following TOP for fetal abnormality, however, does
tend to be recognised and accepted (see page 45).

A detailed account of the experiences of a small number of women having
a termination of pregnancy is provided in research by Moulder (1998). She
regrets the less individualised care provided for women undergoing a TOP
where no fetal abnormality has been demonstrated. This woman’s care fea-
tures ‘respectful caution’ (1998: 92) rather than genuine engagement. The
health care providers tend to assume that the woman is firm in her decision
and will make her needs known. This ‘hands-off’ approach is apparent in the
staff’s acceptance of the woman’s decision, assumption that TOP is only
a minor intervention and certainty that the woman is responsible for her
well-being.

Another qualitative research project, undertaken in Canada, focused on
the woman’s experience of unexpected pregnancy (Marck, 1994). This
research found that a termination in such circumstances has very different
meanings, depending on a range of factors. These meanings were found to
bear little relation to the virtually automatic assumptions which the woman
encounters in care providers and others.

Just as the research by Marck demonstrated our limited understanding
of the meaning of termination to the woman, a counsellor speaks of seeking
to help the woman to work out the meaning of her termination. In her
account of her counselling role, Everett (1997) emphasises the crucially pri-
vate nature of a termination of pregnancy. This means that the woman
undergoing this operation does not have the support of family and friends,
as in other situations of loss. Similarly, Everett reports her unsuccessful
attempts to remedy this deficiency by establishing a post-abortion support
group. She considers that women’s ‘acute anxiety about what other people
are going to think’ prevents them from attending. In her counselling role,
Everett aims to help the woman to work out what this decision means for
her. She also emphasises the need to accept the woman’s feelings and that
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women are ‘entitled to feel relieved’ and that feelings of extreme sadness are
acceptable too. By way of exemplifying the woman’s feelings, Everett reports
how one woman had very much wanted to take the fetus home with her, but
that she had not felt able to ask whether she could. Thus, for a range of
reasons, facilities available to other women who are grieving perinatal loss
may be denied to this woman.

Although not focused on grief, a critical literature review illuminates the
woman’s psychological experiences and sexual relationships after termin-
ation of pregnancy (Bradshaw and Slade, 2003). These researchers clearly
demonstrate the woman’s psychological distress, which decreases after the
operation. This decrease, however, may not be as rapid as is sometimes
assumed, possibly taking several weeks before the woman regains her
equanimity. These researchers identified the relative salience of anxiety, as
opposed to depression. Bradshaw and Slade found less research on the
woman’s intimate relationships, but what was found suggests that TOP, if
anything, has an adverse effect.

Termination of pregnancy for fetal abnormality

Whether the general observation, of limited adverse emotional sequelae
occurring after ‘social’ TOP, applies to TFA must be addressed. The situation
is crucially different because, when TFA is undertaken, although the preg-
nancy may not have been planned, the fact that it has continued until
the major prenatal diagnosis (PND) procedures are completed after about
eighteen weeks suggests that it is wanted.

Decision-making

The series of decisions which may end with the mother grieving the loss of
her baby through TFA will have begun some time earlier, possibly before she
ever contemplated pregnancy. Whether she is able to take advantage of pre-
natal diagnosis (PND) depends on high-level policy decisions about whether
it is to be available in her locality and whether she meets the criteria laid
down, such as a lower age limit for amniocentesis.

The reasons for women deciding to accept PND were explored in an
important study by Farrant (1985), which illuminated the conflicting views
held by mothers and their medical advisers. She found that mothers seek the
‘all-clear’ to allow their pregnancies to continue confidently, while the priority
for obstetricians is the diagnosis and abortion of affected pregnancies.

The decisions open to mothers may be limited by obstetricians’ concern
about ‘wasting’ resources. Some may require a commitment that, should a
positive diagnosis be made, the mother will go through with TFA (Richards,
1989: 177). While decisions are assumed to be made on the basis of complete
information, this may not always be forthcoming. Farrant’s examples include
the priority obstetricians give to positive results and the general failure to
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inform of negative results, expecting mothers to conclude that ‘no news is
good news’.

Hypothetical decisions were sought by Green and colleagues (1993) in their
study of attitudes to PND and TFA in 1,824 pregnant women. These
researchers showed that women’s unwillingness to contemplate TFA did not
prevent them from accepting PND. This apparent contradiction may be
explained in three ways. First, these authors suggest that women’s lack of
understanding of the ‘PND package’ may prevent them from making the con-
nection between PND and TFA. PND may be viewed as merely hurdles to be
overcome to ensure a healthy baby, possibly regardless of test results. There
may be an element of magical thinking in this attitude (see pages 36 and 104).
Second, Green and colleagues suggest that being informed about the baby’s
condition may help a woman to prepare for the birth of an affected baby.
Third, these researchers endorse Farrant’s observation, that first and foremost
women seek reassurance, rendering attitudes to TFA of little consequence.

The ‘enormous’ pressures applied to mothers to go through with TFA
have been identified by Rothman (1990); in North America these include,
first, financial pressure, by the provision of less state support to people with
disabilities. Second, pressure also exists in individual women who may feel
guilty at choosing to give birth to individuals who suffer such discrimination.
Third, social pressure derives more and more from the view that disability
is the direct responsibility of the mother and less as divine or any other
intervention.

Breaking bad news

For a small proportion of the mothers accepting PND, it will be necessary
for them to be given bad news in clinical situations, such as the ultrasound
(US) department. Statham and Dimavicius (1992) discuss how this painful
situation may best be handled, reminding us of parents’ sensitivity to any-
thing being ‘not quite right’. The authors discuss the problem of the techni-
cian who is competent to identify a problem but lacks sufficient authority to
explain it to the parents. The authors suggest how to handle the seemingly
interminable wait to be ‘told officially’, without aggravating the distress of
the parents or those waiting their turn. Jargon is ruled out and viewing the
screen to see the problem is recommended to provide maximum informa-
tion. While the problem of preparing staff to face this challenging task is
happening in the paediatric area (Farrell et al., 2001), midwives may be less
well prepared (Robb, 1999).

The effect on the developing emotional relationship

PND may affect the development of the mother’s love for her baby by reset-
ting her emotional clock in several ways. The mother may not permit herself
to love her baby until she has the ‘all-clear’. The ‘tentative pregnancy’
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(Rothman, 1986) puts the emotional relationship on ‘hold’ pending the
results. This relationship may be facilitated by seeing the baby on US scan
(Richards, 1989) but, unfortunately, the magical significance of this experience
may be wasted on the US technician.

Once the mother has successfully negotiated the hurdles of PND, her
‘tentative’ stance is shed as she swings into pregnancy mode, allowing herself
to bloom. The celebration of a so-called ‘negative’ result may anticipate, or
even supplant, the celebration of the birth.

I have already referred to mothers’ limited understanding of PND, having
used the term ‘all-clear’ to describe mothers’ interpretation of PND results;
this is because of the not uncommon assumption that, because PND has
revealed no problems, the baby must be perfect (Reid, 1990: 304). I fear that
the mother, having convinced herself of normality, may react particularly
badly to a more minor problem, such as an extra digit.

Psychological sequelae

Although some may assume that the woman’s only reaction after TFA is one
of relief at having avoided the birth of a baby with a handicap, the reality is
less straightforward. As with other situations, we assume that, because we
don’t see the problems, they don’t exist. Iles (1989) suggests six reasons why
TFA is associated with emotions other than relief:

1 These are wanted pregnancies, as mentioned already.
2 Because TFA is undertaken later, the demise of the pregnancy will be

obvious to those around, requiring explanations and risking criticism.
Additionally, ‘labour’ is a longer and more distressing event.

3 Handicaps not incompatible with life produce guilt in the mother for not
keeping and coping with the child.

4 The risk of recurrence may threaten future childbearing.
5 In older mothers the chances of successful childbearing may be

diminishing.
6 The abnormality in the fetus, conceived by the parents, engenders guilt

and lowered self-esteem at the failure of a normal process. Guilt is
doubled, on the grounds of failed reproduction and deciding on TFA
(Raphael-Leff, 1991).

The difficulty of the mother’s grieving following TFA is attributed to the
baby being unseen, the lack of a grave, and trivialisation of the mother’s loss.

Richards (1989) argues that in this context, as in others, our knowledge is
outstripping our ability to use it safely. Although research demonstrates the
problems which women may encounter following TFA, it remains to be seen
whether our care is able to reduce these problems. One of the problems
in this woman’s care was investigated by Young and Bennett (2002). The
absence of midwives’ routine home visiting following TFA demonstrates the
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limited attention given to this woman’s physical and emotional well-being.
Her care was found by Rillstone and Hutchinson to present further prob-
lems in a subsequent pregnancy (2001). The couple became defensive and
resisted emotional attachment to the developing baby. On the other hand,
though, they developed dependent relationships with health care providers
and couples sharing similarly painful experiences.

The newborn with a handicap

The concerns commonly experienced by the pregnant mother may not pre-
pare her for the reality of her baby being born with an unexpected handicap
(Niven, 1992). The maternity staff need to understand the extent of the
adjustments which are required of her if she is to love and care for her baby.
Some may think that, because of PND, no babies are born with unexpected
disabilities. But, perhaps because of the machinery being used, the human
being using it, or the mother not availing herself of PND, babies may still be
born with unexpected handicaps (Chitty et al., 1991).

Terminology and definition

The terminology used to describe this baby varies hugely. While avoiding
any suggestion that a baby with a handicap is deficient, it is essential to
emphasise their difference from other babies and from the baby which had
been expected. For this reason and recognising its limitations I, like Niven,
use the terminology which parents are likely to understand and use.

In thinking about handicap I include a wide range of problems which
become apparent neonatally. They may be more or less serious and have a
similarly wide variety of implications for the baby and her family. Although
the mother’s reaction is likely to follow a certain pattern, the depth and
duration of her response will vary according to the meaning she attributes to
this baby and to the handicap. I look at the situation when the baby’s survival
is uncertain in Chapter 8.

Grieving

The response to handicap is essentially similar to the grief reaction in other
situations. This mother needs to grieve the loss of the perfect baby about
whom she had fantasised, and to end that relationship (Solnit and Stark,
1961). Overpowering emotional demands are placed on her by the need, at
the same time, to come to accept and grow to love her real baby with the
handicap. She may develop feelings of unreality due to uncertainty of who
the baby is: whether she is the perfect baby being mourned or the real baby
who needs loving care and attention.

Denial may feature prominently in this mother’s grief, as in a mother I cared
for whose baby showed features of Down’s syndrome. We informed her of
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the likely diagnosis and she assured us that ‘He looks just like his Dad’. It was
interesting to find that her observation was correct, but investigations con-
firmed the diagnosis, by which time she was coming to know and love her son.

Another significant feature of this mother’s grief is her occasional feeling
that her child might be better off dead (Lewis and Bourne, 1989). Such
thoughts are alarming. They aggravate the feelings of guilt which grief invari-
ably carries with it and may give rise to a true depression. Perhaps parents
should be warned that these guilt-provoking thoughts will emerge, in the
hope that the mother will not be too frightened by her own feelings.

Because of her perception that grief is inappropriate, the mother may
never complete this task. Her relationship with her real baby is, therefore,
unable to become established and her grief may reappear unpredictably with
future losses (see Chapter 7).

Breaking the news

The circumstances in which the parents learn of their child’s handicap will
vary according to its nature, but the method of being told is viewed critically.
Dissatisfaction with the way the information was given among parents of
babies with Down’s syndrome is clear (Cunningham et al., 1984). This study
also shows that this is not simply a case of ‘shooting the messenger’.

Looking to the future

Because a baby is perceived as comprising the characteristics which the
mother values most highly in herself (see page 17), the birth of a baby with a
handicap represents an additional narcissistic insult to her self-esteem (Leon,
1990). This feeling may be aggravated by the child being an ever-present
reminder of both the parents’ loss of their perfect baby and their own failure
(Raphael-Leff, 1991).

The parents’ feelings of guilt and the likelihood of recrimination and
blame within the relationship emerged in my recent study. A midwife
recalled a mother who had just relinquished her Down’s syndrome baby for
adoption at the insistence of her husband:

MARIE: . . . maybe she was frightened to come and see the baby in case she did
form an attachment to the baby and took it home it would end her
marriage. If, you know, at the end of the day if she takes that baby home
she might end up losing her husband. She’s left with one child, an
abnormal handicapped child, to cope with as well, and no husband.

Relinquishment

Although it is widely accepted (Sorosky et al., 1984; Woodger, 2000) that
grieving following relinquishment has many features in common with
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grieving loss through death, there are certain crucial differences. The data
from my own qualitative study (Mander, 1995b) suggest that, as in any grief,
there is a capacity for deviation from the general pattern. Certain deviations
which may impede grieving appeared regularly among the mothers I inter-
viewed, leading to the conclusion that there is scope for intervention to
benefit this mother.

Delay in grieving

Delayed grieving may be regarded as a pathological state, possibly associated
with a voluntary avoidance of the pain of loss. For a small number of the
relinquishing mothers the voluntariness was clear:

IONA: OK, so I grieved when I was in hospital. I cried nearly all week. . . . But
I think you can’t just shut off something like that . . . completely, which
is what I tried to do.

The extent to which the delayed grieving experienced by relinquishing
mothers is voluntary must be questioned as many appear to have had some
external pressure applied to ‘conform’ in the interests of secrecy and to
benefit the family:

BARBARA: Because I had had to go from the hospital home, the circumstances
. . . having to pretend that nothing had happened and in effect not being
allowed to mourn. I hadn’t been allowed to do any of this.

Relinquishment usually happens while the woman is relatively young, so
that her life soon becomes filled with events that may impede her grieving.
These events may involve family responsibilities:

HILDA: It’s getting worse now because I had the boys to think of, so that kept it
in the background. Now the boys are grown up, I think more now. I was
busy with them and it’s hurting worse now.

Work-related factors may also serve to have a similar delaying effect.
Occasionally, work was regarded by the mother, with help from those near
her, as therapeutic in dealing with overt grief. Some, like Jessica, soon realised
that the therapy she had been recommended was merely papering over the
cracks:

JESSICA: I had no outlet and so there are lots of feelings which have never been
let out. The main thing was to get back to work.

It is clear that, for the relinquishing mother, her grieving is suspended
while she, with the connivance of others, gets on with her life. The reactivation
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of her grief when her life is less busy is a shock, although there is another
factor which exacerbates the grief when it does manifest itself.

Being unable to share grief

In emphasising the ‘shared’ nature of grief, Clark (1991) raises the inevit-
ability of death for all of us and thus the community experience in which the
bereaved person is nurtured and sustained by those around. It may be that
relinquishment is perceived as a deviant form of behaviour in a society, such
as the UK, where the prevailing pattern is for every mother to care for her
own baby. This perception of being deviant and being stigmatised, described
by one mother as ‘shame’, was strongly felt by some mothers:

URSULA: I think that a hospital is there to give care to people, not a court room
where you are judged for what you have or have not done. This midwife
did this, because when she read my notes her attitude to me changed. She
had been kind and welcoming when I came into the labour ward, but
after she read them she was chilly. I asked her ‘Have you read my notes
now?’ She said ‘Yes’.

This perception was also reported by some midwives:

GAY: I think secrecy’s quite important for certain people, yes. If it was a
concealed pregnancy and then they want to go back and – because for
some people unmarried mothers are still – especially out in the country
it seems to be very much frowned upon. Yeah. I don’t really think we are
as permissive as all that. I think people like to think we are, but I don’t
think we are.

Jones (1989) discusses grief in the context of another group, gay men, who
may be stigmatised or regarded as deviant, though he prefers to discuss the
‘absence of recognition’ of their relationship. Because the relationship is not
sanctioned by society the bereaved partner may not be offered the support
usually available to the bereaved person and, Jones maintains, their grief
work may be inhibited. If the relationship of the relinquishing mother with
her baby is similarly unrecognised, she may find herself not only being isol-
ated from this essential community support but possibly additionally being
stigmatised for her deviant behaviour in parting from her baby. This silent
isolation was clear:

KARA: I found it really hard to adjust myself back into a normal . . . it was like
mourning a bereavement. It is like somebody’s died but when somebody
dies it is different because it is talked about.

To Clark the significance of the funeral is fundamental: ‘While we have
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been robbed of relatedness and are threatened with brokenness, through
coming together to remember and to honour the person who has died, we
affirm the vitality of our bonds with others’ (1991).

Although a funeral is accepted and expected if a baby dies perinatally, the
mother who relinquishes has no equivalent rite of passage:

DEBRA: On the day when I gave her up I dressed her ready for the adoptive
parents. My parents and me were sitting in a bare room and I had
planned what I would do when I handed her over, adjusting her shawl
and everything. Then the social worker came and said ‘I’ll take your baby
now’ and she did. I was unable to do any of the things I’d planned – no
ceremony, no kiss or anything. It’s the hardest thing I’ve ever done. I’ll
never get over it. (TEARS)

A decidedly assertive mother who relinquished her baby more recently
was able to arrange the ceremony which she wanted:

OLIVIA: My parents are Mormons and . . . I arranged for our church leader to
come in and bless her. I felt that this was appropriate. We had to go into
the [ward] utility room to do it. My flatmate was there and her boyfriend
and my younger brother. It was not really a goodbye ceremony; it
was more a way of recognising her as my child that is a part of me to go
to Christian parents. The blessing was my way of establishing the baby’s
rights as an individual, a way of recognising the break from being mine.
The blessing was the right thing to do . . .

‘Letting go’

Walter (1999) suggests that even in normal, healthy grieving it may never
actually be possible to ‘let go’ of the one who dies. He suggests that the
integration of memories may better describe the final stage of the grieving
process. If this is so, it raises the question of whether there is any possibility
of the relinquishing mother ever completing this stage of grieving in view of
her profound awareness of the possibility of the physical reappearance of
the relinquished one. The work of Bouchier and colleagues (1991) establishes
the widespread prevalence of the desire to resume contact with the one who
was relinquished and touches on the effect of this desire on the mother’s
grieving. The mothers in my own study were all aware of the possibility of
future contact:

JESSICA: I often think about the possibility of my child trying to trace me and
make contact . . . .

It is clearly apparent that, for the mother who relinquished her baby,
the possibility, even hope, of future contact is genuine. Some mothers
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demonstrated a real awareness that the lack of a conclusion to the relationship
impedes complete grieving:

LENA: But sometimes I think when you’re young and you have them adopted
it’s like a death – it’s a bereavement when you lose it, y’know. But if you
lose somebody through death, you know that that’s them gone. When
you give up your baby you know that it is somewhere else. Sometimes,
I wish she had died; then I would know that I’d see her again.

These comments would appear to reinforce the observation by Bouchier and
colleagues (1991): ‘The balance between loss and hope is a difficult one for all
human beings to maintain.’

Non-completion of grieving

Despite definite similarities between relinquishment and loss through death,
which indicate that relinquishment is a form of bereavement, lack of any
conclusion impedes the resolution of grief due to relinquishment.

Infertility

Grieving a child may seem inappropriate in a couple who have not even been
able to conceive. Such uncomprehending attitudes aggravate the feelings of
the infertile couple. In this section we consider whether grief is relevant in
this context and, if so, the factors which may affect the couple’s grief.

Definition and incidence

When we discuss ‘infertility’ we tend to assume the ‘involuntary’ prefix; I am
discussing involuntary childlessness, rather than voluntary infertility which
results in the couple being ‘child free’. Although occasionally defined as the
inability to have the number of children which they desire, infertility is
ordinarily defined in terms of the duration of unprotected sexual inter-
course without conception, usually one year, but when the couple seeks
help will vary according to factors such as their age, life style and cultural
background.

The incidence of infertility varies according to the criteria which are used
to define it, but the usual estimate is that about 15 per cent of couples are
childless. The majority of couples who consider themselves infertile have
not had any children, but over 33 per cent of couples who are investigated
for infertility are having difficulty conceiving a second or subsequent child
(Dor, 1977).
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Responses

Frank (1984) describes the grief of the infertile couple as relating to an
abstract or potential loss rather than the tangible loss which has featured to a
greater or lesser extent in the other forms of loss which I have considered.
Theirs is not the actual but the potential loss of their child, their childbear-
ing experience and being parents. They grieve not only their lack of a child,
but also their loss of genetic continuity and their loss of fertility (Menning,
1982). The fact that this is a totally abstract loss does not facilitate the
couple’s grieving and may make it more difficult (Frank, 1984).

Although this couple’s grief has much in common with the grief which
we know happens in many settings, it also has certain unique features. First,
the realisation of an infertility problem dawns on the couple as a total sur-
prise (Menning, 1982). We are accustomed to assuming that we are fertile
and to taking the appropriate action to control, or rather limit, it. This
assumption continues into the area of childbearing, which we may blithely
assume will happen when contraception ceases. Ironically, at this point the
realisation dawns that the contraceptive precautions were unnecessary. Callan
and Hennessy (1989) draw our attention to the perception of a lack of or loss
of control over their lives which compounds the grief of infertile people.
These relatively unfocused aspects of the grief arising from infertility are
explored in terms of their public and private nature in a qualitative research
project (Kirkman, 2001).

The second factor which is unique to the grief of an infertile couple is the
‘psychological roller-coaster’ (Frank, 1984). Usually a person who is grieving
experiences distress which gradually, despite some oscillation and either
healthily or otherwise, is resolved and allows the person to continue her life.
Because infertility and its investigations and treatment relate closely to the
woman’s cycle, the grief is regularly exacerbated when her menstrual period
reminds her yet again that she has not conceived.

Aggravating factors

There are many factors which may ‘rub salt into the wound’ of the couple’s
infertility. The everyday assumptions which I have mentioned already are
examples. Similarly, there are the well-meant but potentially cruel reminders
from would-be grannies and aunties, which reflect this society’s pronatalist
attitudes and are referred to by Menning as ‘needling’.

Infertility investigations may or may not provide a diagnostic label or
indicate the cause of the problem, which in turn suggests a solution. The
absence of a diagnosis is the least satisfactory outcome (Frank, 1984). Having
suggested that a solution may exist, we should look more closely at the
possibility. All too often solutions are no such thing, as many methods of
‘assisted reproduction’ carry implications which make them unacceptable to
one or both of the couple, such as the involvement of a third party in AID,
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or the lack of babies of a suitable age or ethnic background for adoption, or
the under-publicised failure rates of reproductive technologies.

Effect on relationship

In the same way as men and women grieve any form of loss differently, the
response of each partner to their infertility is likely to differ and generate
tensions within the relationship. The differences which have been identified
in grieving perinatal death (see Chapter 7) apply equally in the couple’s
acceptance of their infertility. It is possible that the resulting conflicts are
also similar.

Because in the majority of couples the cause of infertility is attributable to
just one of the partners, the other partner may inhibit their own grieving in
order to be strong for their infertile mate, raising the likelihood of accusa-
tions of being callous or unfeeling and the potential for a deteriorating spiral
in the relationship.

The mother with HIV/AIDS

Loss, death and bereavement are very real to a woman with HIV/AIDS. This
is partly because of the possibility of her own death having been brought
unexpectedly closer, but also because of the likely deaths of friends, lovers
and, perhaps, children. To these deaths may need to be added the loss
of health, relationships, sex, future, employment, self-esteem, security and
independence (Sherr, 1995a; Nord, 1997). Currently, we believe that a fore-
shortened life-span faces most people with HIV infection, although the use
of antiretroviral medication has served to slow the progression of HIV
infection to AIDS and from AIDS to death (Belcher and St Lawrence, 2000).

It is essential to handle data on HIV/AIDS with care, because it is an area
in which research and, hence, knowledge is far from complete. Our know-
ledge about HIV/AIDS is growing daily, though, and much of what we
believed to be factually correct in the early 1980s, when these conditions
were relatively new, has since been overturned. Examples include the effects
of pregnancy on the progression of HIV to AIDS and the rate of vertical or
mother-to-child transmission. There are many reasons why statistical infor-
mation may be less than accurate, including logistic, social and even political
reasons. An example is the way that statistics have tended to underestimate
the number of women affected, which has been due largely to women’s more
limited access to health services (Bott, 2000). Unsurprisingly, much of the
English-language literature on HIV/AIDS originates in the USA. Predictably
this material carries with it a strong North American orientation, which may
not be entirely relevant to other societies (Lesser et al., 2003).

Despite impressions to the contrary, conception, pregnancy and childbear-
ing are still major side-effects of heterosexual intercourse. It is unsurprising
that an infection spread via intercourse should cause concern for both the
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baby and the mother, although the former tends to predominate. The woman
with HIV/AIDS who chooses to embark on childbearing faces an increased
likelihood of experiencing a number of losses. These are superimposed
on the already socio-economically disadvantaged position of many of the
women affected by HIV/AIDS (Cohan, 2003; McCalman, 2003).

One loss that women with HIV/AIDS seem to face less frequently is the
loss of choice about whether to become pregnant. In spite of this, Cohan
(2003) seems surprised that the affected woman should have the same family
aspirations as her unaffected sister. Further, it is not impossible that the desire
for a child may be felt more acutely in a woman who perceives her own life-
span to be unnaturally foreshortened by HIV/AIDS. This decision-making
process is addressed, albeit briefly, by Sherr (1995a). The woman’s childbear-
ing decision may be influenced by her suspicion that, because of her HIV
status, the health of her baby may be jeopardised before it is even born.
Clearly, the most up-to-date information should be made available to this
woman when making childbearing decisions. These data indicate that vertical
transmission rates are declining, probably due to more effective forms of
treatment. The circumstances in which perinatal transmission becomes more
likely should be clarified and these are recognised as including factors such as
prolonged rupture of membranes and pre-term birth (Cohan, 2003).

While the risk of vertical transmission may be receding, there persists the
real risk of a relatively poor perinatal outcome (Brocklehurst and French,
1998). This is clearly a form of loss which the woman should take into
account when contemplating pregnancy. These researchers found that the
increased risk of infant death is particularly significant in developing coun-
tries, but that the increased risk of miscarriage may apply more generally.

A loss which may threaten childbearing women generally is the loss of
choice about whether to undergo HIV testing. In the UK a system of ‘opt-in’
operates, through which the woman is routinely offered testing and she
chooses whether to accept it in view of her circumstances (Campbell and
Bernhardt, 2003). The argument is being strongly advanced elsewhere that
this choice should not be available (Cohan, 2003). Cohan argues that uni-
versal HIV testing is necessary and that an ‘opt-out’ system should be
implemented. This would mean that the woman would need to decline this
particular test in the ‘battery’ of prenatal investigations (2003: 201). This
proposal would involve the loss of choice for all childbearing women in the
interests of those who are affected by HIV. In spite of this proposal to change
the approach, even Cohan would admit that compulsory testing is not yet
possible. It is possible that the fundamental ethical principles of autonomy
and its manifestation in health care as informed consent may be under threat
in this debate (Walter et al., 2001).

A further loss which this woman is likely to encounter is her lack or loss
of control over her hoped-for healthy and physiological childbearing experi-
ence. Because of the known and suspected risks for the woman and her baby
she will be the focus of considerable medical attention throughout her
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childbearing and childrearing years, which is unlikely to have been antici-
pated or sought after. This loss of the satisfaction of completing childbirth
physiologically applies not least to the birth. The finding that transmission is
markedly reduced by the administration of zidovudine and nevirapine and
the birth of the baby by elective caesarean are likely to serve to determine the
woman’s experience (Brocklehurst, 2004).

For the HIV/AIDS-affected woman in a developed setting, a further loss
may be found in the recommendation that she should not breastfeed her
baby. This is yet another situation in which it has been assumed that trans-
mission of HIV from the mother to her baby occurs (Cohan, 2003; CHI,
2004). For this reason, the woman’s anticipated enjoyment of the experience
of providing sustenance for her child would be denied her. This experience,
to which Western society currently attaches so much significance, would
have to be foregone (Macrory, 2003). The recommendations for the woman
living in a less-developed setting, though, are less clear due to the well-known
risks inherent in bottle feeding (CHI, 2004). The ‘no breastfeeding’ dogma
has been seriously questioned by Coutsoudis and her colleagues (2001). This
prospective study was undertaken in Durban, which may be regarded as a
relatively developed society. This study encouraged women to choose their
infant feeding method, but women who chose to breastfeed were expected to
do so exclusively. The other two groups of women either only bottle-fed or
practised mixed feeding. The practice of exclusive breastfeeding is regarded
as significant in the finding of no difference in HIV transmission between the
three groups.

The mother may be concerned that she may lose the satisfactory outcome
of her childbearing experience. This is because she may not be in a position
to see her child’s healthy growth and development. This may be through her
own morbidity or mortality or that of her child. Such a concern is becoming
less relevant in developed countries. In less-developed countries, the effect
of HIV/AIDS on the woman and/or her baby makes this concern much
more real.

Summary

This chapter began by examining the features which serve to make loss in
childbearing unique. I then moved on to apply this knowledge to real life by
looking at a range of childbearing situations which include a significant
element of grieving. I have not been able to consider here what some may
regard as the ‘minor’ or short-term griefs which are associated with a wrong-
sex baby, a wrong birth or the loss of the fantasy or ideal baby. I have shown
that there are many common features in these grieving situations, but there
are also factors which are unique to each and which have implications for the
care which is provided.
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5 Caring for the
grieving mother

In the last chapter we explored the features of perinatal loss which may
adversely affect the mother’s grieving. Some of these features apply across
the range of different forms of loss, whereas others are unique to specific
situations. In this chapter we look at the implications of this knowledge for
the care of this mother. It is necessary to bear in mind that her care may be
happening at any stage in her loss. It may be as early as when she suspects or
realises that loss is imminent or it may be as late as during a subsequent
pregnancy and birth.

An approach to care

This chapter looks, first, at general issues which influence care, before focus-
ing on to the principles which determine any interventions when providing
care for this mother. In this chapter I take a conceptual approach, looking at
issues and principles, as I noted in the Introduction, in order to avoid check-
lists or a cookbook format. It is sometimes suggested that checklists do have
a place in the care of the grieving mother; they have been recommended in
order to provide ‘direction’, although whether ‘direction’ is an obligatory
instruction or an advisory suggestion remains unclear. Instruction may be
appropriate when relatively junior staff find themselves providing care in
situations for which they are inadequately prepared. Alternatively, a checklist
may be a useful method for informing other members of staff of what has
been achieved with the grieving mother, to avoid her having to repeat the
same information at each change of shift.

There is a danger that checklists may start out as helpful direction or
guidance, but may become prescriptive ‘tablets of stone’, the meaning of
which is long forgotten (Lewis and Bourne, 1989). Similarly, checklists may
result in a production-line approach, serving as a barrier to open caring and
protecting staff from painful psychological interaction (Menzies, 1969). Cau-
tioning us to be wary of ‘how-to’ approaches to this mother’s care, Leon
(1992) recognises the place of general guidelines, but fears that they may
inhibit ‘emotionally engaging [with] parents’. As with many aspects of care, a
routinised approach, which a checklist generates, denies the uniqueness of



both the mother’s grief and the care which may be offered to her. I would
argue strenuously, that what is becoming known as the ‘checklist culture’ has
no place in the care of the grieving mother.

Avoiding a prescriptive approach is one reason for focusing on the prin-
ciples influencing this mother’s care. Additionally, the principles of care are
relatively unchanging, while our provision of care may be affected by any
number of factors, such as the individuals involved, the meaning they attach
to the loss, and the local circumstances.

The aims of care

When deciding how to offer care to this mother, it is necessary to ask first
what we are trying to achieve. It is essential to take a long-term view of her
care, so I suggest that the aim should be to help her to initiate mourning and
to minimise any impediments to grieving. In this way, care should help her to
recover as healthily as possible from her loss.

General principles underpinning care

There are certain general principles which are applicable to many aspects of
care but which assume particular significance in this context. We should
consider these before moving on to think about those principles which are
unique to our care of the grieving mother.

Honesty and directness

The staff who are responsible for giving information about potential or
actual loss may be tempted to skirt the issue in the hope of breaking bad
news ‘gently’. This sadly misguided intention is likely to result in compound-
ing the mother’s confusion, rather than clarifying matters. The mother seeking
to have her worst fears either confirmed or refuted deserves this information
with the minimum of delay. Although some may argue that ‘a little delay’
may be acceptable, I cannot imagine how this benefits the mother. Whether
the mother is made to wait ‘to be told’ pending the arrival of her partner
should not be an issue if she is well supported during and after the giving of
the bad news (Statham and Dimavicius, 1992).

Who cares?

Whether the grieving mother should be cared for by staff specialising in
bereavement is an extension of the argument discussed in Chapter 6 on
counselling. A Bereavement Support Service (Horsfall, 2001) has been
developed in some centres but the benefits of such specialised care to the
mother are so far unevaluated. While surmising the advantages of care by
highly knowledgeable bereavement specialists, it remains uncertain whether
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these outweigh the security of continuity and ongoing contact with ‘kent
faces’.

Cultural implications

Because our attitudes to death are inextricably bound up with our culture, it
is essential to ensure that the help which is offered is culturally appropriate.
In this context culture includes psychological, social and religious perspec-
tives. Caring for a grieving mother is never easy for staff, but the difficulties
are aggravated for staff who do not even share her cultural background.

Degree of ‘Westernisation’

Although care providers may assume that a certain appearance carries with it
particular characteristics, our attention is drawn to the huge variation in
‘Westernisation’ among a sample of Asian women in south-eastern England
(Katbamna, 2000). Assumptions often prove unfounded, but may be main-
tained in the form of ‘generalisations’ and ‘stereotypes’ (2000: 11–12). In the
same way as ‘Westernisation’ varies, adherence to religious and traditional
cultural values varies between individuals, requiring us to learn the prefer-
ences of those for whom care is being provided. Katbamna clearly demon-
strates the differences in value systems between the ethnic groups which
form her sample as well as between the individual members of those groups.

Language

In their sample of mothers in east London, Woollett and Dosanjh-Matwala
(1990) found that equal proportions (41 per cent) spoke either ‘extremely
fluent’ or ‘little or no’ English. Perhaps in support of this earlier finding,
Katbamna showed that one group of mothers criticised the lack of detail in
the informational literature provided in the maternity unit, whereas another
group cited ‘language problems’ as the reason for not accessing information
(2000: 68). Although our difficulty with others’ languages is often a problem,
in a grieving situation when verbal communication is fundamental it
becomes crucial. The limited availability of translation aids and interpreters
may reflect attitudes endemic in UK society (Phoenix, 1990).

Cultural assumptions

It may be difficult for us to recognise that some of the assumptions which we
make about certain aspects of our lives, such as the relationships between
men and women, may be little more than that. It may be hard to accept
others’ views and attitudes, if they differ. This may be a particular problem
for those of us who live in areas where we infrequently meet people from
ethnic minorities. This became apparent to me when I was caring for a
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mother whose two-day-old daughter died unexpectedly. The mother
explained to me that ordinarily she would have found comfort by reading her
Koran, but this was forbidden due to her being ‘unclean’. For the same
reason she was unable to attend her daughter’s funeral, which generated
non-comprehension and antipathy among some staff.

Our limited understanding of other ethnic groups emerged in my study of
relinquishment (Mander, 1995b), when midwives gave me their impressions
of some mothers’ attitudes to loss:

MARIE: They have completely different attitudes and things. Nobody under-
stood [a bereaved mother’s] need to grieve for this baby because with
their religion it is completely different. They completely forget it and say
‘Allah has taken it away and I’ll be here to have another one.’

Ritual

Distinguishing religious observance from cultural ritual is neither easy nor
necessary. Each of the major religions has significant rituals relating to caring
for the deceased and for the grieving family. These rituals carry meaning and
provide much-needed help and support (Roberts, 2003). It may be necessary
to consider the washing and clothing of the body, the timing/form of the
funeral, the prescribed mourning/social support, the acceptability of staff of
other/no religion and the tolerability of a post-mortem.

Communication

The importance of communication with the mother and in facilitating some
of the processes of grieving is examined later, but the significance of this
aspect of the care of the grieving mother can not be overstated. The carer’s
ability to listen may be more important than the ability to talk, but the
mother does need to be given information about a range of topics about
grieving as well as more mundane matters. How this information is given will
determine whether it is accepted and implemented, so the information-giver
must be constantly looking out for verbal and non-verbal cues which indi-
cate acceptance or otherwise. It may be helpful at the beginning of a discussion
to review topics covered previously. Assumptions relating to the meaning of
the pregnancy and its loss are best avoided. While we may correctly assume
that her loss constitutes an incapacitating tragedy, there may have been an
element of ambivalence at some point in the pregnancy which, after the
loss, engenders guilt and which may be magnified disproportionately by our
well-meant comments.

Communication with other staff for their benefit is discussed in Chapter
10, but I focus here on communication between staff for the mother’s bene-
fit. As I have mentioned already, staff taking over the mother’s care at a shift
change need information about topics which have been discussed with her.
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Better continuity may be achieved through using the concept of primary
nursing or team midwifery, to reduce the number of new relationships which
the mother is obliged to build. But, regardless of how it is achieved, continuity
and consistency of care are crucial.

Communication between staff is additionally important to protect the
mother from the painful situations which may arise when staff are ignorant
of her loss. I can vouch that the pain is mutual, as I found when I answered a
bell in a hectic labour ward to find a newly arrived mother in the throes of
giving birth. I helped appropriately, but was perplexed when she burst into
tears on finding that she had given birth to a boy. The father patiently
explained that they had shared the birth of a stillborn boy two years earlier.
Her painful memories were being resurrected, while I felt anger and guilt at
being so inadequately prepared.

Lapses of interstaff communication are apocryphal and the consequences
dire. Examples would include a bereaved mother being asked where her baby
is. In my study, the relinquishing mothers frequently informed me of such
lapses and their resulting sorrow. My label ‘cock-ups’ is entirely appropriate.
Aline, a poorly supported thirty-year-old, experienced a cock-up shortly
after learning that she was pregnant:

ALINE: The student midwife read my notes which said I was devastated. She
asked me how I was feeling and held my hand. She couldn’t find the fetal
heart using the monitor, so she got the sister. The sister bounced in
saying ‘What a lovely surprise’ and ‘Wasn’t I pleased?’ The student
silently pointed to something in the notes and the sister looked aghast.
She found the heartbeat and left – fast.

Midwives’ need for feedback from mothers on what goes right, as well as
wrong, emerged in my study of relinquishment:

OTTILY: You don’t get any feedback about how they get on afterwards.
POLLY: We did get a postcard from a bereaved mother who was extremely

withdrawn and upset when she lost her baby. But she came to terms with
it in a matter of a few months.

ANNIE: The study day . . . was really excellent. Mums came back to talk about
it and this provided us with feedback which we don’t often get. We
usually just get their appreciation at the time and then maybe a letter of
thanks a wee while later.

It is clearly necessary for us to learn more about how mothers perceive the
care which is provided. It may be that the return visit to discuss the loss
may be an opportunity for staff to glean comments about the woman’s
perceptions of her care.
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Principles underpinning care to facilitate grieving

There are certain tasks which, it has been suggested in the research and other
literature, facilitate the mother’s grieving. The role of carers is to assist her in
making progress with these tasks.

Recognising that she has had a baby

Although the research by Davidson is rather old (1977, see Chapter 4) it still
provides a useful framework for addressing the mother’s confusion about
who or what she has lost, as this confusion may impede her grieving.

Establishing the reality of her baby

The lack of reality of a baby who is ‘unknown’ in the usual sense is thought
to be best resolved by the parents having contact with the baby. Alice Lovell
(1997), during a research project involving twenty-two mothers who had lost
a baby through perinatal death, found that, of the twelve who saw their
babies, none regretted having done so. These mothers were powerfully aware
of their emotion-laden experience, but they thought that it was rewarding
and appropriate. The ten mothers who chose not to see their babies
described their feelings as being ‘in limbo’ and their recollections featured
regret.

Hermione Lovell and her colleagues (1986) undertook a small retro-
spective study of bereaved mothers’ views about their care around the time
of a perinatal death. Twenty mothers were interviewed for up to ninety
minutes approximately three years after their loss. The mothers were still
finding difficulty understanding their loss, although those for whom it was
their second perinatal loss fared better; their previous experience had taught
them the difficulty of grieving for an unknown baby and they resolved to
ensure that, at least, their grieving progressed as they wished. These previ-
ously bereaved mothers were able to be assertive in making contact with the
baby and in arranging the funeral.

It may be argued that women should be able to have an optimal experience
of loss without having to lose a second baby in order to do so. But to achieve
this, the mother needs to be given information which will allow her to make
an informed decision about, for example, making contact with her baby. The
information and encouragement about contact which midwives in my study
were prepared to give to mothers was variable:

BESSIE: I’d never force anyone though. I certainly would not want to cuddle
anything that was dead myself. If that is how she feels she can look at it
in the cot and that is fine, or she can look at it the next day and that is
fine.

GAY: I think they should see the wee one . . . but they might not think they
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want to hold it. I think the midwife should really try and encourage them
’cos they’ll regret it later on. Y’know, they’ll feel it’s not really happened
to them. But I don’t mean that you actually force them to look at it. You
know you should just sort of advise them and then it’s up to them.

HATTIE: I don’t think it’s our duty to keep on bringing it up . . . I don’t think
we should be bullying them into doing what we think’s best.

Although the midwives were generally happy to offer some encouragement
for the mother to make contact with her baby, they were reluctant to ‘strongly
encourage’ contact.

In his commentary on two case-studies of mothers who had declined con-
tact, Leon (1992), rather than endorsing the orthodoxy of contact, advocates
the empowerment of the mother to do what is right for her. He maintains that
the helplessness engendered by being forced into certain behaviours may be
as painful as any feelings of loss. Leon’s misgivings about enforced contact
are echoed by Lewis and Bourne (1989) on the grounds that procedures
may become unthinkingly institutionalised and devoid of meaning. Like
Mallinson (1989) and Bessie (above), these writers plead for the mother to
have time to consider and opportunities to reconsider her decision.

This general picture of what may be termed ‘sensitive care’ of the grieving
mother is widely implemented and usually includes some ‘encouragement’
for the mother to have some contact with her dead baby. In contrast to this
general picture, Hughes and colleagues (2002) have undertaken a research
project questioning the basis of this encouragement. This prospective study
involved sixty-five women who had previously given birth to a stillborn baby
(index mothers) and sixty matched controls experiencing their first preg-
nancy. Quantitative data were collected, from the index mothers; these
included, as well as demographic data, details of ‘sensitive care’ at the time
of the stillbirth. Data about the emotional state were collected from both
groups of mothers during the third trimester and at one year. These data
comprised the Edinburgh Postnatal Depression Scale (EPDS), the Spielberger
State Anxiety scale (SSA), the twenty-one-item Beck Depression Inventory
(BDI) and the PTSD-1 interview to assess post traumatic stress disorder
(PTSD). The Strange Situation Procedure was included in the one-year data
collection to measure infant security. These batteries of tests showed that
the woman who had chosen to have no contact with her dead baby had
significantly lower depression scores than the other women. The woman who
chose to see, but not to hold, her baby was less depressed than women who
had more contact.

Hughes and colleagues claim that their findings cast doubt on the recom-
mendation that women should be ‘encouraged’ to have contact with their
dead baby. While accepting that ‘encouraging’ the bereaved mother may not
be entirely appropriate, the claims for Hughes and colleagues’ study deserve
scrutiny. It is necessary to bear in mind that the index mothers effectively
chose to which group they would belong; this was not a random sample.

64 Caring for the grieving mother



Whether it would be possible to randomise participants in such a sensitive
study is difficult to assess. This study does not, however, carry the rigour of a
randomised controlled trial (RCT). Further, the relationship between the
characteristics measured and unhealthy grieving may not be entirely clear.
The researchers assume that high depression, anxiety and PTSD scores indi-
cate unsatisfactory grief, but it is not certain whether these women’s grief is
dysfunctional, delayed or simply more profound.

The place of the cot

In the course of my research I came to appreciate midwives’ need to help the
grieving mother accept the reality of her baby and her loss. Although the
midwives were keen to encourage contact with the baby and were happy to be
open in their communication with the grieving mother, the presence of the
cot was regarded with concern, if not distaste. Unlike other equipment
which has multiple uses, the cot has only one purpose and that is for holding
a baby. This issue was first raised by Irene in response to a question about the
birthing room:

IRENE: The cot is always removed from the room before this woman goes in. It
would dominate the room if it was present. Even with a couple with a
normal healthy baby there is always a comment about the cot when they
first go into the room. I would not like keeping the cot in the delivery
room. It would probably be too distressing to the parents, although I am
speculating about that. There was one woman, though, who refused to
hold her baby, so I had to put the baby down on to the trolley while
I delivered the third stage. It was really odd having to put the baby on the
trolley, I didn’t like having to do it. I had to wheel the baby out with all
the rubbish. It was so clinical and cold having to put the baby on to the
trolley that time.

Clearly the presence of the cot is viewed sufficiently negatively by some
midwives to cause them to tolerate much inconvenience to avoid it. As well
as its practical use, the presence of the cot assumes a symbolic significance,
which may encourage denial in the mother.

KERRIE: I think it’s best just to take the cot out. I think it’s the right thing
to do, possibly because I feel embarrassed in that situation myself. I
wouldn’t like a cot to be there.

Kerrie’s discomfort leads us to ask whether the cot usually being occupied by
a living baby serves to remind us of our failure in helping this woman achieve
successful childbirth? Alternatively does the removal of the cot constitute a
denial of the baby’s existence and reduce the birth to a mere surgical
procedure?
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Recognising that her baby has been born

I vividly recall the care of the grieving mother in labour in the 1960s involv-
ing the administration of large doses of ‘sedative’, actually narcotic analgesic,
drugs (Curtis, 2000). This regime, feasible because there was no danger
of neonatal respiratory depression, was intended to block the mother’s
memories of the event, probably for the staff’s benefit (Hughes et al., 2002;
Kohner, 2000).

Remembering this, I become concerned when ‘generous’ pain relief is
recommended (Adams and Prince, 1990). Although I have argued the right
of each mother to effective pain control and to feel the amount of pain
which she wants to feel (Mander, 1992a), all involved should be clear about
the rationale and use the appropriate medication.

If recollections of her experience are blocked for the heavily sedated
mother, the mother who gives birth under general anaesthesia has even fewer
memories and greater confusion (Lewis, 1976: 619). I would question
whether the mother is similarly denied memories and opportunities to help
her work through her grief by the prescription of tranquillisers postnatally.

Realising that she is a mother

The limited physical and visual contact between the mother and baby may
cause her and others to either forget or deny that she is a mother. Lovell
(1997) suggests that the birth and death, being perceived as positive and
negative events respectively, may be seen as cancelling each other out and
generating a ‘non-event’. The result is that she is ‘stripped’ of her mother-
hood, which aggravates her feelings of the non-reality of the event. We are
able, through our care, to remind her that, although she may not have a baby
with her, she has still achieved the status of mother. Thus, ‘routine’ postnatal
care (see page 76) will in this mother assume extra significance, such as the
visits by community staff reaffirming her motherhood.

A crucial component of motherhood lies in caring for the baby. By giving
the mother opportunities to behave as ordinary mothers do, such as by
cuddling her baby and by bathing and dressing her, it will be reinforced that
she was able to show her love by mothering her baby, albeit only briefly
(Awoonor-Renner, 2000). A physiological process such as lactation (see page
77) may also serve to reinforce her motherhood if she does not have her
baby with her, or she may be able to provide breast milk if her baby is
dangerously ill in the neonatal unit (Rådestad et al., 1998).

Recognising that her baby has died

The interventions discussed above to confirm that the baby has been born
apply equally to helping the mother to recognise that her baby has died. Her
recognition will be facilitated by providing full and factual information about
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her baby’s death. Because she may be unable to take in all the information
when it is first provided verbally, it should also be given in writing to allow
her to return to it and review what she was told. The reality of the death will
be recognised by the use of the rituals which ordinarily happen when death
occurs in her culture, such as caring for the body, mourning, funeral rites and
providing or ensuring social support.

Creating memories

The significance of memories is clear in the writing of Allingham (1952):
‘Mourning is not forgetting, it is an undoing. Every minute tie has to be
untied and something permanent and valuable recovered and assimilated
from the knot.’ Much of our grieving depends on having memories on which
we can focus our thoughts, either alone or together, in order to adjust our
view of the person who is lost. We come to terms with our good, and
perhaps less good, recollections of them, while accepting that we have no
more opportunities to interact with them directly. In this way we can grieve
and eventually achieve some degree of resolution to our loss. In the absence
of tangible memories, any focus for our grief is lacking, which may inhibit its
progress.

Ritual

The interventions which we use to help the mother create memories on
which to focus her grief are mentioned by Rådestad and colleagues (1996a).
They comprise largely the rituals ordinarily associated with death, such as
laying out the body, viewing the body and holding a funeral; the burial or
cremation serves both to help create memories and to give a physical focus to
help long-term grieving. Lewis and Page (1978) describe the interventions
they used to create memories of her stillborn son for a mother with patho-
logical grief due to failure to mourn. They reconstructed the ‘non-event’
by ‘bringing the baby back to death’ to enable the mother to remember
and belatedly grieve her loss. Carers in the maternity area aim to promote
healthy grieving by creating memories as the birth and subsequent events
unfold. This is preferable to having to intervene retrospectively to resolve
pathological grief.

Tangible, durable mementoes serve as a focus for grief as well as confirm-
ing the reality of the event. One example, pictures, have long been helpful
to bereaved families (Mander and Marshall, 2003). That the use of photog-
raphy in this context is not a modern phenomenon is further evidenced by
Figures 5.1 and 5.2, which were produced in 1925. The possibility of the
contemporary mother finding a photograph helpful is apparent in Figure 5.3.
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The baby as an individual

Recognising her as a unique individual helps the mother to differentiate her
dead baby from any others and from her own fantasies and narcissistic
dreams.

We help her to establish the individuality of her baby by focusing on her
unique characteristics as well as the ways in which she differs from any
siblings. Even though it is not a legal requirement, the mother may name her
lost child, as this provides a focus, as well as helping communication with
others. In a situation in which the mother may feel that she has little to
contribute, being able to give her baby a name becomes significant, as I
learned from the relinquishing mothers in my recent study:

IONA: But Andrea had always been my favourite name and I wanted to give her
something and that was all I could give her. So I gave her the name Andrea.

Figure 5.1 Photograph of a stillborn baby (1925)
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In a study of perinatal loss associated with the founding of SANDS, Lewis
(1978) found that over 60 per cent of her sample of eighty parents con-
sidered that having their baby recognised as a real person was their major
concern. Giving the baby a name and using her name may facilitate this
recognition.

Making the birth as good an experience as possible

Although the possibility of making a perinatal loss into a happy event is
remote, it can become at least an experience which the mother is able to recall
with satisfaction through having completed it with dignity. To do this the

Figure 5.2 The family of the baby in Figure 5.1 during the pregnancy
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grieving mother should be encouraged to participate actively in the birth, as
is any mother.

Although, in the past, medication has been used to sedate the grieving
mother for the convenience of the staff (see page 66), Dyer (1992) recom-
mends that the mother should, if she wants to, be able to feel the pain of
labour. This may correspond with her ‘emotional pain’ and perhaps also give
her as complete an experience of labour as possible. Sensation of her pain
may allow her some sense of satisfaction or achievement so that she is able to
look back and think ‘At least I managed that’.

Figure 5.3 A contemporary photograph of a grieving mother with her stillborn baby
(by kind permission of E. Stewart)
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Fathoming the complexity of this event

The psychological work which the grieving mother faces is overwhelming; she
must disentangle and grieve for a confusing mix of potential and actual phe-
nomena. She has to separate out the threads of dreams and reality, of herself
and her baby, of this loss and previous and future losses. Completing this
mammoth task is helped by sharing the load, and being listened to has been
identified as a fundamental need at this time. Kohner (2000) reminds the
reader, though, that this is also a very individual need. The mother’s difficulty
in finding suitable people with whom she may unburden herself needs to be
recognised. Senior staff lack the time to spend listening, while younger staff
may be considered too inexperienced and not have the personal touch. Family
and friends may not be available or may have their own needs (Rajan, 1994).

Effective listening is an important way of reducing the mother’s isolation.
However, the difficulty of listening to her speaking angrily or guiltily should
not be underestimated, especially if her anger is partly directed at carers as it
may be hard not to react to what may be perceived as a personal attack.

The difficulty of making time to listen emerged in my study of loss
through relinquishment. The midwives told me of the strategies they used to
ensure that they were not disturbed while with a grieving mother. They were
aware that, although they might make time to be with the mother for an hour,
say between 14.00 and 15.00, that might not be the time when the mother felt
like ‘opening up’. While listening to her we encourage the mother to articu-
late her dreams about her baby and help her to think about the meaning of
her baby and her loss.

She needs to be able to talk about what it is that she feels she has lost
without the listener trying to change the subject or backing off. The study by
Hermione Lovell and colleagues (1986) found that previously bereaved
mothers (see page 24) were able to satisfy their need to talk through their
loss. Alice Lovell (1983) draws our attention to a discrepancy which con-
fronts a grieving mother. Ordinarily each of us has some need to communi-
cate with our fellow beings, if only about the weather. But at times of crisis,
our need to share our feelings is increased. The grieving mother, however, is
faced with the prospect of not even being allowed to satisfy her usual need to
talk, let alone her increased ‘quota’. This constitutes an ‘ironic’ discrepancy
which may aggravate her feelings of isolation and rejection.

Although we are unable to know what her loss means to her, we assume
that it is significant. This enables us to give her opportunities to work out
what the meaning is to her. I had to force myself to remember this when I was
caring in the postnatal ward for a young mother whose son had been born
light-for-dates at twenty-six weeks. She seemed calm, but told me repeatedly
that no-one was looking after her dog. She was not keen to see her son. I
explained how ill he was and that it was all right for her to be sad. A little
while later the neonatal staff asked for her to go to see him and she was able
to hold him while he died.
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As well as listening, we need to give her information, including telling her
that we are available to be there and listen.

Preparing to face the future

Although the grieving mother may have difficulty envisaging a future in the
absence of what was a major part of her, we may encourage her to relate her
experience of loss to her future life.

Telling her about grieving

By telling her about grieving we are able to help her to understand the pro-
cess by which she will eventually be able to integrate her loss into her life.
Information will help her to know that grief is appropriate, that it is painful,
enduring and unique and that her grief may include negative feelings which
may shock her. It may be helpful to suggest that such frightening responses
have been felt by other grieving mothers. In this way her sense of isolation
may be reduced. She should be told, as far as possible, what will and what
will not help her grief and be forewarned that the hurtful ‘have another’
comments are not meant unkindly and are best forgotten. It may help her to
know that her experience of loss may change her and those close to her in
ways which are unpredictable and possibly unwelcome, but such changes are
not unique to grief.

Pitfalls

As well as preparing her to cope with the healthy development of her grief,
warnings about certain times and events may prevent her from feeling that
she is ‘taking two steps back’ when they confront her. The widely recognised
‘anniversary’ reactions may be less than welcome (see below).

The request for a post-mortem (autopsy, necropsy) may shock a mother
who considers that her baby has been through enough already (Rankin et al.
2002). Although this investigation may now, because of certain scandals, be
handled more sensitively, the information available to parents still shows
room for improvement (DoH, 2003). The possibility of a sensitive approach
to this issue is addressed by Forrest (1999), who contemplates the data which
may be obtained from a post-mortem and the information which may be
given to the parents to show its necessity. She shows that pressurising the
parents unnecessarily may alienate them at their most vulnerable time and
impair their grieving irrevocably. Forrest mentions the possibility of having
to resort to the Coroner’s Court or the Procurator Fiscal, indicating that
such measures should be used only in extreme circumstances. After a
post-mortem the results should always be made known to the parents.

The funeral may be regarded as a macabre irrelevance by a young
mother with no experience of bereavement and no strong religious faith. An
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explanation of the likely short- and long-term benefits may help her to decide
whether and how it should be organised.

The baby’s nursery may have been ‘dealt with’ by well-meaning but
unthinking family members but, if not, she may appreciate the opportunity,
when she feels ready, to complete this ‘unfinished business’.

At anniversaries she may be disappointed at her reaction. But when she
recollects the joy of, for example, her first scan, her reaction may seem less
disproportionate. Others’ difficulties are aggravated by some of the anni-
versaries, such as the conception, being ‘hidden’.

Future childbearing (see Chapter 13) should be mentioned to the mother
in case she is persuaded, by all the ‘have another’ advisers, of the need for a
‘replacement child’.

Finding support

The benefits of support to those who are grieving have been established in
the context of perinatal death (Chambers and Chan, 2004; Rajan and Oakley,
1993; Forrest, 1989) as has the difficulty of resolving grieving in the absence
of social support. I look at some issues relating to lay support in Chapter 12.

Being available – The supportive nature of the carer’s company emerges
in the work of many researchers (Lovell, 1997; Säflund et al., 2004) and I
have already observed (see page 60) the need for us to be available for the
mother. Our presence may involve listening, information-giving, sharing her
tears or just being present. Finding the right balance between being com-
panionable and being intrusive worried the midwives in my study:

KAY: I think that it’s a very important thing to give them some privacy. If
you’re outside with the door open or within shouting distance, they
don’t need you to be there all the time. A careful decision to make. Also
you don’t want them to feel that they’ve just been abandoned – gone
away – nobody cares. You’ve got to tell them ‘I’m over the other side.’

The role of the midwife in providing social support for a grieving mother
was established in a study of 509 mothers, half of whom had experienced
previous pregnancy loss (Rajan and Oakley, 1993). The research midwives
gave non-directive social support tailored to the individual mother. This low-
tech intervention helped the mothers’ emotional health on both a short-term
and a long-term basis. The mothers were able to deal with unresolved grief
and to prepare themselves to cope with an anxiety-provoking pregnancy.
Many of the mothers became more self-confident and reasserted control
over their lives.

Family support – Because the family is likely to be providing support on a
longer-term basis, they need to be involved in the mother’s short-term care
and her teaching (see Chapter 7). They also need to understand their own
grief as well as hers, partly to help them to avoid well-meant but hurtful
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comments. In her 1994 study, Rajan found that the other family members
may encounter difficulty in providing the support which the grieving mother
seeks. Their own needs may predominate over those of the mother, possibly
resulting in the nonsensical situation of the mother providing support for
those around her. Open and honest communication between family mem-
bers enables them to share their reactions to their loss; this may happen
despite a previously ‘closed’ system of communication.

Other social support – Family and community support may be forthcom-
ing in the religious or cultural rituals associated with death, such as the
funeral.

Like Rajan’s (1994) sample, the grieving mothers interviewed by Lovell
(1983) found that the ‘community’ is less caring and comforting than its
name implies. This led to the conclusion that the grieving mother might have
been better supported if she had remained in the maternity unit longer. The
mothers would also have welcomed the support of a self-help group, but
only half of the sample were aware that any existed. On the basis of these
data, Lovell suggests that the health visitor has an important role to play in
the long-term care of the grieving mother.

Being in control

The bereaved mother may feel that her control over her life has been dimin-
ished by her loss. This may take the form of learned helplessness, which is a
person’s response to their own inability to control their circumstances,
although whether it occurs will depend on her interpretation of her loss.
This term is used to describe the debilitated behaviour of a person who
is subjected to some form of assault (such as electric shocks applied in a
laboratory) over which they have no control.

Learned helplessness comprises three main components, which are deficits
in functioning. First, the deficit in motivation comprises the person’s
inability to initiate any voluntary responses – on the assumption that to do
so would be futile. Second, the cognitive deficit involves the person having
difficulty learning at a later stage that responses may produce outcomes.
Theirs is the difficulty of unlearning something that they have learned by,
possibly literally, painful experience. The third feature of learned helpless-
ness is the depressed affect, resulting from the conviction that you can’t do
anything about it anyway. These features are based on a view which leads to
the expectation that what has happened in the past will continue in the
future, that is, their absence of control is not going to change (Garber and
Seligman, 1980).

Perinatal loss gives rise to feelings of personal helplessness and patho-
logical grief if the mother believes that there is something she could have
done which might have prevented the loss of her baby, such as resting more
or eating a better diet. The care which enables this mother to retain both a
sense of and actual control relates largely to the information which she is
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given. Accurate information and possibly a post-mortem report should show
her that feelings of self-blame are misplaced. Additionally she needs infor-
mation about the choices which are open to her and information on which
she can base her decisions.

Choices and control – The woman may find herself able to assert control
over her experience in one or more of a number of ways. For some mothers
induction of labour may be recommended to expedite the birth, and she will
decide whether and when this happens (see Chapter 4). There may be a
choice about the place where she labours and gives birth, although this may
be only the location within the maternity unit; depending on her condition,
she may have other alternatives.

I have already considered the mother’s decision about contact with her
baby (see page 60).

The mother’s accommodation after a birth in a maternity unit has been
the focus of much attention, although the midwives in my recent study were
unaware of the mother’s choice:

AMY: The decision is made by nursing staff and hospital policy. Here they
always come to antenatal. ’Cos antenatal is the only place with single
rooms. But when I worked up at [hospital] they went to postnatal
because postnatal had single rooms there and they were a postnatal lady.

HILARY: She has a single room so that she’ll be protected from the other
mothers.

Hughes’s study (1986) indicates that other women were not averse to being
alongside a bereaved mother, suggesting that midwives’ anxiety about other
mothers’ actively harmful role is unjustified. These findings are reinforced by
the comments of relinquishing mothers who found help among other
mothers:

LENA: Actually the women [in the big ward] were OK. And they used to
mother me. They realised I was just a kid. They were OK to me. I think
before I had the baby I wanted to be in a room on my own. I didn’t want
anyone to see me. But I was glad really that I was ’cos even though it was
[a big ward] the women were all nice. We were all just girls together. They
done their exercises and had a bit of a giggle and they all were nice to me.
They all sorta looked after me.

These data lead to the conclusion that the grieving mother as well as the
other mothers would be happy to share accommodation. The staff who
make or at least implement these decisions have other concerns, such as the
midwives’ anxiety that the grieving mother would be disturbed by babies
crying. The midwives were unwilling to contemplate the possibility that this
avoidance of other mothers and babies might be associated with a denial of
the loss.
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The midwives were reluctant to burden the mother with mundane
decisions about her care. These decisions include the type of ward in which
she is cared for, the size of room which she should occupy or, if larger, the
mothers with whom she should share it (pregnant women, new mothers or
mothers of babies in NNU). Such decisions were invariably attributed to
unit policy. Sharing a room with another mother may be considered to be
unhelpful for the grieving mother, as the onset of her mourning is delayed
and her support system may be impaired. Midwives’ reluctance to allow or
encourage the grieving mother to make decisions about her accommodation
is unfortunate, as the choices open to her and her control over her situation
are being limited.

Lovell (1984) identified feelings of isolation and rejection among her sam-
ple of grieving mothers, which related to their being cared for in single
rooms. The relinquishing mothers I interviewed referred to themselves as
like a ‘ghost at the banquet’. Lovell found that hospital staff encounter dif-
ficulty in caring for this mother appropriately and as a result transfer her
home ‘with undue haste’. Although the midwives in my recent study main-
tained that the grieving mother was in control of how long she stayed in
hospital, their examples did not bear this out:

HILARY: I think that as long as everything is all right she should be able to go
home the next day. She should have as short a stay in hospital as
possible.

LUCY: But we usually tend to let them go home as soon as they want to go
home. We would allow them to go home as long as they are physically fit.
And that seems to work best as long as we can see that they are coping
with the grief as well.

Although lip service is being paid to the mother assuming control, the
reality needs investigation. Gohlish’s exploratory study (1985) involved
interviews with fifteen mothers of stillborn babies to identify the ‘nursing’
behaviours which were most helpful. Her twenty behavioural statements
focused on the mother assuming control over her situation. But those
statements which the mothers thought ‘most helpful’ clearly related to
control:

1 Recognise when I want to talk about my baby.
2 Allow me to stay as long or as short a time in hospital as I wish.
3 Let me decide if I want a single room or main ward.
4 Ask me if I want a photograph of my baby.
5 Explain to me that I may produce milk.
6 Explain to me that I can see the baby after several days.
7 Give me pain relief as often as needed.

Grieving mothers felt the need to assume or be allowed more control over
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their care. Unfortunately my study, which was completed seven years later,
fails to show that her findings are being utilised.

Obtaining the care that a new mother needs

As suggested already in the context of care in labour, midwifery care aims to
prevent those problems which would create harmful memories and would
prevent her focusing her grief on her loss. The need for information, which
applies to all mothers, becomes more significant for the grieving mother who
is trying to make sense of the confusing situation and conflicting emotions
which beset her.

Home visits by the midwife – In view of the haste with which the mother
is likely to go home, her care by the community midwife assumes greater
significance. Home visits were found to be appreciated for both their physical
and their psychological value (Lovell, 1983). These observations contrast
with those by Hermione Lovell and colleagues (1986), whose respondents
disliked home visits for two reasons. First, the personal characteristics of the
midwives were unacceptable, in that they were ‘very cut off, very profes-
sional’. The second factor, which may not be unrelated, is the difficulty
which the grieving mother has in understanding why the midwife visits her,
when she has no baby, which would definitely be exacerbated by the midwife
being unaware of the mother’s loss. Uncertainty about the midwife’s role
had been encountered by a community midwife I interviewed:

GINNIE: Sometimes they can be a bit antagonistic, you know, the first couple
of visits and ‘Do you have to come to see me? I don’t need a midwife.’
And – y’know – if you sit down with them and try and explain that you
are there to make sure that she is all right and everything is returning to
normal and . . .

Lactation – One of the most helpful nursing behaviours (see page 5) in
Gohlish’s (1985) study was ‘Explain to me that I may produce milk.’ A
mother may assume that, if she has no baby with her, nothing will be pro-
duced with which to feed a baby. Our increasing knowledge of the physi-
ology of lactation shows us that the mother’s thought processes are crucially
important, so that thinking about her baby has an effect similar to the baby
suckling. It is, thus, hardly surprising that the grieving mother produces
milk, as recounted by one of Lovell’s respondents:

FIONA: Walking down the road and seeing a pram with a baby in it, I’d have to
go home and change my tee shirt. It’d be soaked. The milk kept coming
for months after.

Fiona seemed to regard her lactation negatively, but we must question
whether this need invariably be the case. It may be comforting for the mother
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to know that, had her baby survived, she would at least have been well
nourished. Rådestad and colleagues also suggest that non-pharmacological
methods of lactation management may facilitate grieving for this woman by
helping her to confront the reality of the death of her baby (1998: 116).
These researchers go on to draw attention to the number of bereaved
mothers who encounter adverse side-effects from the use of pharmacological
methods of lactation inhibition. Although these researchers do not suggest
it, it is necessary to question whether such complications may also adversely
affect the woman’s healthy resolution of her grief.

Summary

Much of the literature reminds us of the bad old days when the ‘rugger pass’
technique of surreptitiously ‘whisking’ (Lovell, 1997) the baby out of the
mother’s presence prevailed. In thinking about our care of this mother we
must be wary of forcing a new, perhaps more liberal, orthodoxy on her
(Lewis and Bourne, 1989). I have argued in this chapter that our role is to
facilitate the mother’s healthy grieving, which is assisted by her having as
positive a childbearing experience as possible to recall. To achieve this the
mother should be encouraged to assume some control of her experience,
which, in turn, is dependent on her being provided with accurate, evidence-
based information about interventions and outcomes. Unfortunately, such
information is still incomplete.
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6 Bereavement counselling

I occasionally find myself wondering what bereavement counselling is
all about. Tschudin provides an answer of sorts by reminding us that its
etymological meaning – to give advice – is ‘precisely what is not intended’
(1997: 6). While counselling began with a very precise focus, it may have
snowballed to become something of a panacea. In her contemplation of the
reasons for the exponential development of bereavement counselling ser-
vices, Danbury (1996) blames the change in societal attitudes to death during
the twentieth century. This change is partly associated with the medicalisa-
tion of death through its removal into hospitals. She concludes, though, that
the main reason for this growth in the counselling industry is to be found
in the secularisation of society: ‘the loss of religion results in the loss of
mourning rituals, which makes it more difficult for people to cope with
death’ (1996: 18).

My anxieties about the purpose of bereavement counselling relate to the
fervour of the recommendation, the heterogeneity of those who benefit, the
wide-ranging activities included and the variety of practitioners, leading to
the conclusion that it is ‘all things to all people’. In this chapter I consider the
nature of bereavement counselling, who is involved and its relevance following
perinatal loss. As in the counselling literature, I use the word ‘client’.

What bereavement counselling does and does not involve

Bereavement counselling and grief therapy are not easily distinguishable
(Cook and Dworkin, 1992), perhaps due to sloppy terminology or, alter-
natively, to common areas, such as the client having been bereaved. The large
area of overlap between bereavement counselling and therapy increases the
risk of confusion. The difference is found in the client (Worden, 2003); in
bereavement counselling the client is being supported through uncomplicated
grieving, whereas grief therapy addresses the problems associated with
pathological grief.

Counselling is defined in terms of the source of control in a nursing
context, when the counsellor acts merely as a facilitator to help the client
identify and ‘sort out his or her own problems’ (Burnard and Morrison,



1991). Thus, the relative inactivity of the professional is held to be crucial to
counselling.

Interpretations, however, may differ from this facilitative role. Bereavement
counselling to prevent psychiatric and psychosomatic disorder has been
researched (Parkes, 1980; Forrest et al., 1982). Although counselling does not
aim to treat pathological grief, it may constitute a primary or preventative
rather than a tertiary approach to disordered grieving. Unlike the supportive
approaches involved in counselling, tertiary treatment or grief therapy
comprises active and significant interventions to bring about emotional and
cognitive changes in the client (Cook and Dworkin, 1992).

Evaluation

As with any form of care, if we recommend bereavement counselling we
should be certain that the client is given full information about what it is, as
well as any side-effects. This information is only available if the intervention
has been rigorously researched. In Parkes’s (1980) review of authoritative
research, he concludes that bereavement counselling services reduce the
risk of disordered grieving. Sigmund Freud’s contention, that counselling
causes more problems than it solves, is not supported by this evidence. The
classical experimental design was utilised in the studies to which Parkes
refers; people identified as bereaved through official sources were recruited
and randomly allocated to either the counselling or the non-counselling
group. After counselling was completed, health measures were applied to
assess any differences.

Cameron and Parkes (1983) used a similar design to research the effects of
bereavement counselling; they found similarly effective results, but were
implicitly critical of this design. These researchers regretted their inability to
identify which components of the counselling programme were effective. We
may criticise the use of the classical experimental design in more general
terms, to the extent that these studies do not establish whether the actual
counselling made any difference, because the fact of some intervention may
have been sufficient to produce the favourable results. At such a vulnerable
time the bereaved person may be grateful for any form of human contact,
whether or not it helps her adjustment to her loss. Such alteration in the
subject’s behaviour because of her involvement in a study, or Hawthorne
effect (Porter and Carter, 2000: 27), could have been avoided by amending
the design. If, instead of having only two groups of subjects, the researchers
had introduced a third ‘other intervention’ group, they would have been able
to ascertain whether counselling was responsible for the improved outcomes.
The ethical implications of any such ‘other intervention’ would need atten-
tion, but learning a neutral subject, such as a foreign language, would satisfy
the research requirements.

Unlike the other evaluative studies, Forrest and colleagues (1982) focused
on the provision of sensitive care in situations of perinatal loss. These forms
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of care, at the time relatively novel, included the possibility of bereavement
counselling. The randomised sample, interviewed longitudinally, comprised
twenty-five mothers of stillborn babies and twenty-five whose babies had
died as newborns. They found that the intervention mothers recovered from
their grief more quickly than the contrast group. The difference was signifi-
cant at the six-month assessment, but not at fourteen months. As with so
many ‘packages’ of care, though, it is not possible to distinguish the com-
ponents of the sensitive care provided for the grieving parents in order to
demonstrate their effectiveness. Thus, Forrest was unable to establish whether
or not bereavement counselling is an effective intervention in perinatal loss.

In her allegedly qualitative study of pregnancy loss, Moulder (1998)
reports the dismal experiences of the women in her sample with regard to
counselling. A sorry account of ‘one-off appointments’ and referrals for the
bereaved women leads to the bleak conclusion that they ‘did not appear to
offer them much’ (1998: 156–7).

The benefits of these research projects focus on the long-term health out-
comes of bereaved people. Little attention is given to the client’s experience
of counselling, unlike a less authoritative study by Barker (1983) in which
general satisfaction and occasional gratitude are reported. This suggestion
derives from the attrition rate in Forrest’s study, which may have been due to
a variety of factors. Only 64 per cent (16) of the supported group and 75 per
cent (n=19) of the unsupported group agreed to be interviewed at six
months. By fourteen months 40 per cent (n=20) of the original sample were
unavailable for interview. Unfortunately we are not told to which group they
had been randomised. Although bereavement counselling is not intended to
be enjoyable, this loss from the study may indicate dissatisfaction and needs
further investigation.

Because the research project by Danbury claims to have focused on the
‘effectiveness’ of bereavement counselling (1996), it should provide an evalu-
ation of this form of care. The extent to which Danbury achieved these ends
is uncertain. Her study involved thirty widowed people who were counselled
through a hospice and thirty through Cruse. The refusal rate was low at
10 per cent (n=6). Danbury undertook ‘in-depth semi-structured’ interviews
with the sixty respondents using a pre-coded interview schedule which was
analysed by computer. The findings of this study relate largely to the stated
satisfaction of the clients and organisational issues which were identified.

Danbury found that a large majority of her respondents thought that their
experience of counselling was helpful and that the relationship with the
counsellor provided them with good support. Much of her data relate to
the events around the death of the spouse, which are questionably relevant.
The clients’ dissatisfaction with the counsellors emerges in their wish to be
able to choose their counsellor, their inability to choose when the counselling
should happen and the counsellors’ volunteer status. Thus, although Danbury
obviously attempted to address important problems, as she herself recognises
more research is necessary.
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The current vogue for the determination of the effectiveness of any inter-
vention may prove helpful in evaluating the contribution of bereavement
counselling. A systematic review undertaken by the authoritative NHS
Centre for Reviews and Dissemination (NHS CRD, 2001) investigated the
evidence relating to the effectiveness of counselling in treating mild to mod-
erate mental health problems. The reviewers were able to identify only short-
term benefits. In the longer term (eight to twelve months) there was found to
be no difference in outcomes between counselling and standard care by gen-
eral practitioners. More recently, a systematic review focusing on nursing
inputs for spouses bereaved by suicide or cancer (SEHD, 2004) produced
largely similar findings. The SEHD review showed counselling to be ineffect-
ive in helping the two main groups. There was, however, sparse evidence to
suggest that grief workshops may improve relationships and behavioural
difficulties in grieving families.

The client

Clearly, because resources are finite, who receives counselling is determined
by what it entails. If counselling comprises non-professional support to
maintain healthy grieving, it may be available to many. On the other hand, if
it is regarded as a preventive intervention, professionals skilled in psycho-
therapeutic techniques may be needed, with obvious resource implications.

Worden (2003) suggests indications for counselling; either the person may
actually have become ‘stuck’ in their grief or carers using ‘at-risk’ criteria
may seek to prevent problems occurring. The route by which clients find
their way into counselling has been identified as a combination of a ‘watch-
ing brief’ being kept by certain professionals, such as GPs and HVs, and the
referral of those identified as being at risk.

The counselling process

While it is neither appropriate nor possible to detail the skills and tech-
niques of counselling here, there are certain essential features which help us
to understand it.

The three main approaches which counsellors may utilise are:

• person-centred, in which the focus is very much on the present

• psychodynamic, in which the effects of past events are addressed

• cognitive-behavioural, in which the focus is on learning new techniques
and behaviours.

(Macleod, 1993)

The counsellor’s ‘way of being’ incorporates three characteristics (Weston
et al., 1998) which may differ from our usual responses to painful situations:
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• Acceptance means the recognition of the uniqueness of the client’s
hurt, and being non-judgemental about her feelings.

• Empathy comprises the ability to enter the world of the client without
the barriers of pity or fear. In their conceptual analysis of empathy
Kunyk and Olson (2001) found that it could be regarded as a human
trait, a professional state, a communication process, a form of caring,
and a special relationship.

• Congruence is the self-awareness in the counsellor which allows her to
be genuine and accepting of herself. Through her behaviour, she conveys
acceptance to her client, as mentioned already.

These characteristics are crucial to effective counselling, as they provide an
emotional environment in which healing and growth are nurtured. Although
these characteristics may occur naturally in some of us, others may have to
learn them during a counselling programme. A supervisor helps a counsellor
to maintain these characteristics, ensuring that counselling remains effective.

There are certain tasks, in addition to creating an appropriate ambience,
with which the counsellor provides encouragement, in order to work through
grief (Worden, 2003):

• Actualising the loss – through talking about the death and its circum-
stances and by focusing on tangible manifestations, such as the grave.

• Identifying and expressing feelings may be resisted because of the pain
which they bring us. The counsellor encourages articulation of anger,
guilt, sorrow, anxiety and helplessness.

• Living without the dead person may be particularly difficult when roles
are complementary and there may be gaps in many aspects of function-
ing. The counsellor may have to assist practically to show the client her
own ability.

• Relocating the emotions invested in the dead person helps the client to
realise that, although her relationship with the dead person was unique,
her emotional energy may eventually be redirected into other, new
relationships.

• By providing time to grieve, the counsellor helps recognise the gradual
process by which we reconcile ourselves to loss. Memories persist in
returning and causing emotional reactions for a disconcertingly long
time.

• Recognising ‘normal’ grief behaviour means that the client can be
reassured that her preoccupation, for example, does not indicate a mental
health problem.

• Continuing support by the counsellor is within the contract negotiated
during the first meeting, although contacts tend to become less frequent
before the counselling relationship is due to end.

• Identifying defences and coping mechanisms enables the client to work
out which are helpful, as opposed to those, such as drugs or alcohol,
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which may impair grieving (Worden, 2003). Other differently harmful
defences include immersion in work and other forms of denial (Howarth
and Leaman, 2001). These defences protect us by diverting our attention
away from painful events on a short-term basis, but prevent effective
grieving if they persist. Such defensive mechanisms may only be breached
if there is confidence in the counsellor.

• Identifying pathology and making a referral is necessary when unforeseen
problems are encountered. A grief therapist and psychotherapeutic
interventions may prevent the difficulty from deteriorating.

The counsellor

Having briefly considered what happens during counselling, it is useful to
think about the people who offer this form of help. By way of introducing
his literature review, Parkes (1980) lists the three groups of counsellors whose
functioning has been evaluated:

1 professional services by trained personnel
2 voluntary services using trained volunteers with professional support
3 self-help or mutual support groups (see Chapter 12).

Although voluntary services contribute hugely to counselling services gener-
ally (Danbury, 1996), their input into perinatal bereavement counselling ser-
vices is less. For this reason I focus on nurses and midwives as counsellors.
Although Danbury does not envisage any difficulties (1996: 183), the suit-
ability of nurses and midwives to be counsellors has been questioned.
Burnard and Morrison (1991) argue that essential attitudes (see page 179),
summarised as ‘client-centredness’, may not easily fit into traditional nursing
thought processes. These researchers surveyed the ‘client-centredness’ of
a mixed sample of 142 qualified nurses. Their opportunistic sample was
recruited through attendance at counselling skills workshops. The authors
draw attention to the potential unrepresentativeness of the sample, but fail
to recognise that, because these nurses were enhancing their counselling
skills, they were probably more client-centred in their approach than most
nurses. Using an instrument with a maximum score of 70, the nurses
assessed their own ‘client-centredness’.

The nurses’ scores ranged from 22 to 67 with an overall mean score of 39,
which Burnard and Morrison interpret as a ‘lack of a marked tendency
towards “client-centredness” ’. They contrast this finding of ‘prescriptive’
attitudes with the frequent exhortations for patient autonomy. They then
suggest that ‘client-centredness’, because of its reflective approach, may be
less than appropriate in a busy clinical setting. The authors do not link their
findings to nurses’ ability to be ‘client-centred’ in their counselling, although
it is tempting to assume that the attitudes reflected in the questionnaire apply
more generally than in the clinical situations which the authors discuss.
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Counselling following sudden death

The limited research-based material on bereavement counselling (Robak,
1999) is exceeded only by the absence of research on perinatal bereavement
counselling (Redman, 2003). For this reason I draw here on research on
counselling in the event of sudden death, which has some aspects in common,
such as untimeliness. In an account of a bereavement counselling service in
an accident and emergency department (A&E), the nurse-counsellor’s edu-
cative function is emphasised, as is her ongoing support of relatives at risk of
complicated grieving (Yates et al., 1993). The nurse-counsellor provides emo-
tional support for her colleagues, a group of other senior nurses who have
been trained to offer a similar service. Yates and colleagues suggest that, in
contrast to the findings of Burnard and Morrison (1991), nursing support
may be appropriate in bereavement.

Woodward and colleagues (1985), using a social work perspective, recount
the counselling service which they established for parents losing a child
through SIDS. As with Yates and colleagues (above) the service originated in
A&E. Woodward and colleagues describe the importance of the initial
assessment in helping parents sort out a range of mainly practical problems.
Unlike Yates though, Woodward recommends that appointments be made
for home visits, because of the tendency of young bereaved families to avoid
their home. Longer-term counselling focused largely on family problems
such as marital difficulties and helping surviving children. As observed
already, the children who were most seriously affected were those whose
parents were coping less well.

Perinatal bereavement counselling

The literature on counselling in the event of perinatal death is not large, but
provides useful insights into important issues.

The counsellor

GINNIE: I don’t think just one person should do all [the counselling] though.
A sister was employed in – Maternity Hospital and she was the counsel-
ling sister and it was too much for one person. It needs two to share
because you are only human too. You’re going to get distressed.

Like midwife Ginnie in my study, Herkes (2002) identifies the need for emo-
tional support in her role as a bereavement counsellor in a maternity unit.
The support may be provided by a psychologist, or mutual support may be
appropriate if there are two or more colleagues. Herkes describes her role in
terms of taking over from the family to provide support when they ‘emo-
tionally withdraw’ and encourage the couple to ‘move on with their life and
put the experience behind them’ (2002: 135). Herkes’s counselling role was
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built up gradually alongside her formal counselling education from being a
labour ward midwife. Eventually, funding from the Child Bereavement Trust
permitted Herkes to assume a full-time counselling role. This service is avail-
able to parents bereaved in the maternity unit and the neonatal unit, and
parents of babies who die due to SIDS up to twelve months.

The majority (60 per cent) of Herkes’s referrals are self-referrals, with the
remainder being from the full range of caring professions. Most of her refer-
rals are made while the woman is in the maternity unit and there is a quick
fall-off with the return home. In support of her contention that she takes
over as the family withdraws, there is then a gradual increase in referrals up
to six months after the bereavement (2002: 137). Herkes’s initial contract
with the parent(s) is for six weekly sessions, each lasting for one hour. While
43 per cent of clients complete these six sessions and then end their contact
with her, 22 per cent do not complete the six sessions. The remaining 35 per
cent of clients may continue being counselled, to the extent of some attend-
ing for more than eighteen sessions. The people who attend are predomin-
antly women (55 per cent) who are counselled without their partner. Of the
total number of sessions, 29 per cent are for couples attending together. This
observation, together with the fact that only 4 per cent of the sessions are for
men by themselves, may indicate the different nature of the man’s reaction
to loss. Unfortunately, although Herkes provides details of who attends,
there is no evaluation of the effectiveness of this service in meeting the aims,
which she describes as to ‘facilitate parents in their grief work’ (2002: 137).

The midwife in clinical practice

The relevance of counselling skills to midwives whose job description
includes providing support is clear. For three reasons we must question
whether these skills are appropriate for other midwives, that is those in clin-
ical practice. First, Burnard and Morrison (1991) indicate the difficulty of
using a reflective, client-centred approach in the clinical setting which exerts a
number of other, possibly more immediate, demands. Second, much of the
work already mentioned emphasises the structured nature of the counselling
relationship which may conflict with the somewhat less than structured clin-
ical workload. Third, counselling is not possible while the bereaved person is
still in ‘a state of numbness or shock’, so counselling is unlikely to begin
until about a week after the funeral (Worden, 2003).

Although bereavement counselling may not be appropriate during the few
hours or days that the grieving mother spends with us in the maternity area,
the approaches and skills used in counselling are certainly likely to be help-
ful. Using the hospital-oriented approach prevalent in the USA, Davis et al.
(1988) describe the emotional support which is offered on a less than ideal
short-term basis. These authors list some practical interventions which are
likely to prove helpful:
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• encouraging acknowledgement of the birth and death of the baby

• validating feelings of loss and despair

• educating about grief

• giving information about choices available.

Davis et al. go on to consider how staff are able to meet the mother’s emo-
tional needs. It is essential, also, to cope with the inevitable feelings of failure
among staff, which we must acknowledge to be able to help the mother.
Taking time to listen to the mother’s sad and angry outbursts shows her that
these feelings are acceptable and that her isolation is not complete. Anger
directed at staff, us or our colleagues may be difficult to accept, but defen-
siveness may be defused by remembering that her or their anger is
unfocused, rather than specific. Our fear of not knowing what to say may
make us anxious when in this mother’s presence, but remembering the value
of listening may reduce anxiety. Many writers list the unhelpful comments
which are best avoided (Lendrum and Syme, 1992). It may be helpful to a
less-confident or less-experienced staff member to know that she can open
the conversation by saying briefly how she feels about the woman’s loss. This
opening shows the woman that the knowledge is shared and gives her
permission, should she want to, to discuss it.

In a UK setting, Kohner and Henley (1992) emphasise the importance of
the care of the bereaved mother in the community. The value of the midwife’s
visits goes far beyond the assessment of the mother’s physical condition and
provides another opportunity for her to ask questions and talk about her
loss. Through a detailed knowledge of the locality in which she practises, the
midwife should also be able to help the mother to make contact with a self-
help group. Because the surviving child or children are likely to be around
when she visits, the midwife is also able to help the parents support their
adjustment to the family’s loss.

Discussion and summary

A problem raised by the informants in my study, and which is hardly men-
tioned in the literature, is the extent to which other staff and possibly the
mother may ‘miss out’ if the counselling role is assumed by one person:

RUBY: I don’t know if there should be someone specifically in the unit, to
help give these mums guidance. I think it’s something we’ve all got to
learn to do . . . if you designate one person, you will be left with that
person and no one else would bother with them.

NANCY: They’re all counselled. The trouble is that it seems to me that most of
them are counselled by nursing officers. They do the actual arrangements
or speaking to them, counselling the choices about what they intend to
do with the baby, whether they want the hospital to bury the baby or
whether they want to make their own funeral arrangements.
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The risk of misgivings among other staff is mentioned by Druery (1992)
in her role as a bereavement support midwife. She avoids confrontation
by not usurping other midwives’ roles, offering only support and advice to
the midwife and by guiding less-experienced practitioners through the
paperwork.

Although the structured approach to counselling which I have described
here may have limited relevance to the midwife in the maternity unit, the
importance of counselling skills in her practice becomes apparent when we
consider her twenty-four-hour presence. Davis et al. (1988) emphasise that
we must be available to be with the mother when she feels she is ready to talk.
Unlike the counselling model, this may not be at a pre-determined time, but
may be in the small hours when she is at her lowest ebb and other staff are
off duty. It is at this time that the midwife is able to listen and use her ‘way of
being’ to help and support the mother (see page 60). Although Worden
(2003) indicates that the time when midwives are in contact with the mother
may be too early for counselling, midwives are ideally suited to help the
mother to recognise and accept her feelings before her formal counselling
(if any) begins.

The role of the bereavement counsellor in the maternity area may be
questioned, but her existence is widely regarded as valuable in at least two
settings. The first is when grieving has been identified as likely to become
pathological such as where the mother lacks support from her family and
friends and where she has a poor relationship with her partner. The second
highly valued contribution of the bereavement counsellor is her input into
the introduction of students and midwives to death education.

In this chapter I have considered what bereavement counselling involves,
its place in the maternity area and the extent to which it is appropriate for use
by midwives. The role of the counsellor has been shown to be similar to that
of the midwife, in that the midwife is ‘with woman’ throughout her experi-
ence of childbearing, while the counsellor uses her ‘way of being’ to help
resolve grief. It may be for these reasons that this form of care is so popular
among midwives and other maternity carers.

Of greater significance, though, are the serious concerns raised by the
systematic reviews of the research evidence on bereavement counselling. In
general, counselling and bereavement counselling have been shown to be
almost invariably ineffective. To this general picture it is necessary to add the
conclusion of Chambers and Chan, which is based on their systematic
review of support after perinatal death. These researchers conclude that
strong evidence is lacking ‘to indicate that routinely offered support, either
standard nursing and social support or specialist psychological counselling,
has any effect in preventing or reducing pathological grieving and/or long
term psychosocial morbidity’ (2004). There is obviously a lack of evidence
for its benefits and, hence, there is a potential for harm. It is necessary to
question, therefore, why resources are being allocated to this questionable
activity, rather than to the research to assess its value.
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7 Family grief

When contemplating the effects of grief in a family, the concept of ‘Gestalt’
is helpful. Defined as ‘the whole is greater than the sum of the parts’ (Drever,
1964), in this context this word implies both the extent and the interdepend-
ence of the family components. Family interdependence may not always be
easily apparent and as a result the diverse effects of one event, such as a loss,
may not be obvious. However, because individual family members are
affected by loss, the family system is involved and, hence, all members are
affected. Through the interaction of the members and their frequent adjust-
ment and readjustment of roles, however, family homeostasis is ordinarily
maintained.

Having emphasised the integrity of the functioning of the family system,
in order to examine the differing perceptions and effects of loss, I now find it
necessary to separate out the various family members. This is to permit an
examination of the differing reactions. As far as possible in thinking about
family grief, I focus on the effects of perinatal loss. Where specifically rele-
vant authoritative literature is lacking, though, I draw on more general
material, such as that relating to the loss of an older person.

Family

The term ‘family’ is open to a variety of interpretations, depending largely
on the cultural context. All too often in the UK the term is used synonym-
ously with ‘nuclear family’. I use the word ‘family’, though, in its widest
sense to include not only those related through blood and marriage or
cohabitation, but also foster, adoptive and step-relations. I include also those
unrelated adult people who in the past have been (and sometimes still are)
honoured with the title ‘uncle’ or ‘aunt’ (Baggaley, 1993).

The family as a system

In order to understand the effects of loss on the family, systems theory is
useful. This approach is able to take account of dormant or possibly sup-
pressed family characteristics, such as cultural and religious beliefs, ageist



and sexist attitudes and status. Group responses may resurface together with
inter-generational fictions (Howarth and Leaman, 2001). The systems
approach defines the family, first, in terms of being a unit whose interacting
parts operate within certain defined boundaries, such as those I have men-
tioned above. Second, the interaction of the parts is characterised by varying
degrees of openness in communication; a family system which adopts a
more closed communicative style is typically less flexible to changes in the
external environment as well as being less sensitive to the needs of its
individual members. Third, as well as physical and other boundaries, the
family system operates within its own framework of rules, which may be
implicit or explicit. This framework serves to determine the roles of family
members within the family system and to maintain, through constant minor
readjustments, the homeostasis of the system (Howarth and Leaman, 2001).

Clearly, the death of one of its members seriously threatens the homeo-
stasis of the system. The degree of threat varies according to features of both
the family and the death. These features include, first, the timing of the death
in the family life cycle, second, the nature of the death, third, the degree of
openness within the family and, fourth, the role of the family member who
has died. The re-establishment of family equilibrium will follow realignment
of roles and reassignment of responsibilities. This realignment constitutes a
threat, first, to family stability and, second, to those most closely involved
because at this time they are vulnerable and in a weak negotiating position.
The factors which further inhibit family coping with loss are categorised by
Cook and Oltjenbruns (1989). There may be situational stressors, such as
unemployment, which may be cumulative and the effects of which are mod-
erated by the strength of family resources. Family coping may be addition-
ally facilitated by the family’s interpretation of the event, in that finding a
meaning for the loss renders it more manageable.

Communication within the family

There is a tendency for more responsible members of the family to ‘protect’
others from the effects of an unpleasant event by limiting communication.
This means that in their effort to protect the less involved family members
by not discussing the loss, the main actors do not talk about it. This scenario
carries dangers both to the protectors, who may not allow themselves to
grieve appropriately, and to the protected, who are prevented from experi-
encing a healthy mourning. Thus, parents may seek to protect their surviving
children in this way, to the benefit of neither (see Appendix 2).

The degree of openness of communication within the system is a family
characteristic which affects their ability to grieve a lost child. Denial of the
loss may feature prominently. The closed family’s behaviour may appear
bizarre to outsiders, because it responds in ways which have been learned
from earlier, but possibly dissimilar, experiences. Thus, the inability of the
closed family to accept and share new influences and experiences will limit its
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coping ability. The family conspiracy of silence (see Appendix 2) which may
develop following the death of a child may be attributable to shared guilt.
The guilty and unrealistic beliefs about individual personal responsibility for
the death are common to all family members, who are united only in their
inability to articulate their pain.

Family communication in a hospice setting was the focus of a research
project by Lugton (1989). She drew on Glaser and Strauss’s account of open
and closed awareness among dying people and those near to them (1965).
Their original research showed the ease of communication when open
awareness operated and all involved knew the terminal nature of the illness.
In closed awareness, though, those involved were unable to admit the signifi-
cance of the illness. Lugton identified varying shades of communication
between open and closed awareness in her study. Although her interviewees
expressed understanding of the prognosis, the extent to which this under-
standing was shared within the family varied hugely. Those families in which
awareness was open were able to negotiate new roles during the illness, thus
preparing themselves for the subsequent major reassignment of roles. Lugton
identified the disquiet within families who used closed awareness. Although
this research was undertaken in a hospice for adults, there is no reason
to suspect that these variable communication patterns do not feature in
childbearing loss.

Expectations and perceptions

After looking at social support for widows, Gorer (1965) concluded that the
perception of a deficit between expected and experienced support impedes
grieving. Since then, the unhelpful nature of interactions has been implicated
as responsible, on the grounds that grieving widows who reported few or no
unhelpful interactions adjusted better. The reverse was true for widows who
perceived more frequent unhelpful activities. The accuracy of these widows’
perceptions and the reality of their expectations may be questioned, but it is
necessary to accept that the perception of unhelpfulness impairs grieving. In
her study, Littlewood (1992) identified four factors perceived as unhelpful
and which operated in this way to impede grieving:

1 reduced availability of/access to support
2 family disputes over who is the chief mourner
3 non-acknowledgement of the relationship between the dead person and

the bereaved person
4 uncertain social position of the helper.

Parents mourning the loss of a baby may find themselves similarly disap-
pointed by those close to them. They grieve for the baby in whom they had
invested hopes and expectations and whom they were coming to know. That
their close family are less able to share their loss because they have not been
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privy to their fantasies may deprive the parents of the support they antici-
pated. Clearly, this discrepancy between expectations and perceptions may
lead to conflict.

Fathers

The role of the father in the family is rightly beginning to attract the atten-
tion which it deserves, although the father’s actions may not always match
expectations (Mander, 2004a). This observation applies as much to child-
bearing and childrearing loss as to other areas of family activity.

The loss of a viable baby

An important example of a study into the father’s experience was under-
taken in Sweden as part of a large epidemiological survey of care in the event
of perinatal loss (Samuelsson et al., 2001). The researchers were able to
undertake qualitative interviews with eleven fathers whose babies had died
in utero between the twenty-ninth and forty-second weeks of pregnancy. The
father’s profound sorrow emerges clearly in this work. Although many of
the fathers had some suspicion that the baby’s condition was not good, they
were still severely distressed when told that the baby was dead. The father’s
immediate concern, however, was to protect his partner. He thought that he
should protect her from the pain of labour and that this would be best
achieved by a caesarean. The father was accepting, though, when told that
this was not necessarily the best course of action.

The lapse of time between being told of the baby’s demise and the onset
of labour seems to have been highly valued. Whether this time is best spent
in the couple’s own home or in the relatively protected environment of the
maternity unit remains uncertain. Significantly, Samuelsson and colleagues
found the father to be disappointed in the information given by staff. This
applied, first, on the grounds that he was not included in conversations
between members of staff and his partner. Second, he felt that the staff
tended to resort to technical jargon which he found incomprehensible. For
these men, going home without a baby and returning to work were major
hurdles.

Samuelsson and colleagues (2001) were able to draw some comparisons
between the man’s experience of loss and that of the mother. The differences
in the couple’s experience of loss led to different coping techniques and,
hence, to an improvement in their respect for each other. Sometimes, though,
different needs and reactions could lead to unfortunate misunderstandings.
The relationship then appears to have become fraught, as both partners
sought to avoid aggravating the other’s hurt.

These researchers identified the man’s wish to locate another man with
whom he could share his sorrow. This was especially important in view of
men’s stereotypical difficulty in ‘opening up’. The researchers recognised the
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‘special fellowship’ (2001: 128) which grew up between the fathers in this
study. Unfortunately, the reader is not provided with any information about
how this fellowship was initiated or how it operated.

The men considered that the taking of mementoes, such as photographs, a
lock of hair or a footprint, was later found to be ‘invaluable’ (2001: 128).
They considered that these mementoes should always be taken by staff, even
when the mementoes are not wanted by the parents. This recommendation is
quite disconcerting, because it raises a host of difficult ethical issues relating
to parental autonomy.

As in the research by McCreight (2004) in Northern Ireland, the trad-
itional perception of the father’s role as being to protect and to support his
partner emerges very clearly from this study. In spite of this, the Swedish
researchers indicate that the father’s most important wish is for his needs as
a bereaved parent to be recognised by those nearby. While these recom-
mendations are clearly eminently reasonable, they may also appear to be
contradictory. It may be that the potentially conflicting nature of this father’s
aspirations may prove particularly taxing for staff. This difficulty may be
ameliorated by another important finding of this study, though, which is the
father’s preparedness to recognise and to articulate his own needs.

The loss of a baby who is miscarried

Miscarriage is one of those topics which serve to throw into sharp relief a
number of important issues relating to childbearing loss. This may be
because of its relative frequency (Oakley et al., 1990) yet its unexpectedness,
as well as its often ‘unseen’ nature. These factors serve to reduce the signifi-
cance of miscarriage to many lay people and to many care providers. This
insignificance, in turn, is only likely to aggravate the emotional pain of the
couple experiencing it.

The severity of emotional reactions to miscarriage was studied by Beutel
and colleagues (1996). This study involved a longitudinal assessment to
measure the similarities and differences between the reactions of the woman
and of the man. These researchers’ four hypotheses focused around men
grieving less, expressing their grief less, being less attached to the baby and
being instrumental in the woman’s psychological recovery. The data gener-
ally supported the first three hypotheses. The fourth, however, was less
straightforward. The women in the study reported that they found that their
menfolk were initially supportive and reassuring. After about six months,
though, the women were found to be dissatisfied with the level of support
provided by their partners and this was found to be associated with a marked
increase in ‘marital’ conflict. These findings are comparable to those of a
study in Queensland on perinatal loss (Vance et al., 2002; see page 41).

An attempt to describe the man’s perspective on the experience of his
partner’s early miscarriage was made by Fiona Murphy (1998). She sought to
ascertain whether the traditional view of the man endeavouring to be strong
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for his partner was an accurate reflection of reality in this situation of loss.
As with much of the research on men and childbearing (Mander, 2004a), she
encountered immense difficulties in locating even a small sample of men
for her phenomenological study. After making two false starts, a ‘snowball’
technique was eventually used to recruit the five men who acted as her
informants.

Murphy found that the stereotypical masculine aspiration of ‘being
strong’ was supported by the data which she collected. Additionally, she
identified a tendency among the men to blame the hospital personnel for the
unpleasantness of the experience of miscarriage. This blame was applied
most especially to the perceived mishandling of the breaking of the bad news
of the fetal demise. Murphy was able to describe the coping strategies which
the man would seek to employ, such as finding distractions, forgetting, and
trying to carry on as normal. This research showed that, to the man, recog-
nising the reality of the baby is crucial to his ability to function sympathetic-
ally in the event of miscarriage. The obvious corollary is that this recognition
is only possible if he has ‘seen’ the baby during an ultrasound scan. In terms
of the implications of her findings, Murphy suggests that better follow-up
services should be provided after a miscarriage. Unfortunately, while regret-
ting nurses’ insignificant input into this man’s care, she does not indicate
who would be the best person to provide this follow-up.

Two researchers in England who have also focused on the male partner’s
experience at the time of miscarriage are Puddifoot and Johnson. In their
1999 publication, these researchers report the findings of a study applying
the Perinatal Grief Scale (PGS) to a sample of 323 men. This quantitative
study involved collecting data within eight weeks of the miscarriage. These
researchers report the widespread assumption that the father is impervious
to the pain of loss. Their data, however, serve to contradict this assumption
by finding that the grief levels measured in the men were similar to those
of women. This study went on to show that there is a strong and positive
correlation between the depth of the man’s grief and both the duration
of the pregnancy and his having seen the ultrasound scan. This latter
point resonates with the findings of Fiona Murphy in the context of early
miscarriage (see page 41).

Following the data produced by the PGS, Puddifoot and Johnson discuss
their observation that involvement in this research project may have served
as a cathartic experience for the man who was grieving. This observation is
interesting, especially in view of the obvious enthusiasm of the men to be
involved in this study. Whereas Fiona Murphy (1998) recounted her serious
difficulty in recruiting even five men respondents, in the other research John
Puddifoot and Martin Johnson were able to recruit 323 men. These
researchers regret that the response rate to the distribution of their research
packs was only 56 per cent. The reader is only able to surmise why this team
of researchers was successful in their recruitment, where others failed so
abysmally.
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In another publication by Puddifoot and Johnson (1997), they report the
qualitative findings of their study undertaken in the north of England. By
way of endorsement of my last observation, these researchers report having
been in a position to randomly select twenty men from among forty-two
volunteers to be interviewed. These researchers were told of a culture of
non-communication of the man with his male peers. This inability to share
his experiences applied even to the men who had gone through a similar loss
as recently as two weeks earlier.

The men reported that they found they were being forced to subscribe to a
culture in which men are regarded as strong and showing their feelings of
sorrow is not permitted. The expression of grief is widely viewed as a form
of self-indulgence. Interestingly, it is not only men who enforced acqui-
escence to this cultural norm. One grieving father told of being reprimanded
by his own mother when, on finding him tearful, he reported her having said:
‘that I was being selfish and had to pull myself together before I upset [my
partner]’ (1997: 839). In terms of communication with his partner, the man’s
views varied between two extremes. On the one hand the man was silent,
through his fear of saying the wrong thing and causing further upset. On the
other hand the man was silent because he considered that the couples’ shared
feelings were sufficiently eloquent, for their feelings to be beyond words and
that there was no need to resort to speech. Uncertainty remains, though, of
whether the grief-stricken woman partner would be in a suitably perceptive
frame of mind to be able to distinguish between these two extremes.

Serious questions were raised by Puddifoot and Johnson about the legit-
imacy or illegitimacy of the man’s feelings of sorrow. These researchers
suggest that, because of the man’s perception that the demonstration of
grief is not appropriate for a man in the event of a miscarriage, these men
were effectively in denial of their feelings. The men resorted to justifying
their lack of grief by regarding the miscarried baby as having been something
other than either a ‘real’ or a ‘proper’ baby (1997: 840). A distinct element of
blame was bound up with these forms of justification, in which the woman
was perceived as over-reacting to the miscarriage: ‘She just likes making a
fuss’ (1997: 840). ‘She talks about it as if we had actually lost a baby, but we
haven’t because it had never been born alive’ (1997: 840). The men’s justifica-
tion of the loss by miscarriage tended towards the traditional forms of
rationalisation to the effect that this loss was ‘Nature’s way’ (of disposing of
a less than perfect baby) (1997: 842). This element of blame was even more
overt for some of the men. One man, jealous of his wife’s premarital sexual
experience, suggested that these activities were responsible for the miscar-
riage. Another blamed her active social life: ‘She did keep going to the club
and who knows what they do on their Friday nights out?’ (1997: 842). ‘Well,
her smoking won’t have helped, would it?’ (1997: 842). ‘Look we do our bit
right, then it’s up to them, isn’t it?’ (1997: 842). Some of the men also
reported some degree of self-blame. This sometimes took the form of an
inability to correct a situation that was going seriously wrong, which was
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perceived as a significant threat: ‘I stood like a lemming not knowing what
to do . . . just like a little boy who can’t find his mummy’ (1997: 841). Such
feelings of infantile regression were clearly a threat to the man’s self-esteem,
as was the risk that he might lose his partner’s high regard: ‘I’m sure that
I will have lost some respect in her eyes now, and rightly so’ (1997: 841). For
some of the men, the feelings aroused in them by the miscarriage were even
more profound. Questions emerged about the meaning or pointlessness of
life and the fundamental threat exerted by a loss such as this.

Puddifoot and Johnson summarise their findings in terms of the men’s
‘unfinished business’ which is left over from their own and their partners’
past experiences. Some of these relate to childhood, whereas other left-over
experiences are more recent. These researchers regret the man’s inability to
find a role in the event of a miscarriage, which is generally defined as a
‘female event’. Puddifoot and Johnson conclude that the man is effectively in
what they term a ‘double bind’. This amounts to the man feeling that any-
thing which he does will inevitably aggravate the unhappy situation. So his
solution is to do nothing. Unfortunately for him, this has the effect of aggra-
vating the situation, because it causes him to appear to be uncaring. The
researchers’ analysis, however, fails to take account of the effect of the time
warp in which women have become able to talk more openly about unhappy
events such as miscarriage. Men, however, have either excluded themselves
or have been excluded from these conversations. According to Puddifoot
and Johnson, some men are suffering from serious emotional pain as a
consequence.

Couples

We tend to assume that babies are always born into relationships like those
which we knew as children and which involve people of opposite sexes. This
is not necessarily so. In this section particularly we must bear in mind that,
though I tend to refer to heterosexual couples because they have been stud-
ied, my observations are likely to apply equally to lesbian, and possibly gay,
couples. Similarly, I focus on couples, but we should also remember the
unsupported mother who may need to grieve not only the loss of her baby,
but also the loss of her relationship with her baby’s father.

It may be assumed that the father’s grief corresponds qualitatively and
quantitatively with the mother’s. Research findings help to clarify this issue.

Mother/father differences in grieving

On the basis of their work with widows, Stroebe and Stroebe (1987) identi-
fied the variation between individuals in the duration and progress of grieving,
as well as people’s tendency to oscillate and hesitate between stages. These
observations have led to the dual process theory of grieving (see page 7).
Dual process involves the person’s grief or mourning behaviour moving

96 Family grief



between the passive ‘feminine’ inactivity and the stereotypically ‘masculine’
pursuit of resolution.

The traditional view of the gendered nature of grief has recently been
subjected to a certain degree of reinterpretation (Stroebe and Schut, 1995).
Thompson (1997) reflects on the traditional assumptions about masculine
grieving being characterised by ‘emotional inexpressiveness’ (1997: 77). He
attributes these assumptions, not to innate traits in men, but to their more
active coping style of mourning. In Western society such activity may not
actually be recognised as mourning. Because of his activity and others’
non-recognition of his grieving and mourning the man may be perceived
as a problem by those who might be able to offer him help. This is likely
to be associated with difficult relationships with would-be helpers and the
non-availability of support when he seeks it (Thompson, 1997: 82).

Perhaps because the mother is invariably present at the birth, there is a
tendency to use and accept her view of the experience. Whether this is
appropriate when thinking about fathers’ reactions is questionable. For this
reason I focus here on research which has deliberately sought a balanced view
of the couple’s experience. An additional reason for the difficulty in inter-
preting the material on fathers’ grieving (Littlewood, 1992) is that men may
under-report or fail to acknowledge the disruption which they experience.
As Dyregrov (1991) states in the context of young boys, the difficulty which
they encounter in articulating their grief may continue into adult life as
difficulty in even recognising its existence.

Dissynchrony and asymmetry

JOSIE: It may take them a wee while to accept it. You may have one partner
accepting it and the other one not.

Midwife Josie in my study recognised the potential for variation in grieving.
The reason why grieving and coping styles assume such significance in the
context of perinatal death is associated with the incorrect assumption, men-
tioned already, that we all grieve similarly. Unfortunately, each parent may
assume that, because they have lost the same baby, their grief will manifest
itself similarly. They may have difficulty in realising that their coping mech-
anisms, their hopes and expectations for their baby and their relationship
with that baby may not have been identical. In two parents of different sexes
the grieving of each is likely to progress in different ways and at different
rates. Each parent may assume that, because their partner is not grieving as
they are, then they are not grieving appropriately. Typically, the mother is still
overtly grieving while the father is returning to work.

The differences in grieving may be in terms of, first, dissimilar gender-
determined manifestations, second, dissynchrony, meaning that their emo-
tional roller-coasters are poorly aligned and, third, asymmetry or
incompatibility in their grief responses (Singg, 2003: 885).
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A large longitudinal study was undertaken in Queensland, Australia by
Vance and colleagues (2002) to measure ‘distress’ among couples bereaved by
stillbirth, neonatal death or sudden infant death syndrome (SIDS). ‘Distress’
was measured by quantitative instruments which focused on anxiety, depres-
sion and alcohol intake. According to Boyle, a large majority of the sample in
the same study comprised parents bereaved by stillbirth or neonatal death
(207 respondents out of 259: 80 per cent) (1997: 62). Yet again, the common
problem of accessing and retaining a suitably large sample of men proved
challenging. These researchers found that the couple’s different expectations
of each other’s grief were important in the development of their relation-
ship. The fathers were found to be quite accepting of the woman’s severe
distress and recognised the significance of her loss. The woman, on the other
hand, tended to be unhappy when she perceived the man to be less distressed
than she was. In this unfortunate situation, the relationship was found to be
likely to begin to deteriorate. This incongruity or asymmetry of the couple’s
grieving is apparent in the respondents’ distress scores. The women’s distress
declined gradually and consistently over the thirty-month period of data
collection. This contrasts with the men’s, albeit lower, scores, which peaked
at thirty months.

With two parents in a highly sensitive and vulnerable state the potential
for conflict is massive. One may blame the other for being uncaring while
the other makes accusations of wallowing in grief. Each may be unable or
unwilling to appreciate the other’s viewpoint, if it has been articulated. As a
result, each may wonder whether the other’s loving feelings towards them
have changed. They may feel that they are alone in their grief. In the absence
of effective communication, each partner will continue to think badly of
the other. Singg (2003) discusses one route of communication with which
this couple may have particular difficulty; this is their sexual relationship
(see Chapter 13).

Changes in the relationship

Inevitably, as the two individuals who make up the couple will be changed by
their experience of loss, so their relationship will undergo changes. The
nature of these changes is a source of contention as some writers foretell
serious adverse consequences in the form of break-up (Singg, 2003).
Although a high divorce rate among bereaved parents is mentioned, it is
difficult to locate supporting evidence. A large survey was undertaken in the
USA by a market research organisation (NFO Research Inc.), focusing on the
parental experience following the loss of a child from miscarriage to matur-
ity (TCF, 2002). After a small volunteer response, 304 women and 290 men
were interviewed by telephone. As usual the researchers were unable to con-
tact an equal sample of fathers. The researchers appeared to be reassured by
the fact that 72 per cent of the parents who were married at the time of the
death remained married to the same spouse.
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In the event of the relationship becoming difficult following the loss of a
baby, secondary losses, such as the loss of family unity, may follow the death
which constituted the primary loss. The secondary loss may be real, or it may
be symbolic, such as the loss of some part of oneself. As well as secondary
losses, though, it is not impossible that some secondary gains may eventually
present themselves.

Grandparents

More appropriate research attention to grandparents and greatgrandparents
is now beginning to correct their traditional sentimentalisation (Gelles,
1995). This development may be due to demographic changes, which mean
that grandparents are relatively young and healthy, as well as the increasing
fragility of ‘marital’ relationships requiring greater family support. Recogni-
tion of the benefits of grandparental involvement in childrearing is also
comparatively recent, which may be associated with demographic changes as
well as the modification of ageist attitudes. Their involvement may comprise
emotional support or information-giving or even financial support.

Their input is unique among non-parents, which may be explained by their
‘vested interest in the development of the grandchild’ (Brubaker, 1987: 71).
Grandparents’ contribution to childrearing varies according to whether they
are maternal or paternal family and grandmothers or grandfathers; in both,
the former are invariably more involved (Smith, 1991). Additional factors
which affect grandparental involvement relate to their age, their employment,
their social class, their geographical location, their ethnic origin, whether
they are institutionalised, whether they are blood relations and their person-
ality (Hurme, 1991). Cunningham-Burley’s (1984) research showed the
grandparents’ prevalent desire that their involvement in childrearing should
comprise a positive but non-interfering role.

In the same way as the father’s role is sometimes assumed to be only to
support the mother, the grandparents may be perceived as having no
involvement in the process of loss other than to support the parents
(McHaffie, 1991). Research literature does not support this view.

Loss of future

The significance of the new baby to the grandparents derives from her sym-
bolic representation of the future, and if the baby is lost they perceive a
threat to the continuity of the family and life generally (Long, 1992). In
certain ways grandparents consider that, because they have invested their
hopes and expectations in this baby, she belongs to them as well as to the
parents. Thus, their grief is aggravated.
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Inability to help own child

Their inability to compensate their child for her loss of her baby or to
protect their child from her grief is a source of misery to grandparents (TCF,
2003). Now that she has proved herself adult in the most obvious way, they
are no longer able to fulfil their parental role and feel they have become
marginalised and superfluous. Grandparents may be unaware of the signifi-
cance which their children attach to their emotional support at difficult times
(Smith, 1991; McHaffie, 1991).

Survivor guilt

The untimeliness of perinatal death reminds grandparents and greatgrandpar-
ents that as they are nearer the end of their life-span it is they, not the new baby,
who should die. The grandparents’ grief is compounded by the feeling of
inappropriateness of the loss of the young, when the old survive. These feel-
ings are likely to be aggravated by their non-recognition by others (TCF, 2003).

Grandparenting AIDS orphans

Children whose parents die of AIDS may be ‘fortunate’ enough to be raised
by their grandparents (Nord, 1997: 168). Inevitably, though, both children
and grandparents will continue to face a number of challenges. These include
the loss of a generation in the family and the effect on the relationship of the
age difference between the child and her surrogate parents.

Grandparents’ grieving

In her study of family support and bereavement, Kowalski (1987) inter-
viewed grandparents in five families. Just as others have noted the reluctance
of fathers to cry, the grandfathers were factual and unemotional, whereas the
grandmothers were more open in sharing their emotions. The maternal
grandmothers’ primary concern was the welfare of their daughters; grief at
the loss of their grandchild was secondary. As observed already, paternal
grandparents were less intensely involved. Grandparents regretted being
unable to protect their child from grief, but failed to relate such feelings to
the grief of the parents about losing ‘their’ child.

The reality of the dead baby was hard for grandparents to accept. Kowalski
found that the grief of some of the grandmothers related not to the recently
lost baby, but to other losses, earlier in their lives. The difficulty of grand-
mothers’ grieving has also been identified elsewhere. Only grandmothers
who have been the primary caregiver of the dead child really grieve. Other
grandmothers’ grief relates to the loss of another, somewhere in the past. It
may be that we should provide support for those who grieve irrespective of
the source of their grief and not limit support only to the current loss.
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Loss in multiple pregnancy

The demands and joys of twins are many, especially if the conception fol-
lows a period of infertility. The increasing availability of assisted reproduc-
tion techniques (ART) is thought to be responsible for the marked increase in
the twinning rate and, even more, the higher-order multiple births (Petterson
et al., 1998). Alongside this potentially good news, we must remember that
multiple pregnancy and birth carries many risks for both the woman and her
babies. This is reflected in the estimate that ‘15% of multiples grow up as
singleton survivors’ (Swanson et al., 2002: 156). For the sake of convenience,
I refer to all multiple births here as twins.

The loss of a twin may occur at various times and in different ways.
Spontaneous loss during pregnancy may be recognised or it may be unknown.
The ‘vanishing twin’ (see page 41) is now more likely to be recognised due to
the frequent use of ultrasound. Without this investigation the presence of a
‘fetus papyraceous’ would only be recognised after the birth.

Because of the increased incidence of higher-order multiples with ART or
because of an abnormality in a baby, interventions for ‘partial’ termination
may be possible in the first trimester. These techniques may be known as
‘selective feticide’, ‘selective birth’ or ‘selective reduction’ (Price, 1992: 109;
Evans et al., 1998). The lack of research into the experience of the woman or
couple undergoing these procedures indicates that these interventions are yet
another example of medical technology having outstripped the legal and
human understanding which they require.

The loss of one of the babies later in pregnancy or neonatally may be
due to twin transfusion syndrome. The high level of neonatal deaths
among twins may be associated with their likely prematurity, the risk of
one or both suffering some degree of intra-uterine growth retardation or
their increased likelihood of some congenital abnormality (Petterson et al.,
1998).

The loss of a twin, or one or more of the babies if a higher multiple,
has some aspects in common with loss of a singleton baby, but there is a
‘particular sorrow’ (McHaffie, 2001: 45).

Gratitude

The assumption may be made that the parents should be so grateful to have
one healthy baby that they should not need to grieve the loss of the one who
died (Bryan, 1999). This assumption may manifest itself in potentially hurt-
ful comments: ‘When we were told he would die, they told us very quickly
and then the consultant jumped quickly to saying that I had another baby
(his twin)’ (bereaved mother, in Redshaw et al., 1996: 181). Such misunder-
standing may hinder the parents’ grieving. The presence of a living twin has
been shown to in no way ameliorate the impact of the parents’ loss. Rather
than having an easier time, the parents of twins when one dies may actually
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find more difficulty in grieving for one baby and forming a relationship with
another simultaneously.

The problem of grieving one baby

The danger of not grieving the loss of one twin lies in the inevitable eventual
manifestation of the grief, possibly in a severely pathological form. The
difficulty of grieving one baby and simultaneously beginning a new relation-
ship with another is discussed in Chapter 13. The parents face problems
in coping with these contradictory psychological processes simultaneously.
There is the danger that the dead baby may be dismissed as a mere fantasy;
but this can only be a temporary dismissal, with the grieving being nothing
more than delayed, appearing later as one of the syndromes of failed mourn-
ing. These pathological outcomes may be avoided by ensuring that the
family have experienced the reality of the dead baby, and that they have some
tangible memories of her.

Blaming the survivor

The family may show their grief at the loss of a twin by blaming the one who
survived. While blaming the live baby, the dead twin may be idealised; this
‘angel baby’ is particularly likely to materialise if the survivor is in any way
unwell or badly behaved (Bryan, 1999). To make up to her, the family may
then try to overcompensate the survivor.

The lone twin

Regardless of the gestation or age at which the other twin dies, the survivor
feels at some level responsible for the death, a form of survivor guilt. This
may appear like the separation anxiety seen in older twins. The difficulty of
distinguishing self and not-self in infants may persist in twins and causes
problems when a twin does not survive. The parents should be open with
the survivor about the death of the twin and be prepared to produce
photographs of the babies together to establish their separate identities
(Bryan, 1999).

The vanishing twin

With the increasing use of ultrasound early in pregnancy, there is increasing
awareness of the ‘vanishing twin’ (Newman, 1998: 112). Possibly because of
placental malfunction, one twin does not survive the early months of preg-
nancy and is reabsorbed or may be found after the birth as a fetus papyraceous.
Whether to inform the parents of the presence of two babies is a conten-
tious issue, but Bryan (1992) suggests that the family’s awareness of the twin
may be important.
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The loss of twin motherhood

The excitement, joy, social status and magical feelings engendered by twins in
our society contrast markedly with the pain of complicated grief. This may
be less significant than the loss of self-esteem, even shame, faced by a mother
who loses a twin (Bryan, 1999).

Sibling perinatal loss

When a child’s unborn or newborn sibling dies, the child faces a wide variety
of emotions, which may include personal disappointment, parental sorrow
and general disturbance. The emotions which do or do not manifest them-
selves vary with the age and understanding of the child. As the child grows
older and her understanding changes and increases, the meaning of the death
also changes from the initial, perhaps guilt-ridden, reaction. Sorrow among
parents and other adults means that the child’s interpretation of the loss and
its current and future significance may be neglected. The consequences are
far-reaching, but, with appropriate care, harm may be avoided.

The role of those caring for bereaved parents is not only to help them to
grieve for the one who is lost, but also, and perhaps more challengingly, to
help them to think of the future for themselves and their family. The care of
surviving children is a crucial aspect of care.

In thinking about sibling reactions to perinatal loss, my focus is primarily
on young children, particularly of pre-school age. This is because families are
currently small with short gaps, so it is young children who are more likely to
be affected by perinatal sibling loss. The lack of relevant research-based
material requires me to use material about other age-groups and a case-study
(Appendix 2).

Children’s understanding

Although children are frequently exposed to death, it is almost invariably
through television. This medium detaches the viewer from the reality of the
event and does not help a child understand this taxing concept; additionally,
viewing the same actor in another programme subsequently may carry
misleading messages. So how does a child learn the meaning of death?

It is usual to think of a child’s understanding of death in terms of the
developmental stage which she has achieved. The cognitive framework intro-
duced by Piaget and expanded by Kastenbaum (2000) may seem appropriate,
envisaging the child passing through stages featuring concreteness, centra-
tion, egocentrism, irreversibility, animism and fantasy to reach transductive
reasoning. Hayslip and Hansson (2003) explain these stages in terms of the
initial phase of denial which regards death as like a form of sleep. The second
stage death is either personalised or externalised and it is not until the third
stage that the young person realises the universal, unavoidable and irrevocable

Family grief 103



nature of death. In small children, concrete thinking predominates and
abstractions relating to the location of the dead person may be less than
helpful, as one midwife told me:

NANCY: . . . a woman who’d had five miscarriages, her first baby was born alive
and he was nine . . . and he asked me if he could see his brothers and
sisters because they had been born here but couldn’t come home, so he
wanted to see them.

The information given to this boy had clearly not taken account of his
limited understanding.

The characteristics of death which we all have ultimately to master are
non-functionality, universality, causality and personification. A child’s view
of life as cyclical may prevent her from accepting the immutability of death
in that people who die do not come back to life. This may be associated with
a child’s tendency to think in egocentric, magical terms, which leads her to
think that she can bring the baby back to life; but it may also burden her with
nagging anxieties about her own responsibility for the baby’s death. A child
who initially felt ambivalent about the ‘arrival of a rival’ (Pereira, 2004) may
encounter guilt because of her earlier hostile thoughts. Her egocentricity
may initiate a guilty cycle of non-communication if her parents are unable to
provide factual information (McNeil, 1986).

Because a child may not fully comprehend the implications of the word
‘death’, her reaction to being given sad news may be quite different from that
of an older person. She may not accept the permanence of death, as the
concept of future time may not yet be real. Such ‘inappropriate’ and appar-
ently callous reactions may cause pain to a grieving parent.

The difficulties which a child faces may be addressed in perplexing ways.
For example, denial and magical thinking are ways of coping with loss. Such
fantasies may become established as part of denial, which serve to retard
the grieving process. While we are aware of the fantasies which mothers
who have not seen their stillborn babies may harbour, we can only imagine
that the fantasies of uninformed children are yet more fearful (see
Appendix 2).

The age at which a child’s understanding is sufficient for her to be informed
of loss is a contentious point (see Appendix 2). Understanding clearly relates
to the developmental stage, as already mentioned, but this may be advanced
by family and other experience (Howarth and Leaman, 2001). While some
authors suggest a specific age at which understanding is achieved, it is dif-
ficult to imagine that an even younger child is not aware of the disruption
and grief among those near to her, and hence deserves appropriate
explanations.
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Physical and behavioural responses

An important feature of the groundbreaking research by Dyregrov (1988)
was its detailed description of sibling grief in a healthy child population.
This researcher followed up seventy-five families who had experienced a
perinatal death or early SIDS and had surviving children; there was a respect-
able 55 per cent response rate to his initial approach. A longitudinal design
collected quantitative and qualitative data from parents about the grief of
three- to nine-year-olds.

Anxiety was found to be a prominent if short-term feature, which was
apparent in the child’s sleeping difficulties and concern about parental
health. The child constantly sought meaning by questioning the whys and
hows of the loss. Repetitive questioning allowed the child to obtain new
information and integrate it with old. Many questions were of a concrete
nature, relating to the location of heaven, activities in the grave and nour-
ishment. The parents were particularly disturbed by the child’s tendency to
blame them and show anxiety about their poor caretaking. The child’s angry
and aggressive responses suggested the existence of affection for the dead
child. Although elements of guilt are usually thought to prevail, Dyregrov
found little evidence of this.

Behaviourally, Dyregrov identified increasing demands among the grieving
children, which were more pronounced in children who had been separated
from their parents by being sent to stay with family. Regressive behaviour
also features in a child’s grief response, including overdependency, separation
anxiety, enuresis and social withdrawal.

An issue raised by Dyregrov (1988), which makes the interpretation of his
data more difficult, is the close positive correlation between the parental and
sibling reactions. It may be that parental grief causes the child to become
confused and fearful. The difficulty of separating the child’s reaction to
the death from the child’s reaction to parental grief is aggravated by the
tendency of the child to imitate parental behaviour (see Appendix 2). The
absence of direct or observational data about the children in Dyregrov’s
study compounds this problem.

Interventions

On the basis of his research Dyregrov (1988) recommends that the care of
grieving children should focus on four areas:

1 Open and honest communication – The child should be given an
explanation appropriate to her understanding and age, which may be
assisted by real-life examples such as the death and burial of a pet or
small animal.

In order to reduce the child’s confusion, euphemisms for death should
be strenuously avoided. Although the thesaurus lists many alternative
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words, a child would find difficulty applying them; others would actually
cause greater confusion. Examples are ‘laid to rest’ or ‘gone to sleep’,
which may engender fear of these activities in a child. Similarly, the com-
monly used euphemism ‘lost’ may cause yet more confusion. Although
adults may find religious observance a solace in grief, complex religious
concepts may perplex a small child. A midwife, however, recommended
such analogies:

IRENE: I sometimes tell the mother to tell the other children that the new baby
was too good for this world and that it has gone to heaven.

An abstract concept, like heaven, presents problems to a toddler.
In order to tell children sad news, there may be difficulty in opening

up the topic (see Appendix 2). Questions to probe the child’s under-
standing of the situation may achieve both ends. Dyregrov (1991) recom-
mends that accurate factual information should always be consistently
emphasised.

Parents have traditionally tried to protect their children from pain by
not informing them of a loss (see Appendix 2). This is merely parental
self-protection and in no way benefits the child (Dyregrov, 1988). Ideally,
it is parents who give this information, but, unfortunately, they are tem-
porarily, through their own grief, least able to offer it. However, the
expression and sharing of sorrow may benefit both parent and child, as
when children comfort their grieving parents (Dyregrov, 1988).

2 Give time for cognitive mastery – Helping the child’s understanding
may be time-consuming and painful, but the information needs to be
given in packages that the child is able to assimilate. Questioning and
openness should be encouraged and may be assisted by more tangible
mementoes, such as photographs and items belonging to the baby (see
Appendix 2). Visiting the grave is a way of encouraging the child to
recognise her loss. Despite cultural opposition to children attending the
funeral, Dyregrov found that 35 per cent of his sample had accompanied
parents to visit the grave; admittedly, though, this may have been simply
for convenience. While sounding incongruous, children are encouraged
to work through their grief by play.

3 Make the loss real – In Dyregrov’s sample almost none of the children
had seen their dead sibling, the exceptions being the deaths due to SIDS.
In cultures where viewing the body is usual, children are often exempt,
but attitudes to children seeing or even holding the dead baby are chan-
ging. The child needs to be both prepared for this experience and
accompanied by a supportive adult (Dyregrov, 1988, 1991).

Adequate preparation and a specific support person are also essential
if, after having been given the choice, the child elects to attend the
funeral. Although Dyregrov (1988) considers that attendance is likely to
help the child, he stresses that no force or encouragement should be
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applied. Alternative goodbyes may be arranged if the child decides
against the funeral, such as special services or other events.

Perhaps because it is widely used in the UK and because it raises
special issues, cremation needs to be mentioned. Dyregrov (1991) suggests
that particularly full explanations are essential, as well as suitable
follow-up.

Recognising the loss may also be facilitated by parents showing their
own feelings openly and by not hiding away mementoes of the dead baby
(see Appendix 2).

4 Stimulate emotional coping – The practice of ‘protecting’ a child by
removing her from her usual surroundings at a difficult time serves only
to increase her separation anxiety (Dyregrov, 1988; see Appendix 2). He
found that children who had been separated from their parents became
obsessively over-protective towards them.

As well as having a specific adult to accompany a child at sensitive
times, a facilitator should be available to help the child to grieve. The
school nurse role may encompass this area (Simmons, 1992).

Summary

This chapter has examined some of the wider-ranging effects of perinatal
loss. The diversity of the family and the multiplicity of inputs increase its
strength and ability to withstand the onslaughts to which it is vulnerable.
Despite this, it is apparent that difficulties may arise within families at this
time, perhaps associated with all family members being affected, albeit in
differing ways, by the death. The extent of threat posed by these difficulties is
related to the openness of family communication.
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8 Grief in the neonatal unit

When a baby is admitted to the neonatal unit (NNU) it is either because a
health problem has been recognised or because there is a real possibility of
such a problem arising. Regardless of her diagnosis, the parents of this baby
have to adjust to the likelihood of a condition which threatens her health, or
even her life (Redshaw et al., 1996). In order to make this adjustment the
parents must grieve for the ideal baby or ‘inside baby’ they expected and
have lost (Lewis, 1976, 1979a), before being able to relate to the baby who has
been born (see Chapter 4). Thus, even in the absence of death, grief features
prominently in the NNU.

A further factor requiring adjustment in these parents is the non-fulfilment
of the role which they had anticipated. Ordinarily the mother is able to satisfy
her baby’s everyday needs, and in doing so she is likely to have the support
of midwives, nurses and others. For a mother whose baby has been admitted
to the NNU, the situation is reversed and the nurses (including midwives
in this chapter) are the primary caregivers. This serves to diminish her self-
esteem, by implying that she is incompetent and, hence, ‘subsidiary’ in the
care of her own child (Lupton and Fenwick, 2001).

If the NNU is a large one, it will comprise a Neonatal Intensive Care
Unit (NICU), a high-dependency unit (HDU) and a Special Care Baby Unit
(SCBU); a NICU is where staff are able to provide more complex life-support
systems and, thus, has higher staffing ratios. In this chapter I use the term
NNU to include the three levels of care, unless specifically referring to one
area. I consider here the care of the family whose baby is at risk of dying in
a NNU. Because more intensive care would be appropriate for such a baby,
my focus tends more towards that area of the NNU.

Strictly speaking the neonatal period ends twenty-eight days after the
birth, but for many babies in the NNU the time since their birth is much
greater. They are still at risk, however, of developing health problems which
may cause their death. To avoid confusion, I consider here babies who are
born alive, but who may die in this setting, rather than those who die at a
certain chronological age. I use the term ‘newborn’ to indicate this less precise
meaning.

In many ways, the grief which arises from the death of a newborn is



similar to grief at other times; but, as there are certain unique aspects, my
focus here is on those features of loss in the NNU which cause it to differ
from other forms of loss. I look, first, at the ways in which grieving a new-
born is unique and, second, at the help which is available to the bereaved
parents. Then I consider decision-making about the continuation or limita-
tion of care in this area and, finally, I look at the setting in which this care is
provided and the extent to which the environment may affect caring.

Grieving a death in the NNU

There are many accounts of the unique nature of grieving a newborn. The
two major sources, however, appear to complement each other to provide a
complete picture of this experience (Redshaw et al., 1996; Benfield et al.,
1976). The USA study by Benfield and colleagues comprises a sample of fifty
couples and describes authoritatively yet poignantly the feelings of bereaved
parents. Redshaw and colleagues surveyed fifty-six NNUs in England, col-
lecting data from staff and parents. Of the nineteen bereaved families in their
study, twelve (63 per cent) returned the completed questionnaires, which
focused mainly on organisational issues.

Despite the different continents and time, the fact that the babies were of
similar size (Table 8.1) suggests that the findings may be comparable.

Benfield and colleagues asked each parent to indicate their measure of
grief in seven key areas: feeling sad, loss of appetite, sleeplessness, being
more irritable, being preoccupied with the dead baby, feeling guilty about the
baby’s death and feeling angry. These researchers concluded that grieving a
newborn is a highly individual experience and is unrelated to birth weight,
age/gestation of the baby at death, degree of parental contact, previous peri-
natal loss or parental age. Benfield and colleagues used parents’ additional
comments to draw up a list of concerns which were raised as frequently as
items on the questionnaire were ticked.

Anger, directed at both the staff and God, pervaded the experience of a
large majority of the parents. It carried with it a significant element of blame,
some of which was self-blame, more commonly known as guilt (Singg, 2003).
Although these researchers do not detail the source of the parents’ guilt,
there is a tendency for the mother to analyse all her activities in order to
blame those which caused her child’s death. An example would be the
mother’s self-care, which may have been criticised during pregnancy because
of smoking or not resting, and thus aggravating her guilt. This guilt-analysis

Table 8.1 Babies’ birth weight in two studies

Study Mean Range

Benfield et al. (1976) 1.994 kg 0.790 kg – 4.080 kg
Redshaw et al. (1996) 1.90 kg 0.640 kg – 3.54 kg
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may constitute part of grieving, being comparable with the bargaining noted
by Kübler-Ross (1970).

Disbelief or unreality was also raised (Benfield et al., 1978), which may
relate to the rarity of death of a newborn, or at least to the taboo on men-
tioning it socially. Alternatively, disbelief may indicate that some degree of
denial still persists, as shown by the quote from one mother: ‘I keep waiting
for the phone to ring, to wake up from my sleep and hear my baby crying.’
These researchers were able to describe the ‘awkward moments’ encountered
by the grieving couple. These include the ordinarily innocuous questions
such as ‘What did you have?’ from a casual acquaintance or another mother
in the maternity unit. More serious are the incidents attributable to failures
in communication in the health care system, such as the respondent whose
obstetrician enquired after her baby’s health (Benfield et al., 1978). My own
experience is that these ‘awkward moments’ still occur, such as when I was
recently admitting a new mother to the postnatal ward, knowing that her
baby, having been born at twenty-five weeks, was dying in the NNU. Her
obstetric notes had stayed with her baby, so I did not even know the sex of her
baby, let alone the details of the birth. My problems were only compounded
by my inability to speak her language.

In the USA study, the feelings aroused by the post-mortem (PM) emerged
when the parents reported their uncertainty about whether to attend to learn
of the result. Downs (2003) discusses some of the reasons for decisions
about a PM, including seeking as much information as possible in the hope
of preventing a recurrence. Those who decline permission for a PM may
have a religious reason. Parental concerns about inappropriate removal of
tissue during PM may now have been resolved (DoH, 2003). It may be that
parents want their family to ‘view the body’ to assist their grieving and the
anticipated disfigurement would be counterproductive (Chiswick, 2001).
Alternatively, they may feel that their baby has gone through enough already
without what they see as this final insult. In the research by McHaffie and
colleagues this was the most common reason, which was closely followed by
the observation that the post-mortem was not necessary because ‘the parents
had no unanswered questions’ (2001: 172).

Concerns about the NNU featured prominently in Redshaw and col-
leagues’ work (1996). It was found that the presence of monitoring and other
equipment was a source of anxiety, rather than reassurance, during the cru-
cial first contact between parents and baby. The baby appearing to look like
something other than the stereotypical picture of a newborn baby also wor-
ried them, as did the noise of the NNU. The bereaved parents were more
concerned about problems associated with their communication with staff
than parents whose baby survived.
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Factors which may make grieving a newborn less difficult

On a scale of one to ten, when your child dies it’s always ten.
(Mother, in McHaffie, 2001: 5)

Although I must assert that grief is never easy, it has been suggested that
certain features of the death of a newborn make grieving less difficult. One
example is the idea that neonatal death is not as incomprehensible as still-
birth. It may be that the baby’s longer period of independent survival correl-
ates with less bewilderment for those nearby. Further, the horror and feeling
of overturning of the natural order associated with stillbirth is absent. The
parents’ grieving is thought to be assisted by their having been able to do the
things that parents ordinarily do, such as seeing and holding the live baby.
Further, there is a legal requirement for certification of both the birth and
the death of a baby who has lived independently, which may also serve to
make the death of a newborn more like other deaths and reduce the risk of
failed mourning. This view is supported by the suggestion that the greater
involvement, and investment, of staff in the care of a dying newborn increases
the likelihood of the parents, first, recognising that their baby really lived
and, second, being well supported (Littlewood, 1992).

The tendency to regard the death of a newborn as less deserving of griev-
ing than the death of an older person is founded on the societal assumption
that less contact with the newborn requires or arouses less grief. This
assumption ignores the affection which the mother develops towards the
baby before birth. Comparing the ease or difficulty of one form of grief with
another is dangerous. Grief is fundamentally individual and there may be
other ‘baggage’ facing the parents which, unknown to us, affects their griev-
ing. We should beware of trivialising or underestimating the significance of
any experience of grief. It is necessary to accept that, as has been said of
pain, grief ‘is what the person experiencing it says it is’ (McCaffery, 1979).

The likelihood of the death of a newborn being trivialised was demon-
strated by a research project which studied the events and personal inter-
actions which either helped or hindered seven couples’ grieving (Helmrath
and Steinitz, 1978). As well as confirming the differences in grieving between
the mothers and the fathers, these researchers illuminated the extreme isol-
ation of these parents from friends and family. Feelings of guilt were found
to predominate. The bereaved parents were distressed by the assumption that
the death of a baby was essentially different from the loss of an older child,
as evidenced by friends’ insensitive comments and unwillingness to mention
the baby. Helmrath and Steinitz attribute this unhelpful behaviour to the
belief that the baby is replaceable. Others’ lack of contact with the baby leads
them to feel that grief is misplaced. As a result of these observations, the
authors suggest that the bereaved parents should recognise their loss and
grieve as they feel necessary.
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Factors that may make grieving a newborn more difficult

As I have shown already, others’ tendency to underestimate the significance
of the death of a newborn in itself constitutes a barrier to grieving. There are
a number of other factors which may further impede grieving.

Making contact

The parents’ perceptions of the atmosphere of the NNU as a place to begin
and to end contact with their newborn was addressed by Redshaw and col-
leagues. While most of the families were positive about the environment,
others found it to be ‘hostile’, ‘depressing’ or ‘frightening’ (1996: 180). These
misgivings persisted, in spite of these parents having used the ‘quiet room’
where they could be with their baby (1996: 180).

The difficulty of the mother being able to make contact with her ill baby is
aggravated by the likelihood that she is being cared for in the maternity unit
and her child is in the NNU, which may be distant. This problem will be
further compounded by her immobility if the birth was by caesarean, which
is often trivialised by being referred to as ‘caesarean section’, or if she has an
otherwise incapacitating problem. If the mother and baby are in different
hospitals, suggesting geographical distance, other problems may supervene.
These may include lack of communication, and perhaps trust, between the
staff of different units. It is possible that the mother may be the only way in
which the two clinical areas share information and, thus, she will be required
to negotiate her way through two very different cultures at a time when all
her energy should be focused on her relationship with her baby.

It is necessary to consider the rationale for transferring an ill baby away
from her mother soon after birth. The problems of separation are aggravated
when the mother has not been given an opportunity to get to know her child
(McCabe, 2002). This is less of a problem when the mother gives birth in a
conurbation, where transport is easy, but it carries considerable cost and
emotional implications in more remote areas. The ideal arrangement is for
mother and baby to be transferred together to a maternity unit with the
necessary NNU as well as suitable postnatal facilities. This avoids the family
being split up between at least three sites. Although neonatal mortality and
morbidity have been shown to be reduced by in utero transfers, the outcome
for the mother may be less than ideal. This has been demonstrated by Bennett
and colleagues (2002) who found that the woman’s experience of the birth,
her health and welfare and even her life may be threatened during these
transfers which are intended to be in her baby’s interests.

The geographical difficulties associated with the mother still remaining
in the maternity unit become particularly acute should her baby die. The
mother’s non-involvement in arranging her baby’s funeral while she is still in
hospital may be a deliberate ploy to ‘spare’ her pain; thus the family and
undertakers collude for her presumed welfare. So that the mother’s wishes
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about the funeral will be followed, the funeral may need to be postponed
until she is fit to participate. Although it is unusual for a mother to be too
unwell to attend the funeral, I have known mothers who have found this
difficult. One mother who had a longstanding wound infection appreciated
the importance of attending the service and was eventually supported by
her family in making the journey. Another mother, a devout Muslim, was
prevented by her ‘unclean’ status from attending, while making a difficult
recovery from her caesarean. A service could be arranged in her hospital
room for the mother who is too ill to leave the maternity unit.

A bereavement consultant in a NICU, Nichols (1986) attributes many
of the grieving problems encountered by parents of dying newborns to dis-
counted grief and negated death. She cites the non-involvement of the mother
in the funeral and the equation of ‘no contact’ with ‘no grief’ as examples.
She recounts some of the hurtful clichés which reflect the negation of new-
born death, such as ‘You weren’t really a mother; why are you acting this
way?’ The significance of negation is due to it depriving the bereaved parent
of social support and inhibiting the progress of grief work.

The potential for an unexpectedly rapid sequence of premature birth and
newborn death further serves to impede grieving. As a bereaved parent her-
self, Nichols (1986) reports that half of the deaths in the NICU where she
worked happened within sixty-eight hours of birth. For this reason, the new
parents find themselves in a shocked and confused state, to the extent that
they feel uncertain whether they are grieving the baby of their prenatal fan-
tasies or a baby who has actually been born. They feel unable to differentiate
where their hopes and dreams end and where the reality begins.

Because of this confusion, the parents experience uncertainty about
whether to continue to develop their attachment to their ill baby. They are
anxious that, in the event of the baby dying, their investment of love and
affection will take its toll in grief. Their indecisiveness aggravates their guilt at
not feeling an overwhelming surge of love for their baby. It may be that the
parents’ uncertainty about forming a relationship with their baby is linked
to the need to first prepare themselves for the possible loss of their child,
that is, the need for anticipatory grieving.

Anticipatory grieving

The benefits and hazards of anticipatory grieving have been debated since
Lindemann first introduced the term in 1944. If we view anticipatory griev-
ing prospectively, we see the benefits to the bereaved person, in terms of the
gentle modification of grief when death does come, allowing equilibrium to
be regained more easily (Howarth and Leaman, 2001). Alternatively, looking
at it retrospectively, the damage to the relationship is all too easily apparent if
the dying person does not succumb. It is disconcertingly easy to confuse
anticipatory grieving with forewarning of loss. Whereas forewarning is simply
that, anticipatory grieving comprises a complex interplay of psychological,
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physical and social factors which serve to make it crucially different from
post-mortem grief. The psychological differences involve the intensification
of certain aspects and the relief of others; so the depth of guilt, despond-
ency and anger vary hugely. The non-recognition of anticipatory grieving
reduces the social interactions and social support to the bereaved person, at
both the personal as well as the institutional or ritual level.

Although anticipatory grieving may be regarded as the first psychological
task to face the mother of an ill newborn, it may be that this process begins
even earlier. I have been with mothers beginning to grieve before their baby is
even born, when they show signs of going into labour at twenty-four or
twenty-six weeks’ gestation. The negative potential of anticipatory grieving
emerges when the emotional reactions to the birth of an at-risk newborn,
such as depression and mourning, may jeopardise the mother’s relationship
with her healthy new baby (Richards, 1983; Vera, 2003).

Anticipatory grieving in the parents of ill newborns was established by
Benfield and colleagues (1976) in their study of 101 couples whose babies
had been admitted to a NICU. A questionnaire measuring the parents’ level
of grieving was completed by each of the parents when their child was dis-
charged. Despite the effects of time on the parents’ memories, almost all
reacted in a way comparable with those parents whose baby had died. The
questionnaire responses showed feelings and attitudes and reported behavi-
ours which reflected all too clearly the confusion and ambivalence associated
with hovering between developing affection and anticipatory grieving.

The vacillation within the mother as she tries to make sense of her fluctu-
ating emotions can only be compounded by her reactions to the unpredict-
able changes in her baby’s condition. The improvements and setbacks in her
baby’s progress may be compared with the roller-coaster effect which is a
well-known feature of grieving.

Preparing the parents

While for some parents the birth of an ill baby and her admission to the
NNU will be an earth-shattering catastrophe, for others it may be less
unpredictable. The woman who has been regarded as ‘high-risk’ during her
pregnancy and who, with her fetus, has been through intensive antenatal
monitoring will have been prepared for a less than physiological outcome.
She may have been admitted to the antenatal ward on a long-term basis, or
she may have been undergoing monitoring in a day assessment unit. Either
way, the opportunity was presented to prepare her for the likely care of her
baby in the NNU. The NNU staff are able to meet with parents to discuss
anxieties and potential problems and to arrange a visit to the area of the
NNU where their baby is likely to be cared for (Greig, 1998, 2002). The
neonatal nurse is ideally suited to introduce the parents to both the physical
environment and some of the staff who will be caring for their baby. Adopt-
ing an appropriately cautious or encouraging approach, the nurse explains
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the techniques and equipment which may be used; she may even include the
‘rogue’s gallery’, showing the unit’s successes.

The benefits of preparing the parents for the admission of a baby to
the NNU were investigated in a mixed-method study (Greig, 2002). This
research project accessed sixty-four mothers and twenty-five fathers whose
babies were newly admitted and applied the Spielberger State Trait Anxiety
Inventory to assess their concerns about their situation. Additionally, a
smaller number agreed to a semi-structured interview, which was analysed
qualitatively. Focus group data were also collected from NNU nursing staff.
Although the quantitative data did not show any benefits associated with
‘being prepared’, these parents did report that coping was easier. The
researcher interpreted ‘being prepared’ widely, including personal and family
experience of NNU care. The NNU nursing staff, however, interpreted the
term more narrowly, referring only to the prenatal tour mentioned above.

Parental involvement in care

When caring for parents in the NNU we aim to provide a setting in which
they are able to grieve their loss and form a close, loving relationship with
their newborn. To help them to come to accept the reality of their situation,
they may be gently encouraged to see, hold and care for their baby from her
earliest moments. This involvement is thought to help them, if and when it
becomes necessary, to grieve for a specific baby, rather than for some vague
entity which they never knew and are unable to recall or visualise.

Kennell and Klaus (1982) were the first to show us the importance of
emphasising to the mother the positive aspects of her involvement with baby
care. Whereas she may feel incompetent or even fearful of harming her baby,
we should explain the benefits of her contact with her baby. Thus, welcoming
the involvement of the mother in her baby’s care is essential. We have to
ensure that caring interventions which she is able to perform, such as feeding,
should be certain to be successful. Thus, we help her to build up her self-
confidence and self-esteem, to ensure an emotional environment in which
the mother–child relationship can flourish.

In comparison to the rhetoric articulated by Kennell and Klaus, Greig
showed that the reality did not always match up. She found that the first
contact had a tendency to be ‘thwarted’ (2002: 333) by, for example, the baby
being in an incubator for transport. The opportunities for the mothers in
this sample to ‘meet’ their babies in the NNU were subject to ‘frustrating
delays’ due largely to organisational factors (2002: 335). Greig found that the
parents’ actual caring began hesitantly and gradually increased with
encouragement from the staff. A major concern for the mothers was their
physical and emotional need to hold their babies. Greig compares this need
with the sensation of ‘empty arms’ reported by bereaved mothers.
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Communication

Communication between staff and parents is crucial in this setting. We need
to think about the information and support needs of the parents, their diffi-
culty in accepting the ‘bad news’ and some practical aspects of facilitating
communication. Redshaw and colleagues found that bereaved parents value
being able to ‘talk to’ nursing staff (1996: 181). This may reflect the finding of
these researchers’ full sample, that ‘senior nurses’ and ‘junior nurses’ are
found to be the most helpful staff in terms of offering explanations, advice,
support and sympathy (1996: 169).

Information-giving

The worst thing was not being told why she was in, what their
diagnosis was, what happened in labour and whether she would be
OK or not.

(Redshaw et al., 1996: 168)

The parents’ need for information, as in this example, may challenge the
staff’s knowledge and communication skills.

A major study of decision-making at the beginning of life (McHaffie,
2001) was undertaken in the east of Scotland and shed new light on com-
munication and information-giving in the NNU. The researcher aimed to
investigate parents’ and staff perceptions of the withdrawal and/or withhold-
ing of treatment for newborns. In-depth face-to-face interviews at three
months and thirteen months after the baby’s death drew on the parents’
experiences and opinions. The study involved fifty-nine sets of bereaved
parents (fifty-eight mothers and forty-nine fathers). In this study ‘communi-
cation problems were by far the commonest cause of dissatisfaction’ among
parents (2001: 65) and related largely to the lack of information. Parents
devised ingenious tactics to obtain information, which would be admirable
were it not that these people were beginning to grieve the forthcoming loss of
their baby. The ‘long silences’ (2001: 65), during which no information was
forthcoming, may have been associated with organisational matters, but
assumed the dimensions of an ordeal. Other communication problems
related to the recipient being unsupported, the information or reassurance
proving incorrect, the ambivalence of the information and the variety of
information-givers.

Information-giving styles were criticised by McHaffie’s informants on the
grounds of, for example, the public nature of the delivery or the steady
delivery of small parcels of disappointment when the parent earnestly
sought the complete picture. A potentially helpful ‘rule of thumb’ to guide
the highly individual matter of information-giving is that the informer
should ‘be honest but not cruel’ (Richards and Hawthorne, 1999: 67). In
terms of basic information provision, we should initially prepare the parents
for the baby’s appearance and the battery of equipment surrounding her.
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Later, the parents need to be encouraged to share their concerns about their
role and their baby’s progress, while information-giving continues. The verbal
information given to the parents at their baby’s admission may be sup-
plemented and reinforced by a booklet covering similar areas. This informa-
tion will be further enhanced by subsequent verbal information, notices,
information boards and leaflets produced by the NNU staff and by organisa-
tions such as SANDS (Redshaw et al., 1996: 170). Being with the new family
or being absent requires that we balance the need to be supportive with the
intimacy of their developing relationship.

Breaking bad news

When we inform parents of the anticipated death of their newborn, we need
to take account of our own feelings of disappointment and failure as well as
the parents’ grief. The difficulties which we encounter when breaking bad
news are aggravated by the possibility that the staff who face this situation
are unlikely to be the most highly experienced. The problems feature prom-
inently and frequently in the literature. This prominence suggests, though,
that the difficulties are far from being resolved, despite educational interven-
tions to remedy them (Farrell et al., 2001).

In her authoritative study, McHaffie (2001) examined carefully how the
news of the baby’s vulnerable state reached the parents. All too often this sad
news was given either to one parent alone or to another relative. The news was
usually given by one of the medical staff, the exceptions being an advanced
nurse practitioner and a police officer. The parents who were alone when the
news was given resented this, not just because they were unsupported, but
because of their perception of a conspiracy against them.

McHaffie’s respondents described the nature of the news they were given.
A large proportion actually seem to have been satisfied to have been told
‘unequivocally that there was nothing more that could be done’ (2001: 61).
For other parents the picture emerged more gradually on the basis of investi-
gations, which seems to have allowed the parents to adjust to the worsening
prognosis. Particularly difficult was the experience of parents whose impres-
sions were based on rather vague discussions and uncertainties which con-
tinued for, in some cases, months. The most difficult situation was when
parents were initially reassured about the diagnosis, only later to find that it
was incorrect. The parents’ perceptions of how well the information-giving
had been handled varied considerably. While many of McHaffie’s respond-
ents were satisfied, a number said it had been handled badly. There was
variation, also, between their perceptions of the different hospitals.

Difficulty with breaking bad news was researched among Canadian medical
staff, and certain areas to address were suggested (Dosanjh et al., 2001). First
is the verbal delivery, which should include, along with empathy and sum-
mary, validating and clarifying to maximise understanding. Their second area
is the non-verbal aspects, such as posture, eye contact and time management.
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Their final area covers the recipients’ need for support, for example family
availability and identifying common ground.

Facilitating communication

Parents’ anxieties relate to both the welfare of their baby and to their own
functioning as parents. Self-doubt may inhibit parents from seeking informa-
tion about or contact with their child, so it is essential that NNU staff should
‘go the extra mile’ in order to ensure that the parents do keep in touch. This
may be by providing a free telephone line through which parents may obtain
up-to-date information from NNU staff about progress (Benfield et al.,
1978). Similarly, personal family contact (McHaffie, 1992) may be encour-
aged by genuine twenty-four-hour visiting, without anxiety-escalating delays
before being allowed to enter the NNU (Richards and Hawthorne, 1999).

Communication between parents

The feelings of isolation engendered in each of the parents of an ill newborn
make it unsurprising that their relationship undergoes considerable strain.
Their difficulty in sharing their feelings about their experience is com-
pounded by this stress.

The parents’ inability to communicate with each other about the death of
their baby was identified by McHaffie (2001: 267). For many of her inform-
ants, the research interview at about three months after the death was the first
time that the couple had shared their feelings. Thus, the presence of a third
party may be beneficial.

The couples in McHaffie’s study went through a series of stages in their
relationships which were reflected in different forms of communication. The
parents reported that shortly after the death of the baby they experienced an
unusual closeness, which the researcher compares with a ‘honeymoon’ (2001:
268). For a majority of couples, this intensity in their relationship had disap-
peared by the time of the second interview.

With the ending of the honeymoon a semblance of ‘normality’ returned to
their communication styles. An important aspect of their post-bereavement
communication was each partner’s tendency to hide their feelings from the
other. This may have been done for their own benefit, perhaps to reduce their
feelings of guilt, or for the other’s, such as to protect a partner perceived as
vulnerable. Each partner’s different style of grieving was a source of aggrava-
tion to the other. This potential for disharmony related to the father’s differ-
ent approach to demonstrating his grief. His partner’s misreading of his
silence led her to believe that she was quite alone in her sorrow. These
misunderstandings gave rise to dissonance which, not infrequently, threa-
tened the couple’s relationship. This threat to the continuation of the rela-
tionship was not ameliorated by the presence of living children in the family
(2001: 271). As well as this unfortunate outcome, the couple may have found
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that their loss may have brought some positive effects, such as getting their
values into a better perspective, including strengthening their relationship,
reducing discord and facilitating more open communication.

McHaffie’s observation of a threat to the couple’s relationship is applied
more widely by Singg (2003: 885), who argues that the quality of interparental
communication before their bereavement determines their adjustment and
the survival of their relationship. Unfortunately, the basis of this observation
is not given.

The care of the dying baby and her family

The care of the grieving family in the NNU has changed to become more
sensitive and may be continuing to so develop.

In the past carers have sought to ‘over-protect’ the bereaved mother, by
hiding the extent of her baby’s difficulties. Whether it is actually the mother
who is being protected is questionable, as the carers may be protecting them-
selves by avoiding embarrassing displays of overt grief. This ‘over-protection’
may also appear in the mother being discouraged from attending the funeral
and having her baby equipment put away for her.

Dissatisfaction with the traditional tendency to ‘over-protect’ the mother
served to initiate the research project which ‘opened up’ this topic and even-
tually increased parental involvement in NNUs (Kennell et al., 1970). Twenty
mothers who had had physical contact with their live newborns agreed to be
involved after the babies survived between one hour and twelve days. The
interviews focused on the birth experience and the baby’s death, followed
(for thirteen mothers) by a questionnaire. A grief score was calculated for
each mother and was correlated with her experience.

As well as showing that mothers encounter no ill-effects attributable to
touching or holding their dying babies, this study indicated that hospital
policies regarding these mothers’ care needed attention. Contact with the
mothers of healthy babies was unwelcome and, although the grieving mother
could deal with other mothers’ casual enquiries, the ‘awkward moments’ due
to staff ignorance were seriously disturbing.

Optimism led the parents to interpret casual remarks from junior medical
staff as predicting survival. This interpretation included some elements of
magical thinking – ‘If the baby survives for – days, he will not die.’ The
parents were frequently and tragically disappointed.

This study discounted earlier assumptions that mother-love suddenly
develops when a mother sees or touches her newborn, by demonstrating
affectional ties well in advance of seeing or having physical contact. Previous
practices, such as using what has become known as the ‘rugby pass approach’
to hastily remove stillborn babies from their mothers’ presence or dis-
couraging mothers’ access to their sick or dying babies, were shown to be
unhelpful. By addressing its social dimensions, these researchers showed us
that the death of a newborn is something other than simply a medical event.
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The future – In the same way as the care of the mother of the stillborn
baby has changed to become more sensitive, it would seem logical that the
principles of palliative care should be applied in the care of the newborn
who is dying. The possibility of such care being available, however, appears
uncertain (Pierucci et al., 2001). The principles of palliative care have been
summarised in the following terms:

1 Affirms life and regards dying as a normal process
2 Neither hastens nor postpones death
3 Provides relief from pain and other distressing symptoms
4 Integrates the psychological and spiritual aspects of care
5 Offers a support system to help [the baby] live as actively as possible

until death
6 Offers a support system to help [the family] cope . . . in their own

bereavement
(O’Neill and Fallon, 1997: 801)

Although the latter part of the first principle is clearly not relevant to neo-
natal care, it may be suggested that the remaining principles are highly applic-
able. Pierucci and his colleagues undertook a retrospective review of the use
of a neonatal palliative care service in one US paediatric centre (2001). In a
four-year period, 196 babies were found to have died under the age of one
year. The researchers found that only 13 per cent (n=25) of the bereaved
families had been referred for consultation with the nurse-led palliative care
service. There were no significant differences between the referred and the
non-referred groups, as the diagnoses of the babies whose families used the
palliative care service matched those of the other babies.

These researchers found that the advice offered by the palliative care staff
fell into four categories:

1 Optimal environment for supporting neonatal death was found to be
somewhere other than the NNU. Following a palliative care consultation
the baby was likely to spend fewer days in the NNU and was less likely to
die there. Some of the families referred for consultation took their baby
home to die, although data are not available on this group.

2 Advance directive planning had implications for end-of-life decision-
making (see page 123). The babies whose family was referred for palliative
care consultation were less likely to be subjected to cardio-pulmonary
resuscitation (CPR) and significantly less likely to be administered
cardiac stimulant medication and mechanical ventilation.

3 Comfort and medical care in babies following palliative care consul-
tations featured, not just the administration of narcotic drugs, but also
a reduction in invasive investigations and interventions. These included
taking blood specimens, endotracheal intubation and nasogastric feed-
ing. The presence or absence of not to be resuscitated (NTBR) orders
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did not affect the support offered to the families in making funeral
arrangements.

4 Psychosocial support was more prominent in the families of babies who
had been referred. This does not mean that that support was greater or
more effective, but it was better organised and documented. These
researchers also found that consultations with faith leaders and social
workers were significantly more frequent.

These findings resonate with the earlier work of Harmon and colleagues
(1984) who implemented palliative care in a NICU, which resulted in, first,
aggressive medical interventions being used more cautiously, second, more
attention being given to a comfortable atmosphere in the unit and, third, a
greater focus on the needs of the family, such as a family room for being with
a dying or dead baby.

Social and staff support

The social dimensions of the care of newborns extend far beyond the
nuclear family and the staff. This was demonstrated in a study of social
support for the parents of babies in a NICU (McHaffie, 1992) which focused
on the role of grandparents. Four main components of social support are
usually differentiated: emotional support, esteem-building, instrumental
support and information-giving. Using questionnaires, McHaffie sought the
views of parents and grandparents, as well as NNU staff. In this study she
highlighted some of the ‘mismatches’ between staff expectations and grand-
parents’ actual support. Their role is greatly and widely undervalued by staff,
particularly by our medical colleagues. If we are to provide a milieu in which
parents can relate to their newborn, it is essential to encourage and utilise
their informal support system.

Although I look at staff support in the context of loss generally in
Chapter 10, I mention it briefly here because of specific relevant research and
because of the implications of the unique NNU environment. The problems
for NNU staff when a baby dies relate to not only their professional feelings
of failure, but also the grief for the death of a person with whom, over a
period of hours, days or weeks, they have developed a caring relationship.

Coping mechanisms

A ‘chronic’ baby died who’d been on the unit for over five months. I
went to the funeral. Since then no one has asked how I feel and no one
has offered any support whatsoever. It has been left to non-nursing
friends to pick me up and encourage me to stick at neonatal nursing.

(Informant, in Redshaw et al., 1996: 182)

On the basis of such data, Redshaw recommends that a ‘more structured’
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form of staff support is needed in the NNU. One form of support would be
staff support groups, whose problems and benefits Richards and Hawthorne
(1999) mention in the context of some of the challenges faced by NNU staff.
These challenges include coping with the psychological stress, pain and con-
flict engendered through caring for newborns. Denial and avoidance feature
prominently among the short-term coping mechanisms, which have caused
problems in the establishment of support groups. Magical thinking and
intuition may also feature, such as the ‘unlucky incubator’. Staff also use
projection and splitting, involving blaming others (including objects) for
events for which they feel responsible. Examples include blaming the
obstetrician, the ward staff or the ‘other’ hospital for less than optimal care.

Less experienced and junior staff identify with the parents in their feelings
of inadequacy, incompetence and ignorance. Likewise, feelings of distress
in the staff may be uncomfortably similar to those that they imagine are
being felt by the baby. Feelings of rivalry, perhaps to be expected in a new
mother faced by super-competent staff, are also experienced by those staff.
This reflects attachment which is an inevitable consequence of the long-term
close contact of staff with ill newborns, which may be aggravated as primary
nursing becomes more widespread.

Decision-making: initiating and discontinuing treatment

In providing care for the family and their newborn we aim to sustain life
and alleviate suffering. Ordinarily these aims are mutually compatible, but
sometimes there may be conflict. An example is the low birth weight baby
whose healthy development is jeopardised by the various insults to which
she is vulnerable. Questions arise about whether and for how long treatment
should be continued, about who should make the decision and how it
should be made. In some countries these decisions have been assumed by
the legislature, but in the UK the situation is less clear. Although euthanasia
may be relevant, I am focusing on treatment-related decisions because,
although the outcome may be similar, the decisions, intentionality and
procedures are not.

Initiation of treatment

The seriously ill newborn in the NNU may have been resuscitated in the
birthing room or she may have begun breathing spontaneously. Either way,
her independent existence has become established. Any other course of
action would be inappropriate, because the labour ward is not the ideal place
to make unexpected life-and-death decisions, due to the limited time to
either confer with the parents or make a complete assessment of the baby’s
condition. Unfortunately, when the baby is transferred to the NNU a
sequence of interventions has begun which assumes a momentum of its
own. In their study of aggressive neonatal care, Guillemin and Holmstrom
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(1986) describe this form of incrementalism as the ‘all or none’ law. It is
necessary to question whether this policy constitutes care of any kind or,
even less, humane care.

Resource implications

Bound up with initiation/continuation of treatment are issues relating to
resource allocation. Without disregarding the financial costs of caring for a
sick newborn for possibly a matter of months, I should also consider what
other ‘opportunities’ may be foregone. By providing NNU care for a baby
born at twenty-four weeks, we may be denying care to three babies born at
thirty-two weeks. The question needs to be raised of whether decision-making
on a ‘first come, first served’ basis is ideal.

End of life decision-making

It is possible that who makes the decision about continuing or limiting
treatment may affect the outcome of that decision. Medical staff focus on
the immediate situation and the problems as they present in the NNU,
whereas their nursing colleagues are better able to adopt a ‘holistic view’
(Guillemin and Holmstrom, 1986). Thus, nurses think of the baby becoming
a child and a person in a social context and the family resources required to
care for someone growing up with potentially severe disabilities. This point is
not unrelated to the earlier ‘incrementalist’ argument, because staff who
have worked hard to sustain a newborn may have difficulty in abandoning all
the effort and emotion that they have invested in her.

The involvement of parents in treatment decision-making has been criti-
cised on the grounds that such responsibility is hard to bear (McHaffie et al.,
2001). Whether parents do share this responsibility or whether medical prac-
titioners behave in a benevolently paternalistic way featured in the research
project by McHaffie and her colleagues (2001). This paternalism materialises
to some extent in McHaffie’s finding that ‘only 3% of doctors and 6% of
nurses’ thought that parents should be given the responsibility for the
‘ultimate decision’ (2001: 396). In spite of this, a large proportion (n=45:
42 per cent) of the parents of babies whose treatment had been withdrawn
felt that they had actually made the decision.

In terms of the ensuing feelings, the parents in McHaffie’s study were
generally satisfied with their involvement in making the decision. Benfield
et al., on the other hand, compared the grieving of nineteen parents who had
contributed to the treatment limitation decision with the grieving of twenty-
one parents whose babies had received total care (1978). The mothers of the
limited treatment babies demonstrated significantly less anger, irritability
and ‘wanting to be left alone’. The fathers in the limited treatment group
encountered less sleeplessness, irritability, depression, crying and loss
of appetite. Thus, while some parents may avoid such involvement,
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well-informed parents are able to contribute to taxing decisions about
treatment and go on to adjust healthily to their loss.

Although these ensuing feelings appear to be satisfactory for a large pro-
portion of parents, the question remains of whether a more suitable frame-
work might be operationalised for the more difficult decisions. It might
be necessary to contemplate the introduction of different structures, such
as an ethics committee. A consensus in which the rights, needs, responsi-
bilities and feelings of all concerned are taken into account would appear to
be ideal. Transparency in this form of decision-making would maintain the
confidence of all who are involved and, particularly important, the public.

Care after the decision to discontinue treatment

In the study by McHaffie (2001) the parents were variably prepared for what
would happen after treatment was discontinued. The duration of the baby’s
dying was most frequently predicted as being ‘quick’. Perhaps because of this
expectation, the parents were often shocked at how long the baby actually
took to die. In view of this disconcertingly long time period it is unsurprising
that different reactions were encountered in the parents. Some of the parents
had been assured, prior to treatment being discontinued, that the baby
would not suffer. Even more (n=15 couples: 25 per cent) had been told that
narcotic analgesic drugs would be used in sufficient doses to ensure that this
was so. Some parents understood the respiratory depressant effects of these
medications. A couple whose baby took thirty-six hours to die reflected: ‘But
even if you knew it was going to be thirty-six hours, what could you do apart
from giving a whacking great dose of morphine immediately she came off
the ventilator?’ (2001: 157). Another reaction among the parents during the
babies’ period of dying was to consider reversing the treatment limitation
decision. This prospect is not unreasonable when the parents realised that
the baby had a much firmer hold on life than they had been led to believe: ‘I
felt because he was putting up such a strong fight, there was a couple of times
I contemplated reversing [the decision and putting the tube back in]. It was
really distressing. It felt like a lifetime’ (2001: 156).

The parents continue to be involved whenever possible in a private setting,
together with other chosen family members. Supporting the parents through
the baby’s dying and laying-out is essential, in the hope that they appreciate
the naturalness of death and its fundamental importance to life.

The setting in which care happens

Up to this point in this chapter we have been thinking about the processes
and events which take place in the NNU. These include beginning relation-
ships, ending others, loving, supporting as well as making difficult decisions.
I would like now to focus on the environment in which all these events happen
and which inevitably affects them, starting with the intimate environment in
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which the baby is treated and moving on to the more general environment in
which parents and staff interact.

Touch and handling

The benefits of tactile stimulation to a newborn are well established; like-
wise, parental care involves handling as part of affectionate social inter-
action. Emphasising the importance of rest for LBW and sick newborns,
Wolke (1987a) reminds us of the iatrogenic effects of excessive manipulation
during monitoring and other procedures, including hypoxaemia, brady-
cardia, apnoea and behavioural distress. In their intensive observational
study of eleven extremely LBW babies, Werner and Conway (1990) recorded
contacts during twenty hours of care. Disconcertingly, these researchers
found that the most vulnerable babies were exposed to the greatest number
of disturbing contacts, to the extent that those with a ‘Minimal Touch’
instruction were disturbed approximately twice as often as those without.
These researchers challenge neonatal nurses to plan and coordinate their care
in order to minimise disruption and maximise comfort activities.

The purely physical benefits of the LBW newborn’s immediate environ-
ment are considered by Turrill (1992). She discusses the effects of being born
prematurely on the infant’s perception of and relationship with her immedi-
ate environment. This baby is deprived of pressure from the uterine walls
which the fetus ordinarily experiences due, first, to the walls’ increasing
contractility and, second, to the relative reduction in amniotic fluid. The
effect of extra-uterine gravity has more marked effects on the relatively
hypotonic newborn musculature. Thus, normal sensorimotor development
is impeded, unless deliberate precautions are taken to imitate the natural
phenomena by correct positioning and other interventions.

A way of controlling the neonatal environment which has attracted con-
siderable media and some research attention since it was first introduced in
Colombia in 1978 is kangaroo mother care (KMC) (Conde-Agudelo et al.,
2004). By effectively ‘marsupialising’ the low birth weight newborn between
the mother’s breasts, this intervention is intended to reduce the need
for costly and potentially iatrogenic neonatal care. The newborn maintains
skin-to-skin contact and frequent and exclusive breastfeeding. While the
systematic review by Conde-Agudelo and colleagues suggests that newborn
morbidity may be reduced by KMC, the quality of the research to date is not
high enough to be able to advocate this form of care. Similarly, KMC’s close
relative, skin-to-skin contact, has been credited with a number of more or
less tangible benefits. Skin-to-skin, though, has been shown to be beneficial
in increasing the likelihood of breastfeeding being successfully established
and reducing neonatal crying. There appear to be no significant short-term or
long-term disadvantages to this intervention. Again, though, the quality
of the research methods prevents any more concrete conclusions (Anderson
et al., 2004).
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A form of care which is certainly conceptually appealing derives from the
work of Heidi Als (Richards and Hawthorne, 1999). Als argues that care
which is developmentally appropriate should be provided for low birth
weight babies. This ‘developmental care’ provides the newborn with an
environment similar to that which it would be enjoying, had the birth not
intervened. While Als’s NIDCAP (Neonatal Individualised Developmental
Care and Assessment Program) has been subjected to considerable research
attention, Symington and Pinelli (2004) consider the case for developmental
care to be ‘unproven’ in view of the plethora of interventions involved. A
diametrically opposed view is presented by Ruiz (2001), who argues that
neonatal nurses who do not practise developmental care are practising to a
less than ethical standard. In view of this huge divergence of views and the
potential for limited health care resources to be misappropriated, a serious
evaluation of implementing this form of care may be overdue.

The wider environment

Although they avoid the words, Werner and Conway (1990) demonstrated
the negative stressors which are inadvertently applied by carers in the NNU.
These cause physical stress as well as psychological stress through interrupt-
ing sleep and rest. Richards and Hawthorne (1999) outline the implications
of certain aspects of care in the NNU, including the well-known effects of
continuous noise and bright light (Wolke, 1987a, 1987b). These authors
argue persuasively the disadvantages for the baby of a ‘task oriented’ organ-
isation of care. Although the more individualised approaches to care may be
less attractive in organisational terms, they carry benefits for the individual
baby and staff member.

Changing attitudes

Concerns about the harmful effects of NNUs on newborn development
underlie research by Becker et al. (1991). They discuss the stressful NNU
environment and its potential for impeding learning. These researchers
also advocate an individualised developmental approach to care. To evaluate
this approach they designed an experimental study comparing growth and
behavioural organisation outcome measures in two groups of very LBW
babies. The first group of twenty-one newborns acted as controls. The second,
experimental group of twenty-four were cared for by nurses who had
been educated both didactically and individually to reduce environmental
stressors by:

• limiting light and sound

• providing comfort during interventions, such as by using a dummy
(soother or pacifier)

• promoting sleep/wake organisation by planning/clustering interventions
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• giving postural support through the use of ‘nesters’

• encouraging non-nutritive sucking while tube-feeding.

Newborns in the experimental group encountered fewer respiratory and
feeding problems, lower morbidity, shorter admission times and better
behavioural organisation. These outcomes indicate that education of nurses
to take account of environmental and psychological factors does affect
newborn well-being.

The NNU environment

Considerable research has focused on the setting in which care of the LBW
and ill newborn is provided. The hazards which have been identified and the
outcomes which have been measured relate to the well-being of the newborn.
The NNU as a working environment has been given less attention. While the
emotional environment has been addressed earlier in this chapter (see ‘Social
and staff support’), the physical environment is the focus here. In the course
of a study of neonatal care, Redshaw and colleagues (1996) considered the
health and sickness absence of neonatal nursing staff. Using indicators such
as body mass index, smoking and alcohol consumption, these researchers
found that neonatal nurses compare not unfavourably with similar groups
and with the general population of women.

The physical environment was assessed using a checklist during the
researchers’ visits to the NNUs. This assessment showed that, whereas the
entrance is more likely to be gloomy (n=10: 42 per cent), rather than bright or
neutral, the NNU itself tends to be bright (n=15: 63 per cent). The less than
welcoming nature of the entrance is reinforced by the usual need to ring a bell
and wait to be allowed to enter (n=17: 71 per cent). Whereas most of the units
visited were well furnished in terms of curtains/blinds and suitable accom-
modation for parents, only a minority were wallpapered (n=11: 46 per cent).

Redshaw and her colleagues found that more of the nursing staff were
dissatisfied with the physical environment than the parents. For example
while 51.5 per cent of nursing staff considered that the lighting needed
improvement, only 8.6 per cent of parents thought so. Similarly, the noise
level was criticised by 49.4 per cent of nurses, but only 13.1 per cent of
parents. Considerably more agreement was found on the subject of space,
with 53.8 per cent of parents thinking it could be improved compared with
68.7 per cent of nurses. As one parent stated: ‘The rooms were so cramped
there was hardly any space to put the screen for feeding, and no room for
visitors’ (Redshaw et al., 1996: 174).

Summary

‘All human life is there’ in the NNU and, one might add, a lot more besides.
I have shown that the NNU is for living, loving and dying, for finding and
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losing, for helping to live as well as allowing to die. These activities continue
to happen regardless of the environment. I have shown the efforts which are
being made to improve the environment for the babies beginning their lives
there and what is being done to improve the experience of their parents and
family. Whether we have the healthiest environment in which the staff are
able to facilitate all these activities is less certain.
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9 The death of a mother

The death of a mother, or maternal mortality, is a topic which, despite its
relative rarity in developed countries, brings with it a multiplicity of issues. It
is not possible to do justice to these issues in just one chapter. For this
reason, I attempt to introduce the topic and demonstrate its significance,
with a particular emphasis on the care providers. Because maternal death
raises very different issues in developing countries, the focus here is primarily
on those which are relatively affluent.

The introduction to this topic touches on some of these issues by address-
ing historical phenomena and their representation in artistic form. I then give
brief attention to the international situation to indicate the global signifi-
cance of these concerns. The experience of the family is briefly considered
next, followed by the issues raised for midwifery staff. There is some discus-
sion of one approach to resolve the problem of maternal mortality. The
conclusion shows that there are certain areas urgently in need of research.

Because maternal death is appropriately regarded as a serious challenge for
health care systems, policy makers and health care provision, it is ordinarily
viewed in terms of being a public health problem. This is quite proper in
areas where maternal death carries momentous implications for the popula-
tion as a whole. In more developed countries, though, the death of a mother
is likely to be investigated on an individual basis to identify any avoidable
factors from which health care providers may learn and, hopefully, improve
practice (Lewis and Drife, 2004: 4). In these situations it is possible and may
be helpful to take a more personal approach to the issues raised by the death
of a mother. For this reason, throughout this chapter, I endeavour to adopt a
less objective and a more human approach to this topic than ordinarily fea-
tures in the literature. An example is Loudon’s beginning to his admirable
book on maternal death, which comprises the story of such a tragedy and
serves to remind the reader of what lies ‘behind the analysis of numbers,
trends, causes, and factors’ (1992: 3). It is unfortunate, though, that his
subsequent text addresses only the analysis.



The historical context

The dangerousness of childbearing, especially in historical times, invariably
features prominently. An example is found in the influential work of Stone
(1977) on the English family between 1500 and 1800. He blames the ‘very
dangerous experience’ (1977: 79) which was childbirth on the low standard
of midwifery care. In support of this accusation he cites the high level of
mortality among the ‘squirarchy’, perhaps not realising that such relatively
wealthy women would be more likely to be attended by physicians than by
midwives. In spite of this inappropriate blame, the perception of the danger-
ousness of childbearing still stands. Whether this perception is justified his-
torically is difficult to confirm because, as Loudon (1992: 19) demonstrates,
the calculation of historical maternal mortality is far from being a precise
science. Schofield (1986) takes Loudon’s argument a stage further by denying
that English maternal mortality rates were at such an unacceptably high level:
‘The risk of dying in childbed was no greater than the risk she ran every year
of dying from infectious disease and a whole variety of other causes’ (1986:
260). Unfortunately, Schofield’s argument relies heavily on Swedish data,
without explaining its relevance to the English context.

Despite this, Houlbrooke, in his work on the English family in the fifteenth
to seventeenth centuries, estimates that the overall maternal mortality rate
was ‘twenty-five per thousand birth events’ (1984: 129). The variability in
these rates, though, becomes apparent in the work of Marshall (2004) who
found that the rate for two parishes in the city of Edinburgh from 1739 to
1769 was almost twice as high as the rate in the City of London (3.7 per cent
and 2 per cent of all female deaths respectively).

Further support to the historical dangerousness of childbearing may be
found in the epitaphs which were carved on the women’s gravestones. One
example recorded by Monteith is found on a monument in Greyfriars
Churchyard in Edinburgh:

To the memory of his dearest wife Elizabeth Gillespie, daughter to the
most learned Mr George Gillespie, minister at Edinburgh, and who was
learned far above her sex: and having brought forth no daughter, died in
the birth of the seventh son, 5 March 1681 and of her age the 33 year.

(1704: 13–14).

As well as epitaphs on gravestones, the more educated members of society
were able to write of their sorrow at the death of a mother. This is demon-
strated in a letter written on 2 August 1733 by John Campbell to his father
Patrick Campbell of Barcaldine. The letter announced the death of their
sister/daughter respectively: ‘yesternight about nine of the clock after being
delivered of a dead child’. John Campbell concluded that they must console
themselves by thinking of: ‘the character and the pretty familie of childeren
she hes left. The funeral will be next Tuesday. Her husband, poor Ardchattan,
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is inconsolable and begs to have everything done in the genteelest manner
(Campbell, 1733). While this woman, whose name is uncertain, clearly had
had other living children, first-time mothers were no less vulnerable. John
Clerk of Penicuik, near Edinburgh, wrote of his experience of the death of
his wife, Lady Margaret Stewart, in December 1701 after a lengthy and har-
rowing labour and the birth of a boy. They had only been married on
6 March that year. All the most prominent physicians had been summoned
from Edinburgh to attend her:

They took all the pains about her they cou’d think of, but I am afraied
they were too hasty in their operations, by which she lost a vast deal of
blood. The placenta, it seems was adhering to the uterus and this they
thought themselves oblidged to bring away by force. Her cries were so
piercing to me in the next room that it wou’d be very difficult for anybody
to conceive the vast agony they put me in.

(Gray, 1892: 39–42)

These ‘frequent tragedies’ (Marshall, 1983: 114) were familiar and raised
anxieties for all involved, to the extent that childbirth in the seventeenth
century has been compared with an ‘excruciatingly painful dress rehearsal
for death’ (Houlbrooke, 1998: 68). While a pilgrimage to a nearby shrine
(Marshall, 1983: 42) may have allayed some anxiety, this state of mind may
not have been ideal for embarking on labour.

Representations of the death of a mother

Although some regard them as a modern phenomenon, pictorial representa-
tions of babies who have not survived have long been used as a source of
comfort to a grieving family (Mander and Marshall, 2003). Pictorial records
of mothers who have died, though, are considerably less common. The
reasons for their rarity may only be surmised. While, as has been shown,
neither event was unusual in numerical terms, it may be that concern for the
child was greater because the welfare of her/his eternal soul was less assured
than that of the mother’s.

The seventeenth century monument to Lady Jane Crewe (d. 1639) is dis-
played in Westminster Abbey, London (see Figure 9.1). The sculptor of this
wall monument made unique use of a panel carved in relief to show a family
near the deathbed of a newly delivered mother. In the background is the
woman on her deathbed, while in the foreground the bereaved family focuses
its attention on ensuring the survival of the apparently living newborn
baby. The father seated to the right is not involved with the baby care, as he
appears to be having difficulty coming to terms with his loss and wondering
how he will manage to raise his growing family single-handedly (Houlbrooke,
1998: 349).

A particularly perplexing painting is The Saltonstall Family (1636–7) by
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David des Granges (1611/13–?1675). Hand in hand with the paterfamilias,
Sir Richard Saltonstall, stand two small children. In the background, on her
deathbed, lies his first wife, pointing towards the toddlers. Seated at the
bedside, though, is another young woman holding a swaddled baby. Hearn

Figure 9.1 The monument to Lady Jane Crewe in Westminster Abbey, London
(Copyright: Dean and Chapter of Westminster Abbey. Reproduced with
kind permission)
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(2001) suggests that the young woman is Saltonstall’s second wife with one of
their children. While sometimes taken to represent family unity and continu-
ity, this decidedly unsettling painting may have other more sinister meanings.

The painting by Edvard Munch (1863–1944) entitled The Dead Mother
(1899–1900) is less familiar than his The Scream/The Cry, but is only margin-
ally less disturbing. It shows a small child, who probably represents the
painter as a child, with his mother’s dead body in the background. Although
the child in this painting is clearly not a newborn baby, its raw emotion,
characteristic of Munch’s work, captures the overwhelming sense of loss
when a mother dies.

The international situation

In developed countries, the maternal mortality rate fell during and after the
Second World War to reach what may be regarded as an irreducible minimum
in the final decades of the twentieth century. That the figure is no longer
falling may be associated with the following factors. First, due to health and
social care advances women with serious health problems, such as cancer, are
able and likely to become pregnant. This may be associated with untimely
death (Larkin, 1990). The widespread trend of women to delay childbearing
means that certain conditions of maturity or even old age, such as certain
cancers, are likely to feature more frequently and may cause death (Keleher
et al., 2002).

World Health Organisation figures (2004) show that the maternal mortal-
ity ratio (the number of maternal deaths per 100,000 live births) in
developed countries fell from twenty-one to twenty between the years 1995
and 2000. This may support the suggestion mentioned above that an irredu-
cible minimum may have been reached. The overall ratio for developing
regions, though, remained static during this period at 440. This static figure
serves to conceal, though, the increasing ratio in south-central Asia from 410
to 520. Thus, it is apparent that, while maternal mortality may be being
addressed in some areas, there are others where the numbers are not only
disconcertingly great, but are also increasing.

Using the situation in Afghanistan as an example, del Valle (2004) argues
that a broad-brush approach is necessary if the problem of maternal mortal-
ity is to be resolved. This includes addressing matters of gender politics,
women’s rights and women’s education. He considers that a comprehensive
and sustainable public health plan is needed. This must include the estab-
lishment of an infrastructure which supports the provision of services in
not only urban centres but also isolated rural communities. He goes on to
argue that the public health reforms which were introduced to industrialised
countries in the nineteenth century, such as safe water, adequate shelter and
effective sanitation/sewerage, have still to be achieved in many developing
areas.
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The experience of the family

It should come as no surprise that the effects of the death of the mother on
the family are not well addressed. It has been shown that even health care
providers are unable to accept the reality of maternal death (Mander, 2001a),
so how much more difficult must this concept be for those without their
experience? Research has, probably appropriately, sought to remedy the
causes of maternal death, rather than resolve the problems raised for those
indirectly affected. In this section the assumption is being made that the
woman who died was in a heterosexual relationship.

One research project which does serve to inform the family implications
was undertaken as part of a programme addressing issues relating to mater-
nal mortality in Mexico (Reyes Frausto et al., 1998). This is a country which,
in spite of a hospital birth rate of over 90 per cent and well-developed
obstetric services, has a maternal mortality ratio of 114 per 100,000 in
Mexico City (Koblinsky and Campbell, 1999). The research by Reyes Frausto
and her colleagues involved interviews with members of the dead woman’s
family. In those families in which the baby survived, a second interview was
undertaken when the baby was one year old. The data were analysed quanti-
tatively. These researchers were successful in identifying the extent of the
family breakdown or ‘disintegration’ (1998: 433) following the woman’s
death. They also showed the way in which the children in the family were
required to adopt new roles and any financial difficulties were exacerbated.
These latter changes were most marked in families where the mother had
been poorly or unsupported. These Mexican researchers found that those
babies who survived became integrated into the family of their grandparents.
This is a reflection, first, of the older siblings’ limited ability to manage the
new roles which they had been required to adopt. Second, it reflects the
father’s difficulty in overcoming his loss in order to meet the needs of his
young family.

The problems which the grandparents and other family members may
encounter in situations where the mother is lost and the father absent have
been documented in historical terms (Marshall, 1976). In 1707 the grand-
mother of the baby Thomas, Lord Erskine, wrote to other family members
that she was ‘mightily perplexed’ (1976: 13) about the baby’s feeding prob-
lems. Finding and retaining a suitable wet nurse was a major headache. The
medical advisor, a Dr Pitcairn, was a mixed blessing as his ideas about feeding
were definite and different from the grandmother’s, but he was able to locate
a suitable wet nurse.

The grandparents’ assumption of responsibility for the care of the baby is
not just an historical phenomenon. In her case-study of the effects of mater-
nal death on the family, Cooke (1990) describes the grandparental role in
terms similar to those applying to the eighteenth-century Scottish nobility;
her main focus, however, is on the partner’s loss. The study by Ferri (1975)
found that only one-quarter of bereaved fathers located a parent substitute.
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It was found to be the father’s age that determined whether this should be a
grandparent or another, with younger fathers relying on their parents. The
question of who provides care for the child is likely to be a vexed one. Cooke
outlines the difficulties in these arrangements including, first, the substitute
carer adopting that role following a (possibly unwelcome) deathbed request.
Second, the grandparents, while grieving their untimely loss, may find them-
selves taking on a role which they had been glad to relinquish many years
earlier. Third, the father may resent the person who usurps the role of his
partner in caring for their children.

In reviewing what it is that is lost, Cooke emphasises the secondary losses,
such as loss of one part of the family income. She also raises the partner’s
‘loss of self’, through the ‘husband becoming a widower’ (1990: 4) and the
dissolution of the partnership. It is possible that the challenges of being
‘forced’ into lone fatherhood are greater than those faced by a father who
chooses to maintain his parental responsibilities after the breakdown of a
relationship.

In her chronological analysis of the child’s reaction to the death of
the mother, Cooke relies heavily on the research by Raphael (1982). This
research project addressed the care of children who had known the parent
who died. This is clear from the fact that the children were interviewed
within ‘the first few weeks’ (1982: 133) of the death and none were under two
years of age. It may be assumed that the children had formed a relationship
with the parent who died and that such children would need to grieve and
mourn the loss of their parent, albeit in a style which may differ from that
manifested by adults. Because the relationship of a fetus/neonate is at best
different, whether Raphael’s account of grief behaviour applies to the child
whose mother dies before, at the moment of or shortly after her birth is
difficult to determine. Thus, while not underestimating the perceptiveness of
small children to the emotional atmosphere surrounding them, it is neces-
sary to conclude that the relevance of Raphael’s study to maternal death is
questionable.

The experience of the midwife

In her insightful paper, Cooke (1990) briefly introduces some of the issues
for the midwife when a mother in her care dies. She mentions the confusion,
the inappropriateness and the personal sense of failure and loss. Partly
because of the need for more attention to this topic raised by Cooke’s work,
I undertook a research project which focused on the experience of the mid-
wife when a woman in her care dies. The specifically support-related issues
which emerged out of this study have been addressed in Chapter 10. In this
section I describe the research project, before addressing the more general
issues which arose.
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A research project

The research questions were based on my limited personal experience, a review
of the literature and the impressions gained through informal conversations
(Mander, 2001b, 2004b). The first probed a previously unaddressed area:
‘How does the experience of caring for a mother who dies affect the mid-
wife?’ The second question sought to provide more appropriate help to the
midwife with this experience: ‘What interventions does the midwife identify
as either helpful or unhelpful to her after she has cared for a mother who has
died?’ The third question aimed to find out whether midwives who had not
had this experience shared the same ideas, whether the death of a mother was
viewed differently and whether and how the potential for maternal death
affected the midwife: ‘Does the remote possibility of maternal death influ-
ence the practice of a midwife caring for a mother who is experiencing an
uncomplicated pregnancy, childbirth or puerperium? If so in what way does
this influence operate?’

A qualitative approach was clearly the only way to address such a sensitive
and unmentionable topic. Phenomenology was chosen to access the experi-
ence of the midwife providing care. This approach permits a comprehensive
account of the phenomenon to be created by viewing the lived experience
through the other person’s eyes (Stephenson and Corben, 1997). The phe-
nomenological researcher seeks to suspend her personal beliefs and biases
through ‘bracketing’ in order to accept more completely the experience which
the informant recounts. The data analysis typically features a ‘clustering’ to
develop themes which describe the phenomenon.

In order to recruit midwife informants, advertising would have been
appropriate, but was prevented by lack of funds. The editor of a wide-
circulation midwifery journal, however, was prepared to accept an item on
this topic (Mander, 1999b). This item outlined the problem and the research
and sought responses from suitably experienced midwives. Three methods
of initial contact were suggested and details provided; these were telephone,
post and email.

To collect data, telephone interviews were chosen due to lack of funding to
travel to face-to-face interviews. Permission to tape-record was generally
forthcoming, and was followed by transcription for analysis.

The interviews were semi-structured and, after the introductory sequence,
the informant was asked to recount her experience. On the basis of this
account and a rolling ‘agenda’ of questions, each midwife’s experience was
examined.

The interviews with the ‘experienced’ midwives, who had attended a
mother who died, happened in the ‘First Round’. A check on the full
findings was planned to happen in the ‘Second Round’. This comprised
returning to re-interview some of the ‘experienced’ midwife informants to
check on the data. In this round, midwives who had no experience of the

136 The death of a mother



death of a mother were also interviewed. Data were also collected through
letters and by email messages.

A form of ‘snowball sampling’ (Morse, 1989) was used to recruit midwives
who have not cared for a mother who has died. This ensured that these
‘non-experienced’ midwives were comparable, at least through geographical
proximity, to those who were ‘experienced’.

The analysis of the data was undertaken concurrently with the data collec-
tion/fieldwork. Each interview was compared with the previous ones and
other existing data. The emerging themes were probed in subsequent inter-
views until it became apparent that no new aspect of a particular theme was
being raised by the informants. This ongoing analysis of the data was sup-
plemented by a further check of the transcripts after the completion of the
fieldwork. This ensured that no nuances were overlooked.

Thirty-six midwife informants provided data. Of these thirty-two had
experience of being associated with the care of a woman who had died. The
Second Round comprised repeat interviews with three of the ‘experienced’
midwives who had been interviewed in the First Round. There were also
interviews with four midwives who had no experience of caring for a mother
who had died. Whereas the initial contact was by one of three methods,
subsequent contacts were invariably by telephone.

I avoided collecting data about each midwife’s personal background; this is
because the focus of the study was on the midwife’s perception of this
experience and any effects which it may have on her and/or on her practice.
In the same way, data were not specifically collected relating to the circum-
stances of the woman’s death. Only those details necessary to understand
the midwife’s reaction were sought.

This study is limited in that it was an exploratory study. It aimed, primar-
ily, to examine the meaning to the midwife of the experience of caring for a
woman who died. While the qualitative research design is appropriate for
an area about which little is written, there are limitations, such as the nature
of the sample, which comprised volunteers. Thus, the findings are not
generalisable.

A number of ethical problems were raised by this study. The first related to
the absence of research ethics committee (REC) approval. I decided that such
approval was unnecessary because the sample was a volunteer sample of
healthy individuals. That the informants did not receive an information sheet
or complete a consent form may be construed as infringements of their
ethical rights. In spite, or perhaps because, of these omissions, the researcher
endeavoured throughout each interview to empathise with the informant’s
reactions and to tailor the interview to limit any discomfort to her.

The first major theme which emerged was the midwife’s attitude to the
death of a mother. This manifested itself, first, in the ‘experienced’ midwives’
inability to share their experience with those who were ‘inexperienced’:
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The feelings were too raw to share. The affected group kept close together.
(Midwife 04)

The development of this ‘in group’, however, meant that those without this
experience were treated as outsiders. This clearly prevents the ‘inexperi-
enced’ midwife from learning from her ‘experienced’ colleagues. This exclu-
sion may serve to aggravate the ‘conspiracy of silence’ which surrounds
maternal death:

Part of the problem is that people say it does not happen in this country.
You don’t think about it happening.

(Midwife 08)

This concern was articulated very clearly by another midwife who was clearly
uneasy about this silence and the element of superstitious or magical
thinking associated with it:

It’s almost as if the subject doesn’t exist. What’s written is about a
husband who’s bereaved . . . but there’s nothing for maternal death.
There just isn’t enough mentioned about it. It’s like a dark subject which
we won’t talk about in case it happens.

RM: Do you think that’s the reason for avoiding it?

I think so. It’s almost as if it jinxes you if you talk about it. Plus I don’t
think that people really know how to talk about maternal death. Even if
it happens in a hospital, a sort of gloom and a pall sort of descends over
the place, but nobody will kind of speak to the people involved. So as a
result you’re kind of left out there in the cold – no one talks to you
about it at all. It’s very strange actually.

(Midwife 13)

It may be that these attitudes are not the healthiest way for the midwife to
address this much-feared phenomenon. It is to be hoped that, in the same
way as more open discussion has improved the care of the bereaved mother,
more openness may be helpful to the midwife.

It is not impossible that these less than healthy attitudes may be being
aggravated by another factor which was identified. This factor comprises the
paradox between expectations of childbearing and the reality which the
experienced midwives had encountered. Some of the midwives presented
others’ views of childbearing as naïve:

Because the attitude is that it’s pregnancy and that’s OK and people
don’t die when they’re young or of pregnancy.

(Midwife 14)
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I have found that students have actually asked me isn’t midwifery a
wonderful thing. And I say not always – when things go wrong it’s not
very nice at all. And that takes people by surprise.

(Midwife 19)

The direct entry students found the whole thing difficult because they
thought they’d come into an area that was happy and it was turning out
to be different from what they’d expected.

(Midwife 14)

What these lay people and students were encountering, though, was an
experience which verged on a disaster in terms of its intensity, if not its
extent. In the same way, the midwives found themselves unready to cope
with the reality facing them:

No one had spoken to me at all about the situations leading to maternal
death during my training. I think it was only mentioned occasionally and
I was not at all prepared.

(Midwife 19)

Those midwives who did accept maternal death as a reality assumed that it
happened to others:

So there’s an enormous, a huge, sense of disbelief that it’s happening
and also because we are dealing with young fit women and y’know I do
have the greatest respect for obstetricians. There’s also a sense of the fact
that Dr A or Dr B is there and really the woman will be all right. There
aren’t terribly many things that aren’t solvable.

(Midwife 24)

I am sure you can appreciate that after ten years’ practice I never
expected to be involved with the death of a mother. I presumed that, as
we were in the 1980s and I was working in a small maternity, that it just
could not happen. How wrong I was.

(Midwife 30)

Yes that’s what I mean, yes, that it happens somewhere else or to some-
one else or bad managing or bad communicating or caring scenarios or
not in their unit. It happens up the road but it doesn’t happen to us. Yes,
I think that’s a lot of the problem.

(Midwife 14)

There appears to be a defensive system operating, which is intended to
protect from this unacceptable reality. The problem of what is effectively a
form of occupational denial means that the midwife is not only unable to
contemplate the possibility of a maternal death, but she is also unable to
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prepare herself for that possibility. That such preparation is feasible was
fervently denied by some informants:

RM: Others might like to prepare themselves as far as you’re able to.
MIDWIFE: Oh, I don’t think you can, can you? How can you for such

a. . . . You just don’t know how you’d feel, y’know, until it happens.
(Midwife 16)

You can’t prepare yourself in some ways for it. I mean when we were
doing the supervisors course, they asked what would really worry you as
a supervisor of midwives. And we all said ‘A maternal death’.

(Midwife 18)

Thus, the paradox between the expectations of midwifery and the reality
became disconcertingly clear. This reality also manifested itself in the third
major theme which emerged. This theme comprised the relationship
between the midwife’s professional experience and her personal life. The
most impersonal aspect of this theme was the effect on the midwife’s career
and then her grief and attendance at the funeral. The most personal aspect,
though, is the midwife’s identification with the woman’s experience and with
those near at the time of her death. This identification, because of the ‘grey-
ing’ of the midwifery profession, is likely to be with the mother of the
woman who dies:

I felt absolutely devastated. This is partly because my own daughter is
the same age as she was. I feel that if she ever gets pregnant I’ll be one
worried person [nervous laugh].

(Midwife 21)

These data lead to consideration of coping mechanisms in the event of a
tragedy such as maternal death and the preparation and care for the largely
female occupational group (Cudmore, 1996; Rose et al., 2003).

The role of the supervisor

In the same way as the role of the midwife Manager has been shown to be
important in the care of the grieving mother (please see Chapter 10), the role
of the Supervisor of Midwives has been shown to matter in the context of
the death of a mother (Mander, 1999c). Although the role of the Manager is
clearly different from that of the Supervisor of Midwives (Stapleton et al.,
1998) this distinction has not always been well understood, and this may
have applied to many of the midwives in my study of the midwife’s experience
of caring for a mother who dies.

The Supervisors described how they felt about the trauma of a maternal
death, although in a way it was different from the experience of the clinical
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midwives. In spite of this, though, some Supervisors understood where their
priorities lay:

After all we did have a death before – one of the other Supervisors was
involved – another woman who had a stillbirth and then she bled and she
died on the unit. And the Supervisor said that she found that quite trau-
matic and she went off. She took three or four days off. She said ‘I can’t
cope with this.’ And at the time I thought that is our job really to be there
with the midwives. It’s important that we’re there to support the mid-
wives. I was quite conscious of the need for me to be there for the staff.

(Midwife 18)

Some of the midwives mentioned instances of the Supervisor being
supportive:

We were contacted by our named Supervisor. How it happened was that
there was a Supervisor on that evening when the death occurred and so
she took the lead. My personal Supervisor is actually a community
midwife manager. She operates an open door policy and she’d be there
for me. She’s really excellent. They might see you in the corridor and ask
you if you’re all right, things like that.

(Midwife 14)

For some Supervisors, though, the system did not work so well, especially
when the Supervisor expected her manager to be there for her:

I rushed into my own office and burst into tears. You know, I felt better
after that because people were crying but I sort of felt well I’ve got to
keep going. I’m the Supervisor. I mustn’t break down. Then I went
downstairs to see my boss. The assistant head of midwifery was there.
She was very, very supportive. I was able to tell her that I’d had a dread-
ful – an awful – night. My boss was just coming back from holiday and it
always seems as if something happens when she’s away – it always does.
And I sort of walked in – and I don’t know whether it was the fact that
she’d just got back from holiday or what but she said ‘Oh, God! Now
what’s happened?’ Y’know, but her whole attitude was ‘It’s OK, now that
she’s in ICU.’

(Midwife 18)

The reverse also occurred, when the midwife Manager expected the Super-
visor to offer support:

There was some criticism from my colleagues that I was being ineffective
– that I was not being supportive enough. I suppose that this was my
colleagues being competitive since my promotion to a managerial post.
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It was very much a learning experience for all of us. I had to work out
what was best for the future. I found out what was lacking and this was
support. There was informal support. But a strong supportive frame-
work was lacking. This reflects on midwifery Supervision – there is a
need for best practice guidelines. We all too often find that support is
offered, but it is not given. There is a need for a side-by-side relationship
between the midwife and the Supervisor, which will provide support
through emotional trauma, which is like an emotional eruption.

(Midwife 02)

It is apparent that the Manager and the Supervisor are aware of common
areas in their respective roles, but are not certain how to resolve the overlap.
This is apparent in the following example of the Supervisor not being
supported:

And really through it all I felt that I gave support to everybody who
I could. People – community midwives who came to the area to help us
at the time – I wrote to everybody and thanked them all because I knew
what a hard thing it was for everybody concerned. But personally
I didn’t feel that I got the appropriate amount of support from a more
senior level. Not from my direct line manager anyway or from my
Supervisor of Midwives. And that made it hard because I didn’t feel that
anybody ever said at any point ‘thank you’ for everything that you did,
you did a good job or anything like that. It was only when I wrote down
my statement about it that I realised myself what an onerous task I’d
had. And my support for the other midwives, particularly who were
directly involved, has gone on.

(Midwife 29)

It may be that, as well as emergency procedure protocols to deal with the
events of the tragic incident, the roles of the personnel involved should be
understood, to avoid such ongoing acrimony.

It is apparent from this research project that, in addition to the obvious
disaster which a maternal death constitutes, there are a multiplicity of
human issues which it brings with it. These personal and personnel issues
need to be addressed if the staff providing care in these circumstances are
not to be further and unnecessarily traumatised. It may be that strategies
used to help staff in palliative care should be being used in the care of the
dying mother (Mander and Haroldsdottir, 2002).

One of these human issues is the one that has been raised repeatedly in the
Triennial Confidential Enquiries into Maternal Death (Lewis and Drife,
2004; Lewis et al., 2001). This is the problem of ensuring effective teamwork
in the event of life-threatening maternal illness, possibly leading to maternal
death. The extent and effectiveness of teamworking does not attract any
attention until its absence is observed in the context of the death of a
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mother. It may be suggested that this area of care deserves the attention of
researchers in order to limit the effects of these disasters.

The safe motherhood initiative

It was an Inter-Agency Group which in 1987 focused the world’s attention on
the travesty which is maternal mortality. This group sponsored the confer-
ence in Nairobi which sought to raise world consciousness and begin to
mobilise its resources. The aims which the Nairobi conference articulated, to
reduce the number of maternal deaths by half by 2000, have proved naïvely
optimistic. The extent of the shortfall is spelt out by Shiffman: ‘it is not even
certain that global levels of maternal mortality have declined in the past
decade’ (2003: 1198). This observation ignores the submerged majority of
the iceberg of maternal morbidity.

The reason for this lack of success is less easy to explain. The fact that
maternal mortality levels are a fraction in industrialised countries of what
they are in developing countries may be taken to indicate that the problem is
not insoluble. The knowledge exists among service users and providers in
many developed countries to more or less match the maternity provision to
the community’s needs. It is providing appropriate and acceptable services in
the developing countries which appears to present the major obstacle.

There is considerable diversity about the answer to this problem, to the
extent that it gives the impression of being well-nigh intractable. An example
is one of the basic priorities of the Safe Motherhood Initiative: ensuring
trained and skilled attendance for the birth. While there is no question of
the benefits of skilled attendants, the Safer Motherhood recommendation
appears to be based on a correlation between lack of skilled attendants and
high maternal mortality rates without having established causation. The
research by Chapman (2003), though, shows the complexity of introducing
skilled attendants. In her Mozambican example, cultural factors relating to
the woman’s vulnerability dissuade her from utilising such skilled assistance.
In this way, cultural factors may impair progress at a practical level.

Other impediments may operate at different levels. Shiffman, in his analy-
sis of the Indonesian situation (2003), demonstrates the fickle nature of the
politicians’ agenda. He shows how maternal mortality was all too briefly at
the forefront of the politicians’ concerns. As so often happens, due to a range
of competing demands for their attention, the politicians’ interest in mater-
nal mortality waned. In Indonesia, though, quite serendipitously the spark
of interest was rekindled through the publication of disconcerting mortality
statistics in 1994. This resulted in the re-prioritisation of this issue and a new
‘flurry of safe motherhood activity’ (2003: 1202). In this way, the Indonesian
situation was reinvigorated and rendered more effective.

Shiffman’s (2003) analysis is useful, if only because it provides an indica-
tion of the complexity of the problem of maternal mortality. Recognition of
this complexity is largely lacking in much of the Safe Motherhood literature.
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All too often this problem is regarded as a single issue matter. This may be
because a problem of these dimensions must be broken down into its con-
stituent parts if it is to be rendered manageable. In spite of this, the impres-
sion remains that the various agencies involved are strenuously pursuing
their own agendas with little regard for the issues which do not fit. For
example, Thompson (1999) regards the problem as one of human rights,
whereas in the same publication Thomson (1999) considers the main issue as
international poverty. Fransen (2003) examines maternal mortality in terms
of inequalities in education, finance and health provision. Thompson (2003)
addresses the problem in personal terms and in terms of the role of the
midwife. The solution for Maine and Rosenfield (1999) is found simply in the
provision of medical treatment.

While all of these authorities may be correct as far as they go, they do not
realise that they are not going far enough. It must be recognised that in the
matter of maternal mortality there are many sensitive areas which constitute
‘elephant traps’ and of which agencies, if they are to be effective, must steer
clear. To suggest that maternal mortality is a gender issue may result in
labelling as feminist. In the same way, raising issues of women’s rights may
alienate certain fundamentalist persuasions. If maternal mortality is
regarded as a family planning matter, certain religious groups will exclude
themselves. If the problems of unsafe abortion are being addressed, the
anti-choice/pro-life lobby becomes detached.

The question asked by Maine and Rosenfield (1999) is one that needs a
more comprehensive answer than the medical solution which they provide:
‘The Safe Motherhood Initiative: why has it stalled?’ The answer to the
question of maternal mortality is not the simple solution or the single issue
beloved of the media, or the ‘quick fix’ which politicians need if they are to
be re-elected. The answer must lie in the realm of culture change. Thus, many
aspects of women’s control over their lives need to be addressed, together
with the education of men. Once safe motherhood is accepted as a long-term
challenge which requires serious collaborative commitment at the highest
level, there may be a chance of beginning to resolve the ‘obscenity of maternal
mortality’ (Thomson, 2003).

Conclusion

In this chapter I have attempted to move maternal death away from the
medical and epidemiological corner to which it has been relegated. I have
sought to bring it into the arena of culture, care and grief. In order to do this,
I have introduced some personal and political aspects. I have also indicated
certain areas in which research is still very much needed.
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10 Staff reactions and support

Observing their reactions to the loss of a baby, a psychiatrist described
how staff are ‘flung apart’ by such a loss (Bourne, 1979). In this chapter
I look at how members of staff are or are not able to cope with the experi-
ence of being ‘flung apart’ and the solutions which have been suggested to
help them.

The relevance of Bourne’s observation becomes clear in Curtis’s oral
history account of midwives attending the birth of a stillborn baby (2000).
The midwife informants who began their practice between 1959 and 1968
recounted the practice of quickly removing the baby. This has become known
as the ‘rugby pass approach’: ‘once it was delivered and it was dead it was just
sort of wrapped up and put away’ (2000: 528). The rationale for this hasty
removal was founded on the then widespread misunderstanding of the griev-
ing process and our misplaced desire to protect the mother from further
unnecessary anguish. This misunderstanding is implicit in the subsequent
comments by Bourne in which, focusing on our medical colleagues, he
reports the lack of research and literature relating to perinatal death. His own
earlier research had identified the difficulty that some medical practitioners
face when a baby dies, as evidenced by the inability of general practitioners
to recall even basic factual information, such as the names of families in
which a baby has died (Bourne, 1968).

The reason for the significance of the reaction of the member of staff is
spelt out by Osterweis et al. (1984). Adopting an institutional approach, they
suggest that health care personnel cannot be expected to provide optimal
care and support for the dying and the grieving, unless allowance is made for
both their personal or family tensions and their occupational, especially
grief-related, problems. The need for us as carers to be emotionally secure
has also been raised in more general situations. For example, in a more purely
stress-related context, Cole suggests that ‘in order to have healthy patients
you need to have healthy staff’ (1993). Thus, it may be that emotional health
is a fundamental requirement for those who provide care in potentially
stressful situations.

The reasons why members of staff may experience difficulty in coping
with perinatal death are threefold. First, on a personal level, we find



the death of a baby shocking because it is untimely or unnatural, that is,
outwith the normal cycle of birth, life and death (McHaffie, 2001: 6).
Although as daughters and sons we know that we are likely to grieve the
death of our parents, parents do not expect to have to mourn the death of
their children. Perhaps because of this untimeliness, the loss of a baby raises
many deeply felt, long-hidden and perhaps unrecognised emotions, which
may be associated with our memories and anticipations of past and future
intimate losses.

Second, on a professional level, the loss of a baby represents a failure in
our abilities as carers to perform that function which our chosen occupation
requires of us – assisting with the birth of healthy babies. The fact that
perinatal death has been entitled ‘the ultimate defeat’ (Queenan, 1978) indi-
cates the difficulty which some may encounter in assisting with the care of a
baby who is not alive and healthy. This perception of failure in care gives rise
to negative feelings among professionals, which have been identified by Stack
(1982) in terms of helplessness, defeat, guilt, resentment and failure. The
prospect of the death of a baby, and the negative feelings arising from it, may
result in the desire to avoid that death at any cost (Peppers and Knapp, 1982).
This avoidance develops into a confrontation, in which carers may have to
face the ‘ultimate defeat’ mentioned already.

Third, in terms of our learning, we tend to practise and become more
skilled in doing those things in which we have been trained or in which we
have experience; the corollary of this is that, if we have not been trained or
have not become experienced in handling a particular situation, we will not
only not learn about it, but we may seek to avoid situations exposing our
deficiency and the anxiety it engenders. Buckman (2000) applies this rationale
to the care of the dying adult, but it is not difficult to find similarities with
our care for a grieving mother. He concludes that areas that are ‘out of
bounds’ early in our careers remain that way throughout our working lives.
We may surmise that this sequence may continue indefinitely on a cyclical
basis if the insecurity and anxiety which these ‘no-go’ areas engender
are passed on to future generations of carers for whose education we are
responsible.

It is clear that, for any or all of these reasons, we may find ourselves funda-
mentally, and possibly disconcertingly deeply, affected when a baby is lost.
Whether we are able to recognise in ourselves the extent to which we are
personally affected by such a loss is less clear. The need to identify and
acknowledge the personal implications of a death is fundamental to being
able to care effectively for those who are dying and grieving. Without these
personal precursors, it may be that a range of variably harmful consequences
ensue.

The staff’s personal reactions may result in the need for greater openness,
which still applies to some midwives and their colleagues. In the research
which I have mentioned already (Mander, 1995b), I found that the concept
of professionalism still held sway with some midwives. This emerged in
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what ‘Bessie’ told me when I asked her about sharing tears with a grieving
mother:

There are two schools of thought about it. First, there is the old school
which says that you must retain your professional thing quite intact. The
second view is that you grieve with the woman. I think that it really
depends on the midwife and the woman. I am quite happy to hold her
hand or to put my arm around her shoulder, but I think you need to stay
a professional.

Other health care providers have found a similar difficulty in coping with the
grieving mother or couple:

It was the way [the registrar] came in several times and he just stared at us
. . . didn’t say nothing. . . . I don’t know whether he couldn’t handle
it. . . . He just stared at us. Sort of to say, ‘There’s nothing I can really
do much’.

(Moulder, 1998: 126)

That some recognition is emerging appears in a later informant’s comment:

I wish there was something that you could give [the grieving mother] in
the way of support. But I don’t know whether that’s possible really and,
I don’t know, perhaps the doctor isn’t the right person to become
involved.

(Moulder, 1998: 126)

This need for greater openness may relate not only to our ability to pro-
vide care, but also to our experience of providing that care. In a caring
situation it might be suggested that experiencing the actual pain of caring for
a grieving mother is part of the caring experience, and the pain of caring may
help us to care more effectively. In the same way as grief provides the
bereaved person with opportunities for personal growth, caring for a griev-
ing mother may facilitate personal and professional growth and real inter-
action. Thus, teaching of health care providers in general and midwives in
particular needs to focus on the reality of care in loss, including teaching
about genuine engagement rather than superficial attitudes as exemplified in
the ‘rugger pass’ approach.

Stress

It seems self-evident that the reasons why staff experience difficulty are also
reasons likely to engender stress in care providers. Unfortunately, as Carlisle
and colleagues found in 1994 and still applies, stress among midwives has
been subjected to minimal research attention. More typically, the stress
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experienced by nurses has been applied to the maternity setting, such as
nurses caring for dying adults in a palliative care setting (Kirstjanson et al.,
2001). These nurses’ stress was found to be aggravated by their inability to
prevent the more unsettling deaths.

The extent to which caring for a grieving mother is stressful for us as carers
emerged during my research (Mander, 1995b). In the course of her interview,
Kay explained that, for midwives, the stress of grief is likely to be super-
imposed on the, usually tolerable, stress level associated with conscientious
practice:

KAY: It’s a difficult situation. . . . It’s a situation of grief; anybody who’s
trained as a nurse will tell you that working with people who are dying is
a very stressful occupation. Midwifery per se – delivering healthy babies
– is stressful ’cos there’s always the worry of ‘I hope everything’s all
right’.

The way in which Kay talked about ‘stress’ reflects the current general usage
of this word. We tend to perceive stress as a uniformly negative phenom-
enon, arising from a range of unpleasant experiences to which we are sub-
jected (Conduit, 1995). This perception of the invariably negative nature of
stress was called into question by the work of Selye (1956), when he looked
at stress in physiological terms and concluded that it is a universal adaptive
response. He named this response the General Adaptation Syndrome, or
‘GAS’. Although many of our ideas about stress have moved on since Selye
undertook his work, we should give him credit for his emphasis on the likeli-
hood of stress being a response to a range of possibly threatening, challenging
or even enjoyable stimuli (Selye, 1980).

Selye’s account of the nature of stress neglected the significance of indi-
vidual factors, such as emotional and physiological characteristics, in the
interpretation of stress. The interactionist explanation of stress is now more
generally accepted (Lazarus, 1976), which interprets stress as the interaction
of the relevant features of the environment with the person who is perceiving
the situation.

The interactionist view recognises that different people interpret the same
situation as threatening, challenging or enjoyable to differing extents. The
interpretation of the same person may also differ, possibly over time, associ-
ated with learning about a situation or possibly due to other factors which
make the person more or less vulnerable. A crucial feature of the interaction-
ist view of stress is the significance of the person’s interpretation of the
situation in which they find themselves. We need to be wary of belittling
another person’s perception of the stress they experience – as with certain
other phenomena we should accept that it is what the person experiencing it
says it is.

The stress which is experienced by those staff involved in the loss of a
baby is a topic which has been widely neglected. The reaction of the nurse
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caring for an adult who is dying has been studied in North America and the
reactions of student nurses have been studied in the UK (Bailey and Clarke,
1991). These authors suggest that the response of the nurse to the death of a
patient is variable and includes positive as well as negative elements. The
positive aspects include feelings of the nurse having done her best for the
patient or having helped the relatives in the most appropriate way. The less
positive aspects may include any of the many emotions which we face when a
person dies.

Bailey and Clarke (1991) discuss the relative merits of the nurse being older
and/or more experienced in helping her to perceive death and dying as less
negatively stressful. In her research, Hockley (1989) found that experience
made little difference to the degree of anxiety the nurse feels when caring for
a dying adult, but the focus of that anxiety does differ. Those nurses with less
experience tend to be more concerned about controlling their own emotions,
whereas more experienced nurses worry about their responsibility to the
patient and the relatives. Judging the value of age and experience in coping
with perinatal death is even harder. This is because it is complicated by, first,
the way in which we as carers in the maternity area identify strongly with
those for whom we care and, second, the not insignificant input of personal
childbearing experience into our care (Mander, 1992b).

Factors contributing to stress

Certain features, the midwives in my recent study told me, exacerbated
their perception of stress associated with the loss of a baby. These features
increased their vulnerability and may have compromised the care they were
able to provide for the grieving mother.

Difficulty

The midwives described the challenge which caring for a grieving mother
presents; this relates to the threefold difficulties which I have mentioned
already. Although learning about a situation may lower the stress which it
engenders, Hattie, a midwife with many years’ experience, told me how caring
for this mother did not become easier for her:

HATTIE: No matter how many of these mothers you deal with, it’s always
a very difficult situation. It’s not easy having to cope with your own
emotions and to care for the mother as well.

Part of this difficulty may be due to the problems which we as carers face in
recognising our own emotions, which is clearly a prerequisite if we are to
provide effective care through good communication:

BETTY: It’s hard for them and it’s hard for us to talk about the death, so we

Staff reactions and support 149



have to work hard to build up a relationship in which they can express
their feelings.

Occasionally the non-verbal messages given by the midwife warned me that
her difficulties with even discussing the grieving mother were too sensitive
for me to probe any further:

FLORRIE: I think it is a personal thing with me. It is not something I would like
to have to deal with. I would find it quite difficult.

A perceptive comment by Queeny about the difficulty of staff in caring for
the grieving mother was accompanied by a facial expression which suggested
that she was aware that what she was saying might not be generally acceptable:

QUEENY: I can’t help feeling that sometimes the staff have difficulty caring
for this woman and this may be part of the reason for her getting home
so soon.

Queeny’s comment endorses my earlier suggestion that our difficulties in
caring for the grieving mother may be associated with our sense of failure
and may lead to avoidance of further potentially painful encounters. The
problems which we encounter when communicating with dying people and
their relatives are well known. Fanny spelt out the feelings shared by the
midwives I interviewed:

FANNY: I find a lot of times it’s very difficult to know what to say to them.
Obviously, you don’t want to upset them any more than they already are.
Sometimes it’s difficult to know whether they want to talk about it or
whether they don’t want to talk about it. I think that’s very difficult. But
they need to talk.

Midwives told me how, ordinarily, they use the prospect of the mother having
a healthy baby to encourage her during her labour. Being unable to use this
form of encouragement was sadly missed and caused the midwife to experi-
ence difficulty which would aggravate any pre-existing stress:

IRENE: Usually when I’m caring for women in labour, I take a very positive
approach and tell them that their contractions are bringing them nearer
to the birth of the baby . . . you can’t say this and so it is difficult to
encourage her, so it has to be more a case of ‘one pain at a time’.

Being aware that she ‘can’t say’ certain things acts as a further source of stress
with which the midwife has to cope.

Those midwives who work primarily in the community encounter difficul-
ties which might be solved relatively simply, such as the postnatal check
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which is usually undertaken in the mother’s home. Grieving parents were
said to have assumed that the midwife is there to examine the baby; this
apparent error in care may cause further unhappiness if the parents are not
warned that the midwife will be coming to visit the mother.

Although some of the difficulties we encounter when caring for grieving
parents are fundamentally profound, others are merely organisational mat-
ters which are easily solved or, preferably, prevented. These organisational
matters emerged in the study by Carlisle and colleagues (1994).

Lack of a happy outcome

Some of the staff who work in the maternity area are first attracted to it
because they expect it to be a ‘happy’ area in which to work. Medical writers
are very much aware of the relative rarity of perinatal death and that this may
be seen as a benefit. Bourne (1979) supports this view and states that the
attraction of obstetrics is in its healthy orientation and the possibility of
‘some legitimate retreat from death and disease’. He goes on to spell out the
unsuitability of this mental stance for the, albeit rare, perinatal deaths, the
unhealthy consequences and the potential for psychiatrists to contribute
more constructively. Likewise, Peppers and Knapp (1982) describe the parti-
cular difficulty that physicians may have in dealing with death, requiring that
it be avoided at all costs, going on to state that, for obstetricians and paedi-
atricians, the acceptance of perinatal death may be especially challenging.
This difficulty may be explained by the unrealistically high standards which
medical staff may set themselves in their fight against perinatal deaths, result-
ing in the painful personal costs which have to be paid by the staff member.
In their discussion of the prevalence of the death-denying culture which we
inhabit, Zimmermann and Rodin (2004) recognise that this criticism applies
at least equally to medical practitioners. It may be that nurses and midwives
are ahead of their medical colleagues in their realisation that death and dying
are fundamental aspects of human life and, as such, deserve as high a standard
of care as any other.

The comments of Irene (above) indicate the way in which midwives perceive
the need to behave in a different, perhaps less relaxed, way if the mother will
be grieving not having her baby with her. The regret for the absence of the
usual happy ending is apparent in a comment by Josie:

JOSIE: Whereas with the lady who had an intra-uterine death . . . you haven’t
got a happy outcome at the end of it. It is a totally different situation
you’ve actually got to cope with.

Unpreparedness to care for a mother who is grieving the loss of a baby
may cause difficulties, especially for those who come into maternity care
anticipating that it will be invariably enjoyable.
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The mother’s anger

An aspect of the grief reaction which exemplifies the contrast with the usual
happy outcome and with which carers find particular difficulty in coping is
anger. Although her anger is largely unfocused, for those of us who are with
the mother on a twenty-four-hour basis, we will inevitably be on the receiving
end of these powerful emotions:

NANCY: Some people are really angry at first especially with hospital staff.
They feel that maybe the hospital was at fault or whatever; then some
people just feel angry. I think that’s part of the grieving process. I think
you’ve just got to wait till the anger subsides and accept it.

RM: D’you find that a bit hard to take?
NANCY: I suppose that it is difficult but you’ve got to realise that it’s just part

and parcel of the whole process and not hold it against anyone for
feeling that.

As well as the possibility of perceiving her anger as a personal insult, we have
to consider its effect on our ability to care for the mother. Ruby indicates that
it may act as a barrier to communication and, hence, caring:

RUBY: The staff maybe resent that so much of the anger is directed towards
them. They have to get over that barrier initially.

While recognising the difficulty, Ginnie indicates a mind set which helps her
to work through the mother’s superficial confrontational stance:

GINNIE: Well, I don’t think you would be human if you didn’t [find the anger
hard to take]. But you’ve got to remember that it is not directed person-
ally at you . . . y’know. I mean obviously this woman has had a very
traumatic experience, so I don’t really find it hard to take. As I say,
you’ve got to get to know the woman; it’s very important.

Getting to know the woman, in spite of the antagonistic facade which she
presents, imposes heavy demands on the resources of those caring for her. It
is necessary now to consider the nature and adequacy of those resources.

Limited resources

The care which we are able to provide for the grieving mother is constrained
in a number of ways. The resources which we have at our disposal are finite,
unlike the demands, which often appear infinite. In considering the limita-
tions on what we are able to offer the grieving mother, I focus, first, on
the personal factors which are integral to us as carers and, second, on the
organisational or more external facilities.
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Personal factors

The midwives I interviewed were aware of their own shortcomings and were
far from complacent about their care:

KAY: You just don’t know what to tell a mother that’s losing her baby or
giving birth to a baby that well may not live.

The midwives told me that part of their concern related to their limited
knowledge, which they attributed to inexperience due to the infrequency
with which they encounter perinatal loss:

TRUDY: There is a great danger that the parents may be given incorrect infor-
mation about some aspect, particularly of the procedures involved. This
is probably because it is such an infrequent experience for each midwife
and so she may not have very much knowledge about it.

Although our minds may inevitably turn first to the problems faced by staff
in the labour ward, those who work with mothers postnatally face similar
difficulties:

NELLIE: I can’t say that I was particularly well prepared to cope. . . . I’d never
actually met a mother who’d lost her baby before. . . . I came on [duty]
and was told there was a mother who’d had a stillbirth and I remember
the first time I went in to see her and I thought I’ve got to see to this
woman and I’ve got nothing to say to this woman. There is nothing I can
say to this woman to help her. How do I cope with her and support her?

Wendy spelt out the feelings of inadequacy to which Nellie was referring:

WENDY: We’re just not sure what to say in a situation such as that and we are
frightened to put our foot in it and we’re frightened of the reaction
of the mum. [The midwife’s] emotions are so fraught at these times,
nervous, in case we say the wrong thing or do the wrong thing.

The midwives told me of how they thought that these feelings of inadequacy
might be remedied:

EFFIE: I think at that time, having looked after somebody like that . . . your
own feelings of inadequacy at that time, you felt you wanted to go and
read just to see if there was anything – what other views there were and
what you should do in that situation.

FLORRIE: The other thing I would say is that we as midwives should have some
special counselling or it should be necessary for all of us to attend some
type of course, seminar or whatever so we are better equipped to deal
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with it. ’Cos until I came to this [labour] ward about three months ago I
had never come across these women.

Their lack of experience in caring for a grieving mother may be partly due to
the practice in some units of only particular staff being involved. Clearly the
expertise of the bereavement counsellor is helpful to the grieving mother,
but other staff find that their own anxieties and feelings of inadequacy are
aggravated:

QUEENY: I find, and I’m sure a lot of other midwives do, difficulty in treating
this lady. This is because it’s the Nursing Officer who counsels her and
so the midwives don’t get much opportunity to talk to her.

Organisational factors

In her research, Hockley (1989) found that nurses caring for adults who were
dying experienced stress when they were unable, due to lack of time, to
provide the care which they knew to be necessary. In the same way the need
to be able to spend time being available to the grieving mother caused many
midwives to be acutely conscious of the pressures on their working time.

DEIDRE: In the [. . .] wards I think it is a bit more difficult because you have
people coming up after having a stillbirth and often you have several
patients to look after or you are in charge and you don’t have a lot of
time to spend with them, or not enough time.

This in turn made them realise the deficiencies in their care:

NELLIE: We try our best to give them as much time to talk to us as possible.
But I feel that really that isn’t as good as we should be doing. We should
be able to say I’m going to be here for an hour so; let’s sit down and talk
about it. What is really needed is more time to allow us to talk to these
mothers and provide reassurance about the things that worry them. How
we achieve this is not quite so easy. Perhaps we need more staff, or it
may be that we could do with less patients.

The difficulties the midwives faced in prioritising their work became over-
whelmingly clear. Problems of resources were also recognised as outwith
both the midwife’s province and the health service:

GINNIE: I sometimes feel like banging my head off the wall. I can’t give them
enough support. My anger is with myself and with others, such as the
social work departments – they don’t have enough resources to care as
much as these mothers need. Some of them are quite comfortably off
while others have got nothing. I often feel frustrated that I am unable to
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do more for them. All these cutbacks mean that the mothers aren’t
getting so many milk tokens and because the milk firms have stopped
giving out samples we can’t even help them out with those any more.

The frustration clearly articulated by Ginnie was apparent in Kay’s com-
ments about the organisational resources available to support her:

KAY: It’s very stressful and I think senior midwives, they often push someone
in who they think can cope with the situation and leave them to it,
without really realising that that midwife needs support as well. It’s not
easy. It’s stressful. We’re not talking about a normal day’s work – it’s
not a normal day’s work – this happens maybe once every six months to
every midwife if they’re very unfortunate, maybe less often. So I think
they need support. I think very often you’re just left to get on with it –
just by sheer workload, y’know, of a unit. And I think senior midwives
have got to realise that that person has got to get some TLC as well.

Kay recognises that managers should make allowance for our need for ‘tender
loving care’ (TLC), reminding us of the manager’s responsibility for the
working environment. This environment should be conducive to the provi-
sion of an optimal standard of care as well as being safe, that is not harmful,
for staff. The work of Carlisle and her colleagues (1994) suggests that mid-
wives’ working environment may not comply with the latter standard in that
their working environment is more likely to engender stress than that in
which nurses practise. That Carlisle and colleagues’ slightly dated findings
are still relevant is endorsed by the work of Jowett (2003). The stress-related
features of the maternity environment include, according to Carlisle and
colleagues, discontinuity of care, lack of engagement with individual
women, lack of support and limited autonomy. It may be that what Carlisle
and colleagues unwittingly identified is the paradox between midwives’ high
expectations of autonomy and fulfilment and their disappointment with
working in NHS institutions. As a nurse, Carlisle may be unaware of the
level of the aspirations which new midwives bring with them and the con-
trast between those aspirations and the reality of providing a maternity
service.

Kay’s reference to ‘TLC’ resonates with Niven’s thoughts about the multi-
plicity of demands on health care professionals (1992). She compares the
stress experienced by a new mother in caring for and caring about her new
baby with the stress that we may encounter when responding to the needs of
the mothers in our care, as well as the demands of our lives outside our
work. Although these non-work activities may be stressful in a negative
sense, they may also provide us with an opportunity to ‘recharge our batter-
ies’ and help us to get our work challenges into perspective. This brings us to
consider how we, as members of staff, are helped to cope with the stress of
these aspects of our work.
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Factors helping to alleviate stress

So far in this chapter I have shown that the difficulties that we encounter
when a mother is grieving are due to the way in which factors within our-
selves interact with factors in the environment. These difficulties were
described by the midwives in my recent study in terms of ‘stress’ which they,
like many others, perceived entirely negatively. Stress may manifest itself in
the early stages in the form of sickness absence or absenteeism or accidents
or errors and in the later stages in what has become known as ‘burnout’
(Maslach, 1982; Hillhouse and Adler, 1997). We may regard sickness absence
as a coping strategy, which probably equates in terms of helpfulness with
those listed by Lazarus (1976) including denial, escape, displacement and
intellectualisation. In this section we will be thinking about the more con-
structive and supportive methods which are used and have been suggested
to adjust to stress generally (Mander, 2001c) and to the stress of caring for a
grieving mother in particular.

There may be difficulty in either offering or accepting support to or from
colleagues. Bond (1986) suggests that our own expectations and those of
people near to us may prevent us from admitting our need for support.
Additionally, an element of ‘reaction formation’ may be present, through
which we act ‘in the opposite direction to an impulse or desire which is being
repressed’ (Drever, 1964). We may find either or both of these mechanisms
in action to conceal our vulnerability.

The largely adverse press which peer support has received in the nursing
culture has been summarised by Sutherland as ‘a pejorative term which is
applied only to people who are considered weak’ (Cole, 1993). This observa-
tion appears to be supported by the experience of Annie:

ANNIE: There can be situations where the support [from my colleagues] would
be lacking. I think that it is isolated. I don’t think it is a general rule . . .
isolated incidences where support maybe wasn’t there. I would say that
all [this sounds terrible] – all the different kind of paperwork and every-
thing, I would say you have a lot of help with that, but emotionally I
wouldn’t say that I have had particularly any help in that kind of way.

In spite of all these adverse observations, we can all call to mind occasions
when we have found timely and effective support among our colleagues.

Peer support

Midwives’ ability to support each other, as I have mentioned already, is vari-
able (Kirkham, 1999). In terms of the limited provision of peer support,
Stapleton and her colleagues (1998) show the painfully stark contrast between
the support which midwives feel they should, and presumably do, provide
for the childbearing woman, and the support which they make available for
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each other. It may be assumed that this extension of such supportive
behaviour to colleagues may be so commonplace that it is taken for granted.
This important and authoritative research project, however, suggests that this
is far from the case: ‘there was a painful contradiction between their need for
support, and the fact that the culture of midwifery could not acknowledge,
nor provide for that need’ (Stapleton et al., 1998: 142).

On the other hand, my research project on the midwife’s experience of
caring for a mother who dies (1999b; see Chapter 9) shows that in a compar-
able situation collegial support is able to be both timely and satisfying. In
fact, the support provided on an informal basis by her midwife colleagues
was the most highly valued of all sources of support for the midwife who
had cared for a mother who died. This finding is comparable with the obser-
vation of the benefits of ‘mutual support’ (Stapleton et al., 1998: 142) and
‘fellow workers’ support’ (Munro et al., 1998). The form which this support
assumes may have been little more than a brief ‘How’s things?’ when passing
in a corridor. Alternatively, it may have been in the form of a few tears shared
in the quiet of the staff coffee room.

This satisfying collegial support was not necessarily real. The potential for
support or the perception of that support may have been sufficient. This
often took the form of colleagues exchanging phone numbers with genuine
encouragement to make contact if needed (Munro et al., 1998; Metts et al.,
1994).

And those of us who are kind of late 40s and have seen it before – we try
really hard if there’s a junior staff midwife involved to say ‘Look, here’s
my home phone number . . .’

(Midwife 13)

Occasionally, for a minority of midwives, this collegial support was not
felt to be forthcoming. Such a lack of support applied to one of the mid-
wives, who was so seriously affected by the experience that she became
unwell and withdrew from midwifery practice for a while. It also applied to
another midwife who had been temporarily thought to have been practising
negligently: she felt unsupported to the point of ostracism for the few days
while the standard of her practice was being seriously questioned:

First of all there was no support for me, but when it was found that I was
not to blame all the people around were more supportive of me. The
only support I had was the head nurse, who was supportive throughout –
right from the start and also my two close friends. The memory of it has
stayed there ever since and it always will be with me.

(Midwife 28)

For midwives such as Midwife 28, where collegial support was unforthcom-
ing, the occupational and social isolation which the midwife inevitably seems
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to feel as a result of the death of a mother was seriously aggravated (Sarason
et al., 1994; Hingley and Marks, 1991).

But I found it quite an isolating situation. Because maternal death isn’t
something that happens every day, thank the Lord, and I found it isolat-
ing because people would come to me and say ‘I don’t know what to say
to you because this hasn’t happened to me and I don’t know how you’re
feeling’ and a lot of people actually wrote that down.

(Midwife 12)

A form of support which emerged as crucially valuable was that which arose
out of the shared experience of the midwives who had actually been present
when the mother died. Usually this shared experience related to the death of
one particular woman, but for some midwives it applied to events which may
have been separated by years and continents.

MIDWIFE: I think the midwife who was the senior midwife, she was very
understanding. Probably because she’d been there for many years but
she’s retired now. She’d had a maternal death about five years previously
and so she had experienced what I was going through.
RM: Her experience equated with yours?
MIDWIFE: Yes. Yes. And she spent a great deal of time with me.

(Midwife 22)

The midwife who found the support of another who had had a similar
experience appreciated the insights which they were able to share together.
This need to share the experience applied more particularly to those who
may have cared for one mother around the time of her death. Thus, the
sharing of the experience of loss emerged as highly supportive to the mid-
wife or midwives who was or were seeking to recover from the death of a
mother.

Just after her death I had a strong feeling of wanting to be more with the
colleagues who were there at the time. . . . After the shift finished I found
that I wanted to be with my colleagues who had shared that experience.
There was a need for us to be together. We just sat there and did not do
anything. There was some tea made, but it did not get poured. We did
not want to leave. It was really a case of just being together. We were all
very shocked and quiet. The affected staff were keeping close. Our feel-
ings were such that could not be shared with others. The feelings were
too raw to share. The affected group kept close together

(Midwife 04)

I found it a lot easier to talk to midwives and to take their sympathy if
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they’d either been there on the day it happened and worked with me
through that day or worked with [the woman] the two or three days
before. I found it much more difficult to talk to people who did not even
know [the woman] even though they were being really good and trying to
be very supportive as well, in the best way that they knew how.

(Midwife 12)

This ‘closed circle’ of midwives who had shared the experience was obvi-
ously very supportive to those who were part of it, but for some midwives
being or not being involved in a particular incident became divisive. These
divisions emerged in the form of criticism of those who were involved, as
reported to me by a non-clinical midwife who had been closely involved with
the death of a mother and who had sought to deal with these divisions in the
staff of the maternity unit.

after it had happened some of the other midwives in the unit who
weren’t there on [duty] that Sunday, or the Monday, y’know, were pass-
ing comments. ‘Oh well yes of course she was in pain or they should’ve
done so and so’ . . . or whatever or ‘Yes, well, I know [the family] and
they are going to complain.’ And that was quite hurtful. I said ‘You
weren’t there at the time, you don’t know what was happening and if you
can’t say anything constructive . . .’

(Midwife 18)

Managers’ support

As the words of Midwife 18 (above) show, the midwife manager has an
important role to play in both providing and facilitating support for vulner-
able staff members, including both those affected by the death of a mother
and those caring for a grieving mother. The manager’s role encompasses both
her expectations of her staff being able to cope and the provision of
adequate human resources; adequacy refers to the appropriate number of
staff and those with the relevant skills. The need for the manager at the level
of the ward or other clinical area to be aware of any emotional vulnerability
in any of her staff is discussed in Chapter 11.

In her account of one clinical area in a major maternity unit, Foster
emphasises the role of the manager in providing effective support for staff in
situations of loss (1996). She argues that the midwifery manager needs to
understand and recognise the stressors under which midwifery and other
staff provide care. Such understanding, she proposes, influences the working
environment for the better and, indirectly, the care which is offered. In her
account of managing nursing in a palliative care setting, Lugton (1989)
shows how senior staff are encouraged to serve as role models, possibly by
encouraging other staff to accompany them when they are speaking with
people who are dying or grieving. Lugton also highlights the role of managers
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in creating an organisationally secure environment, meaning that staff
understand the extent and limits of their own and each other’s roles and are
able to function within them. This is likely to prevent conflicts between staff,
which may give rise to confusion and uncertainty among those for whom
they care.

We should also recognise the ability of a manager to establish the kind of
therapeutic milieu in which clinical nurses and midwives are able to provide
genuinely helpful care for people who are grieving. In one maternity unit, I
was told repeatedly about the admirable management skills of a midwife
whose job was threatened due to the recent closure of a clinical area:

YOLANDY: We had a very good senior midwife up there. She really helped us a
lot and helped us to cope a lot.

In view of their overwhelming perception of working under pressure, the
need for managerial action to provide adequate numbers of appropriately
skilled staff becomes even more important:

MOLLY: Spending enough time listening to the mother can be difficult in these
big wards. When you have twenty-eight or thirty-two patients in the
ward it can be, and you only have four staff.

Some of the midwives told me how they made decisions about prioritising
their own work and Gay recounted how she sought support from midwives
in another area:

GAY: Well, that lady that had the stillbirth, we were busy that day but I just
stayed with her. Y’know, and the rest of the patients I dealt with when
the other staff came on. Y’know? I’m just going from that one experi-
ence that I had. I really stayed with her until she went down to the labour
ward. She got priority. Yeah. And you can always ring to the labour ward
– if they’re quiet – for help, which is quite good in this unit. If the place
is quiet they’ll come up and give you a helping hand.

I have been considering the role of the manager in providing support for
individual midwives who feel negatively stressed by the demands of their
work and the limited resources available to them. These short-term manager-
ial interventions provide much-needed on-the-spot support, but they have to
be reinforced by more long-term, ongoing support which, in the same way, is
likely to result from management innovation.

Support and other interventions

In this section I look at the more formal organisation of support for staff
caring for the mother who is grieving. These interventions have been classified
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using a public health orientation according to their relationship with the
onset of symptoms of stress (Van Wyk et al., 2004; Reynolds, 1997). This
categorisation begins with primary prevention, which aims to prevent the
onset of problems by removing causative factors in the individual’s working
environment. Examples would include changing adverse job characteristics
or increasing the individual’s autonomy and control over their work.

Secondary prevention in a public health sense seeks to reduce the severity
and/or duration of health problems in order to reduce the risk of them
becoming chronic or disabling. In the work setting, secondary intervention
would include the identification of employees who are considered as being at
risk of stress-related health problems and intervening to prevent their
deterioration. The interventions would comprise educational opportunities
to help these employees to cope more healthily with the challenges which
their work imposes.

Tertiary interventions in public health refer to the treatment of existing
health problems to either cure the condition or limit its damage. In the work
place, tertiary interventions would include debriefing, rehabilitation, medical
treatment or psychotherapy or counselling.

Support groups, which are regarded by Van Wyk (2004) as a form of
secondary prevention, have attracted some interest in the maternity area. In
Southampton a member of the midwifery teaching staff involved a psych-
iatrist in establishing an informal, interdisciplinary support group (Roch,
1987). The group welcomed visitors, such as representatives from SANDS
and other lay support groups and bereaved mothers, to contribute. The
author emphasises the non-hierarchical nature of this group. This lack of a
hierarchical structure is clearly crucial if a support group is to provide the
safe environment in which more reluctant colleagues are able to ‘open up’.
The organisers deserve credit for breaking through the hierarchical barriers,
although unfortunately we are not told how this remarkable feat was
achieved, as this structure is all too pervasive in midwifery. Similarly, the
multidisciplinary nature of this group appears to be another of its strengths.
The membership includes a range of personnel, some of whom are based
outwith the hospital and outwith nursing and midwifery disciplines. The
reluctance of medical staff to become involved is clearly a source of regret to
the organisers and we may question the reason for such reluctance.

In Preston a support group with a different remit was established (Sherratt,
1987). Interaction between lay people and professional carers is a priority for
this group; consciousness-raising features as a major element – ‘the topic
needed to be brought to the notice of the general public’. The support of
members of staff appears to be secondary to providing information and help
for grieving parents and those near to them. In spite of this, the passage of
information is clearly a two-way exercise; this results in staff learning, from
those who have actually experienced perinatal grief, of the most appropriate
way to care.

An account of setting up a medical and nursing staff group in a NNU
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indicates some of the problems encountered (Bender and Swan-Parente,
1983). Non-attendance was initially a problem, which the organisers solved
by negotiation with nursing managers about the provision of suitable
accommodation and time. Non-attendance may have been due to the lack of
a safe environment and anxiety about the maintenance of personal defence
systems. A generally acceptable format eventually evolved, in which staff
built on known case histories.

In the context of establishing a terminal care support team, Dunlop and
Hockley (1990) explore the necessity for and pitfalls of organising an ongoing
multidisciplinary support group. They describe how the honeymoon period
for the group was ended by the realisation of the actuality of the task and
mismatches between needs and skills. The impact of death shocked some
group members’ as did the perception of lack of support from ‘uncoopera-
tive doctors, unfeeling nurses and ungrateful patients’. Gradually personal
and professional conflicts within the group became evident and the tendency
to suppress them was overcome. Dunlop and Hockley refer to the group
coping mechanism as ‘chronic niceness’, which was a short-term strategy to
disguise the inevitable ill-feelings. Such feelings were discussed with group
members other than the one directly involved, engendering factions and
further disruption. Several months of ‘chronic niceness’ were necessary
before the group felt safe enough with each other to respect others’ strengths
and to give them credit in a non-paternalistic way. These authors show us the
value of group meetings for reflecting on difficult events. While working out
‘what and who’ made the situation difficult, allocating blame became a pit-
fall. Dunlop and Hockley go on to spell out the value of out-of-work group
activities in helping to build relationships. Examples include pub lunches,
theatre visits, picnics and other outings.

A major benefit of support groups lies in their ability to help us to work
towards more realistic goals in our care of the dying. Our failure to meet
unrealistic expectations may lead to withdrawal from involvement with
patients, their relatives and colleagues. We may use a suitably safe and sup-
portive group to ventilate our feelings of inadequacy. If we are able to deal
with our negative feelings in this way, there are benefits not only for those for
whom we care, but we, the carers, are likely to be more satisfied with the
support we provide.

In advocating the introduction of peer support groups, Bond (1986)
recognises the largely untapped ability of nurses to support each other.
Referring to other non-peer support groups, she draws our attention to the
willingness of ‘group leaders’, who tend to be male, to listen to the difficul-
ties of a largely female caring staff. In contrast to this willingness to lead and
listen, she highlights the reluctance of these leaders to relinquish their obvi-
ously responsible role by facilitating leadership skills within the group.
Bond’s accusation of such groups generating dependency among female
colleagues may carry a familiar ring.

A problem which affects the organisation of support groups is the difficulty
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of making time. By definition, those of us who work in stressful environ-
ments are short of time. The question inevitably arises of how we, as indi-
viduals, are able to find time to give and receive support. Is it possible or
appropriate for those of us who work in high-tech or otherwise stressful
areas to assume that our employers will allow time for this form of recovery?
The problem of time was raised by Bender and Swan-Parente (1983) and also
by Roch (1987). The solution to which Roch and her colleagues resorted, was
to arrange the group sessions to be held during the changeover of shifts,
when traditionally there has been an overlap resulting in an approximately
two-hour period with a double staff complement. Because this ‘overlap’ has
been used for a range of activities which some consider inessential, such as
meetings or teaching, the overlap has now disappeared. The result is that
alternative time slots now have to be identified. The limited extent to which
health authorities are prepared to make time available for support activities is
raised by Cole (1993) in the context of group counselling. He shows us that
the unpreparedness of employing authorities to allow support time reflects
the limited priority given to staff welfare and perhaps, indirectly, to the
support of those for whom we care.

It may be that Cole’s suggestion of group counselling and support for
those of us caring for people who are grieving is an ideal to aim for. Tschudin
(1997) makes what may be a more realistic suggestion which comprises estab-
lishing services within an existing framework. She advocates that existing
Occupational Health provision should extend its remit to include counsel-
ling services. She implicitly recognises the costs of providing this service
when she states ‘health authorities need to believe in the principle that pre-
vention is better than cure’. Are staff support services another example of a
phenomenon which is widely recommended, but rarely encountered?

A remembrance service

We all recognise the benefits of a funeral service for those who are grieving. I
would like to question whether we, the caring staff, may appropriately use
the funeral to express our grief, our support for the family and our support
for each other. This concept emerged in my research project, initially in the
context of the baptism of a stillborn baby whose mother requested that
Gay, the midwife, perform this ceremony. I asked Gay about her reaction
to this request:

GAY: I suppose that the service does help the staff a bit. You do . . . you prob-
ably do feel that you’re doing something. I think the parents quite like it.

Ottily recounted to me her difficulty in attending the funeral of a baby:

OTTILY: I’ve never attended a baby’s funeral. I suppose I’ve chickened out from
going.
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On the other hand Zy was able to recount her very different experience:

ZY: I go down to the hospital chapel with them . . . for the service. I think it is
probably for both our sakes. Not just for the parents, I think for the
staff’s sake as well it makes a difference. I think of Jane, she is a staff
midwife and not just newly qualified. She’d been so involved . . . with
the lady who had the stillbirth and she had a talk with her. And we
arranged a service and Jane came down to the service with us and after-
wards she said, ‘I feel a lot better.’ We laughed at that so I think it really
does the staff good as well as the parents themselves.

Our presence at the funeral requires great sensitivity. If the family is still
experiencing anger or if some blame is being allocated, we may not be
welcome at this quintessentially family event.

Summary

In this chapter I have considered the problems which we, as members of staff,
may encounter when caring for a mother who is grieving the loss of her baby.
Using data collected during my recent research, I have shown some of the
reasons why we find this situation so difficult. I have then moved on to
discuss the solutions which have been suggested to help us to cope better, in
the hope that we will be able to provide more effective care.
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11 Staff grieving and crying

The ways in which we, as members of staff, manifest our feelings in situations
of loss vary hugely. The openness with which some of us feel comfortable
reflects the behaviour which some others feel they ought to be able to offer;
this in turn is balanced by a more ‘stiff upper lip’ approach for which
others aim.

The manifestation of our reactions to loss may be changing as discussion
of and personal responses to it become more open. In this chapter I show
that change is happening, even since the work of Bourne (1979) who related
how, even though staff are ‘flung apart’ by such a loss, some are able to show
only ‘aversion and silence’. To do this I draw on my research on the mid-
wife’s care of the mother who does not have her baby with her (Mander,
1995b) and other studies.

Emotional labour

Since the landmark work of the American researcher Arlie Hochschild in
1983, the way that employees manage their own emotions in order to achieve
the aims of their employers has been the focus of considerable attention.
Hochschild’s original research examined the methods that two rather differ-
ent groups of employees used to present the ‘face’ and thus maintain the
emotional ambience sought by their employers. One of these groups has
since become known as ‘cabin crew’; the other group, with whose emotional
labour we may be less well acquainted, were debt-collectors. Hochschild
revealed the demanding nature of this form of work, which she described as
‘emotional labour’, although the term ‘emotion work’ may be used inter-
changeably (Bolton, 2000). Hochschild showed that cabin crew in particular
are taught not to display their own genuine emotions in the interests of
making passengers feel comfortable and confident. Thus, the concept of
emotional labour has been defined as workers endeavouring to ‘create and
maintain a relationship, a mood, or a feeling’ (Hochschild, 1983: 440).

Hochschild went on to differentiate the nature of what was effectively the
play acting which employees were required to perform. ‘Surface acting’
involves only the worker’s appearance in terms of her body language, when



she is above all aware of the superficial nature of her behaviour. Infinitely
more challenging, however, is the ‘deep acting’ which demands that the
worker utilise her own experiences of emotional pain (1983: 36). Inevitably
such a process taxes the worker’s emotional reserves. In the two occupations
which Hochschild studied, there was little altruistic rationale for burdening
staff in this way.

Hochschild’s ideas have found a ready and receptive audience in the health
care system (James, 1992) and especially in nursing. It has been argued,
though, that there has been a lack of attention to/recognition of emotion
work in midwifery (Davies, 2001). Examples used to support Davies’s argu-
ment include partnerships in care, the special nature of midwifery, the intim-
acy of midwifery work, working with women in pain and the division of
labour. It may be surprising, in view of the all too obvious need for emo-
tional labour at such times, that Davies does not mention the relevance of
this concept in situations of loss. Similarly, I found no reference to emo-
tional labour at times of loss or death in the nursing literature. It is necessary
to question the reason for these situations being ignored. Perhaps the reason
is that emotion work is all about acting, when the midwife faces very real
emotions, as I discuss below and as I have shown elsewhere, albeit without
using the title ‘emotional labour’ (Mander, 2000).

Crying as grieving

Crying emerged as an important issue in my study of the midwife’s care
(Mander, 1995b), having been the focus of some interest in the nursing
media. Crying may be an example of one form of self-disclosure, which has
attracted considerable attention in the mental health and, particularly, the
psychoanalytic literature (Ashmore and Banks, 2001). It is a topic which has
also emerged as an issue in human relations research (Pongruenphant and
Tyson, 2000). In the present context, though, the issue relates to nurses’ and
midwives’ concerns about whether it is appropriate to show and share grief
through tears. A series of narratives included a number of accounts by
nurses and midwives of their need and ability to share clients’ and patients’
grief by the use of touch, physical comfort and tears (Darbyshire, 1992).
These narratives imply the reluctance of some of us to ‘get involved’ by
showing our emotions. Each of the published narratives concluded on a
positive note by indicating the benefits of sharing emotions for both the staff
member and the client or patient (Diekelmann, 1992; Walker, 1992). In this
chapter I consider how staff feel about those occasions when they may have
cried and the factors which affect whether or not they cry. As well as using
the limited literature on this topic, I draw on the comments made by midwives
during my study (Mander, 1995b).

The reluctance of midwives to acknowledge that they have cried with a
mother, implied in the Darbyshire narratives (1992), is apparent in Nancy’s
account of her care of a mother relinquishing her baby for adoption:
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NANCY: I went with her to see her baby and she spoke to the baby and told her
baby how she was sorry about giving him up and just explained that she
couldn’t look after him. It was really nice for someone who had denied it
for so long . . .

RM: How did you manage?
NANCY: I was OK . . . and . . . no, I was crying actually.

The uncertainty many midwives feel about crying, which becomes more clear
in the interviews described later, emerges in Marie’s slightly defensive
account of her more long-term relationship with the mother of a dying baby:

MARIE: There was a woman we had in . . . whose baby eventually died at three
months. We became very close and very supportive to that mother and
when her baby died we were all upset and we were crying along with the
mother.

RM: Was that OK?
MARIE: We were crying, but that did not affect our ability to care. Even

though we were upset we were still able to do our jobs. The day I don’t
shed a tear over a dead baby is the day I walk out the door of this place.

A survey which was undertaken in Sydney, Australia, is part of a larger
cross-cultural programme looking closely at crying among certain groups
of hospital staff (Wagner et al., 1997). This study originated in the woeful
anecdotes of medical students and practitioners, and the questionnaire
which was applied was based on the authors’ collections of these accounts.
The questionnaire began by using a form of critical incident technique to
probe the staff member’s experience of crying in the hospital. This section
was followed by others which probed attitudes and reactions to staff and
patients crying. These included questions on who is and is not ‘allowed’ to
cry, and the reactions and support available to crying staff.

Wagner and her colleagues sought a sample of nurses, medical practi-
tioners and medical students, but encountered some difficulty, which may
not be altogether surprising in view of the sensitivity of the topic. The
sample selection appears to have been opportunistic, as the researcher
walked into a ward and handed out the questionnaires to the staff ‘on duty’
(1997: 13). Medical students were given the questionnaires at university lec-
tures. The response rate from medical practitioners was paltry, and mailings
and reminders were necessary to produce the final response rate of 33 per
cent (n=52). This may be compared with the unprompted rates of 58 per cent
(n=103) from nurses and 99 per cent (n=101) from medical students. The
gender balance among the nurses and students reflected the distribution
in their groups. Among the medical practitioners, however, women were
seriously overrepresented, constituting 57 per cent of the sample from an
occupational group with only 29 per cent women. In view of this slightly
strange sample, the results need to be interpreted with caution.
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The findings (Table 11.1) indicate that women health personnel are signifi-
cantly more likely to have cried than their male equivalents. Female
nurses are the most likely to have cried, whereas male medical students are
least likely.

Unfortunately Wagner and her colleagues did not ask how comfortable
or uncomfortable their respondents were with their tears. It may be that
this comfort or lack of it among the three groups may be reflected in the
researchers’ ease of recruitment. My own data, however, show that we as
staff experience ambivalence about showing emotions to those for whom we
care. This is already clear and will become clearer as this chapter proceeds.
That the mother welcomes the emotional contact with the midwife becomes
apparent in the comment of a mother going through the process of relin-
quishing her son for adoption:

URSULA: After I came home . . . and the midwife came to see me, she was
really lovely. When she was making her last visit she put her arm round
me and gave me a big hug. It meant so much to me and it was so different
from others I had met.

Crying and helping

The midwives I interviewed interpreted their preparedness to cry with a
bereaved mother in terms of sharing emotions, or perhaps the potential for
common feelings.

JOY: It’s not out of the ordinary but I often find myself crying with them.
This is because I hurt for them – it could be me.

POLLY: Yes, I have had tears in my eyes many a time with them. It is just a
natural thing, I think. Just talking about it, it is natural to sympathise
with them. I think it’s human and what they need is the human touch.

FLORRIE: Well, y’know, everybody is human . . . what would be wrong, y’know,
for somebody to feel a lump in their throat and start crying? I think that
is quite acceptable and, and just to show that you have got feelings as well
– and care.

Table 11.1 Hospital staff reports of having cried at work (from Wagner et al., 1997)

Female respondents (%) Male respondents (%) Total (%)

Nurses 76/96 (79) 2/7 (28) 78/103 (76)
Medical
Practitioners

18/27 (66) 11/25 (44) 29/52 (55)

Medical students 20/47 (43) 10/52 (19) 30/99 (30)

Total 114/169 (67) 23/83 (28) 137/252 (54)
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The midwife’s powerful sense of identification with the mother is obvious in
these comments. Shared values and common experience are crucial in many
aspects of midwives’ care. They told me that they draw on many sources
of knowledge and information when they are deciding on how to care, but
the significance of their personal and occupational experience cannot be
overstated (Mander, 1992b).

The naturalness and lack of deliberation when midwives cry seems to
matter to those I interviewed. Even though it is spontaneous to behave in this
open way, we don’t always find it easy or comfortable.

FANNY: I personally can get quite emotional with the mother. Like if she was
crying and talking, I could very easily join in and show that I also feel for
her. That can help if she knows that you genuinely have sympathy with
them and it’s not just your job.

RM: How do you feel about that?
FANNY: I wouldn’t say I feel comfortable, no. I have done it. I mean if I do

genuinely feel if I was upset with someone I do genuinely feel that way. I
wouldn’t just do it to try to make them feel better. With someone losing
their baby it’s a very emotional thing for us, just as well as the mother.
I certainly wouldn’t be afraid to let someone know I felt sympathy and
be upset at what had happened. I wouldn’t be afraid to do that.

Fanny’s comment introduces the spectre of the sense of failure which may
be encountered by those of us who work in the maternity area, as well as
the possibility of the reappearance of memories of other losses which may
constitute our own ‘unfinished business’.

Disapproving

As well as crying exposing the humanity and hence the vulnerability of us
all, there are additional dimensions which we must consider when nurses and
midwives contemplate crying. A narrative by a midwife recounting her care
of a mother adjusting to her newborn son’s terminal illness emphasises some
of these dimensions: ‘We cried together. I apologised for crying; I tried to say
how unprofessional it was and that I was trained not to break down’ (Walker,
1992). This quotation raises two of the significant issues in the context of the
approval of staff crying. These are, first, the concept of ‘professionalism’
and, second, the education or training which prepares nurses and midwives
to behave professionally. It is necessary to assume that the term ‘profes-
sional’ in this context is being used to mean efficient and distant as opposed
to any other characteristics which we may attribute to professionals (Mander,
2004b). This form of behaviour was found to be the institutional norm in a
care of the elderly setting (Costello, 2001). Darbyshire’s commentary on
Walker’s narrative takes up the use of the term ‘professional’, suggesting that
when used in this way the concept is so ‘perverse’ as to be unrelated to
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any form of human experience. In a nursing research project Cahill (1998)
identified practices which firmly and inextricably linked ‘professionalism’
with ‘distance’. The ‘perversity’ of such uses of the concept of professional
behaviour does not prevent it from being widely used, perhaps as a coping
mechanism (Menzies, 1969):

BESSIE: There are really two schools of thought about [staff crying]. First,
there is the old school which says that you must retain your professional
thing quite intact. The second view is that you grieve with the woman. I
think that it really depends on the midwife and the woman. I am quite
happy to hold her hand or to put my arm round her shoulder, but I think
that you need to stay a professional.

The midwives were well aware that their behaviour in crying with grieving
parents might engender disapproval:

EMILY: I know some people think that it is not professional, but I do some-
times cry with the mother as this lets her see that we are human.

OTTILY: You can have a little cry . . . and nobody thinks any the less of you.
You never used to be able to do that.

QUEENY: Yes, I have cried with a woman who has lost her baby. I think that
you should be able to. After all it is a human thing to do and we are all
human. I know that some people think that nurses should not cry, but
I think that is wrong. We need to be able to share [her] sorrow.

The fear may exist that the perceived disapproval may actually materialise
into overt criticism, so that, at a time when we expect helpful support from
our colleagues, we may render ourselves even more vulnerable to hostile
criticism:

QUEENY: There was a [mother] recently who lost her baby. I was very upset
about it and so I cried with her. . . . I had to go to see the Nursing Officer
about something and she said to me [loudly] ‘What are you so upset for?’
Some people don’t approve.

The non-approval of nurses crying was highlighted by Dunlop and Hockley
(1990) in the context of caring for dying adults. These authors discuss the
benefits of maintaining a ‘calm demeanor’ as opposed to the suppression of
‘strong emotions’. They show us the role of nurse training in creating the
‘pull yourself together’ ethos. Similarly, Walker’s quotation leads me to
question the appropriateness of systems of nursing and midwifery education
which teach the student not only to cope effectively, but also to maintain a
superficial appearance of efficiency:

KERRIE: but you know obviously you’ve got be very careful, keep your
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emotions in check . . . you feel very close to tears . . . you can feel the
tears springing into your eyes but . . . y’know. I don’t know why. I think
it is something that is drummed into you during your training or that with
upsetting things you’ve got to put on this brave face and, you know, just
show the patient that you are coping and that you can’t burst into tears.

Thus, as well as their own disapproval of their own behaviour, the midwives
whom I interviewed were aware of others’ disapproval. These findings reson-
ate with the findings of Wagner and her colleagues (1997: 14) who asked
respondents about the reaction of other staff and colleagues when they did
cry. Although these researchers found that in all groups approximately half
of those who cried were comforted, a similar proportion was not. Of those
who were not comforted more than half were left alone. The remaining,
admittedly small, proportion experienced an even more disconcerting out-
come. These were the 21 per cent of medical students who were ‘ridiculed,
looked at with contempt or screamed at’ (1997: 14). These unfortunate out-
comes were also experienced by 9 per cent of medical practitioners and 2.5 per
cent of nurses. It is a pity that the researchers indicate neither the occu-
pational group nor the gender of those doing the ridiculing and screaming.

As with many aspects of human behaviour the cultural implications of
crying need to be recognised. My sample of midwives was, in cultural terms,
relatively homogeneous. The work by Wagner and colleagues (1997), how-
ever, was the Australian component of a cross-cultural project, which has
been replicated in Vienna, Austria (Barth et al., 2004). The respondents in
Austrian hospitals are generally marginally less likely than their Australian
equivalents to ‘allow’ health workers to cry. Australian patients are only
slightly more likely to be allowed to cry than their relatives, whereas in
Austria this difference is much more clearly pronounced.

Although it is clear that midwives and other personnel consider that crying
may sometimes be appropriate, they are both aware and wary of the possibil-
ity of disapproval by other members of staff. Inevitably, the openness which
sharing grief requires also renders the carer more vulnerable to criticism.

Crying real tears

While we may be generally approving of midwives crying with grieving par-
ents, the implications of this approval for our midwifery practice may be less
direct. For some of us there is no difficulty in putting our ideas about crying
into practice:

JOY: For me it’s so easy, so natural to put my arms around her and to cry with
her. I often have.

For other midwives, such as Deidre, while approving of the idea of a midwife
crying, there may be other factors preventing her from putting it into practice:

Staff grieving and crying 171



DEIDRE: If you feel like crying, I don’t think you should stop yourself. I think
some staff would probably not be able to cry in that situation because it
wouldn’t be comfortable. If that is the case – you have just got to be
yourself. I haven’t cried openly. I think I have had tears in my eyes and a
lump in my throat, but I haven’t actually sat down and cried.

RM: Is this because crying may affect your ability to care?
DEIDRE: I don’t think that is true. I think if you are feeling like crying [and do]

then you won’t function any worse than if you bottle it up.
HATTIE: I think if she’s feeling strong emotions, I don’t see that there’s any

crime if she does [cry]. I know it was maybe the old idea that we should
remain detached from parents. I think we’ve been part of something
very dramatic in the woman’s life. We can’t alter that.

RM: Have you . . .?
HATTIE: Well, maybe not cried in front of the patient but I have felt very, very

sad, maybe have gone out . . . felt very devastated if something has
happened.

These quotations lead to the conclusion that some midwives may actually
find crying with the grieving mother to be less acceptable and hence less
likely to happen than the recommendations of openness would suggest.

Places to cry

Thus, a carer may feel uncomfortable sharing her tears with the grieving
mother. She may still, however, consider it appropriate to give expression to
her emotions in what she considers to be a safer environment. I consider now
where this safer place to vent emotions may be.

The traditional place in a hospital ward for the disposal of waste is the
sluice. In the sluice, or dirty utility room, used linen is collected for transfer
to the laundry, we despatch human waste, such as bedpans’ contents, and we
bag used dressings and other material ready for incineration. Although I, and
possibly others, have used the sluice for the secret disposal of emotional
waste, including fury, frustration or sorrow, it was not mentioned by any of
the midwives. Similarly, the linen cupboard, often publicised as the location
of various unmentionable activities, was not suggested as a suitable place for
crying.

Although Zy was initially unable to admit to crying with the parents, she
eventually recalled that she had used the changing room for her tears and that
this prepared her to share their grief more openly:

ZY: I have probably not been actually in tears . . . I tell a lie, there is one time I
was absolutely . . . I had to adjourn into the changing room. I had got
quite involved with one of the [mothers] and . . . and I just burst into
tears and I felt better after it, but I think possibly we’d got more involved
than we normally do . . . I had to go back and see them, and they said
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‘Oh, you’ve been crying.’ So I had a chat with them, and a wee bubble
again, and now I say it’s OK. I think it does both parties good.

The staff room was also suggested as a suitable place for tears; for Ottily, this
was where she found emotional support from her colleagues:

OTTILY: We all help and support each other when these things happen. You
can have a little cry in the coffee room.

The emotional sustenance suggested by Ottily was also mentioned by Florrie
in the form of refreshment, but this was more in the context of providing a
route by which she could remove herself from the presence of the grieving
mother:

FLORRIE: I think it’s OK [to cry] . . . although she should not cry to the point
of breaking down, maybe go out of the room, may be have a cup of tea
in between, maybe go out and do other jobs.

Kerrie’s attempts to remove herself from the grieving parents’ presence
appear to have actually served to open up the communication between her
and the parents:

KERRIE: You can’t burst into tears and you just have to . . . as I say sometimes
they come outside the door and there you are having a wee cry to yourself
and then you all go back in . . . y’know.

I have suggested that the sluice may be the appropriate place for crying in
view of its function in disposing of waste. The midwives lead me to believe
that crying is a more constructive activity, akin to finding sustenance. This
may also be applied to the comments made by Zy, whose use of the changing
room for crying helped to prepare her for a more open relationship with the
parents. This more constructive interpretation of crying may also be found
in the account of a poorly supported student nurse caring for a dying child
(Anon, 1993), who found herself in tears in the ward kitchen, the place for
preparing nourishment.

Control

The literature and quotations mentioned already show that some degree of
ambivalence towards crying openly still exists among nurses and midwives.
Although generally accepting of crying with a grieving mother, those mid-
wives who were my informants invariably expressed some concern about
whether they would be able to limit or control their crying. It may be
that these midwives’ underlying concerns about the acceptability of their
crying, learned through nursing and midwifery training and years of practice,
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manifested themselves in the need to control this quintessentially uncontrol-
lable act:

HILARY: I’ve been near to tears a couple of times . . . but you can’t get too
involved, you have got to have a cut-off point or else you wouldn’t be
able to handle it.

This cut-off point is a crucially important and recurring theme in midwives’
accounts of the extent to which they allow themselves to cry. Effie mentions
the self-awareness which is necessary if this self-imposed cut-off point is to
operate:

EFFIE: I think it is fair enough for you to be grieving along with her as long as
you are in control of the situation. . . . I think it may be quite a good thing
for [the mother] that someone is there sharing the grief, so long as they are
aware of what they are doing themselves. I think there is a situation where
you can be upset along with someone but still remain professional.

As midwives we identify our own cut-off points, beyond which we fear being
unable to function. The midwives spelt out the importance of identifying
this point in terms of fearing going too far:

IRENE: I have cried many times. I don’t totally break down, you really must
keep control of the situation, but I would certainly shed a tear or two.

KAY: It’s a very sad experience. And you should show them that you actually
care and that it’s not something that you do seven days of the week . . . I
think there’s crying and crying, and there’s a few tears and having the
screaming abdabs, and you’re no use to anybody if you’re like that.

ANNIE: I must admit I am quite an emotional person myself and obviously
you don’t want to get hysterical or anything like that. I’ll be quite honest
– I can’t help myself shedding a few tears. You just have to make it very
quiet and discreet and not . . . You don’t want them having to feel sorry
for you, which would obviously be totally inappropriate . . .

These comments by Kay and Annie show that their cut-off point has been
fixed to prevent their crying causing their presence to be either unhelpful or
counterproductive. The point identified by Annie was widely accepted
among the midwives as the cut-off point, that is, when the parents need to
support the midwife. Another criterion which the midwives use to help them
to identify their own cut-off points was their ability to function effectively.
This may be similar to the ‘professionalism’ already discussed, but some
explained this concept in more helpful terms:

OTTILY: You can always cry with the couple. I think that the important thing
is for you to be strong in order to be able to help them.
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LEONIE: Sometimes it can be very draining on yourself emotionally, but the
point at which you become no help to her is the point where it com-
pletely overtakes you. When you can’t come into the room without
getting terribly upset and being so upset, probably upsetting them further.
We’re in danger of that if we are not recognising that that is possible.

This point emphasises our need for the self-awareness mentioned already by
Effie. Leonie built on her ideas about self-awareness by describing her
impression of midwives’ need for and awareness of clearly defined personal
limits:

LEONIE: I think there has to be [limits], we have to know where they are, and
maybe if we are getting to that stage or feel it’s getting too much then we
have to stop short because then we stop being any help. We stop being
the pillar of support that the mother so desperately needs.

KAY: The last thing the mother needs is to be comforting somebody who is
supposed to be helping her. But I don’t think that a moist eye or a tear
running down my cheek is going to do her any harm. Obviously if you
feel that it’s upsetting her then that is the time to withdraw, and just leave
them on their own and get yourself together.

The midwife having to withdraw from the caring situation is something we
have to consider if her ability to provide care is likely to be compromised by
her emotional reaction to the mother’s loss.

LEONIE: Maybe she can take time out . . . if there’s two midwives then it’s
easier . . . the midwife then needs to go and talk it over with one of her
fellow colleagues, get out her emotions about it . . . she can’t bottle it up
herself or I think she’d probably go off feeling very depressed and
maybe not handle the next one quite so well . . .

The possibility of the midwife’s emotional response causing her to withdraw
from a grieving situation obviously has serious management and staffing
implications, as well as the personal aspects already mentioned. Emotional
factors are one of the areas which midwives need to take into account when
the team leader is planning their work at the beginning of a shift:

LEONIE: If she feels that when the staff are allocated that this is a situation
which at this particular time that she feels she couldn’t quite handle, she
could say ‘I prefer not to look after this lady because I don’t feel that
I might be as supportive as somebody else might be given different cir-
cumstances.’ This would apply if she was feeling more susceptible for
some reason, there may be some background upset in her own life, where
if there might have been a death of any member in the family then she’s
less likely . . . maybe she will understand but be less likely to be
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emotionally supportive, and more likely to feel the greater emotion her-
self, I don’t know. She may be less able to give because she’s still handling
this experience, a similar experience herself and maybe hasn’t come to
terms with it enough in order to help this particular couple.

The need for the midwife to be in control of her crying emerged strongly, as
did the anxiety that crying might impair the midwife’s functioning. The
midwives were able to differentiate very clearly the degree of crying which they
regarded as permissible. They knew that red eyes or a quiet tear are quite in
order, but any noisy or obvious displays of emotion would be counterpro-
ductive. Unfortunately, these extremes are both covered by the term ‘crying’.
Wagner and colleagues (1997) did not make this crucial distinction in their
quantitative research, which means that the reader, and perhaps the respond-
ents, experiences some uncertainty about the precise meaning of the term
‘crying’.

The midwife’s need to assume control over her behaviour may appear to
contrast sharply with the midwife’s wish to behave in a spontaneous or
natural way when sharing the woman’s grief. I suggest that this contrast is not
real, as we need certain boundaries within which to operate if we are to allow
ourselves to behave in a natural and human way.

Inability to cry

I have already touched on some of the management implications of the
midwife sharing the mother’s grief. These factors apply mainly in the labour
ward setting, where one midwife would be caring for one grieving mother or
couple. This emphasis is not inappropriate in view of the fact that, because
of the likelihood of early transfer home, the labour ward is where a grieving
mother spends most of her hospital stay.

In the postnatal ward the demands on the midwife’s time are likely to be
different, in that she may be caring less intensively, but for a larger number
of mothers. If one of those mothers is grieving the loss of her baby, the
midwife may encounter difficulties with the constant adjustment and
readjustment between mothers in differing emotional states:

CARRIE: You have got to deal with this one woman, often due to staff alloca-
tions and the busyness of the ward, not only are you looking after this
one grieving mother, partner, siblings, what have you, you’ve got to be
next door with somebody who has had a nice bouncing baby and be
happy for that person. It can be quite difficult sometimes to really have a
chance to – or feel that you can – really express your feelings. A lot of the
time it is so sad. All you want to do is to start crying for the woman and
then you have to come out of the door and start coping with the rest of
the ward and be seen to be in command. . . . It can be difficult.
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This is clearly not just a short-term problem involving the midwife making
adjustments between very different situations in which mothers’ needs vary
hugely. The longer-term implications for midwives of being prevented from
expressing our feelings during the on-duty period need attention. This scen-
ario places an intolerable strain on our informal support network, which
may have lasting effects on us and those to whom we are close.

The inability to cry in a midwife working in a busy postnatal ward is similar
to the account of the difficulties encountered by a junior house officer
(Martin, 2000). Drawing on her experience of her father’s death, she pleads for
a more human and humane medical stereotype. Martin describes her ‘hor-
rendous hours, storing up the pain [of her grief] until it erupts in a flood of
exhausted irritability when I come off duty’. In this description we see some
aspects in common with the scenario of Carrie, mentioned above. Martin
clearly spells out the adverse effects of her on-duty stress on her off-duty
support network, which may be assumed to apply also to those close to the
midwife.

Martin’s search for insights into medical practitioners’ difficulties may be
illuminated by a philosophical paper by Adshead and Dickenson (1993).
These writers probe the reasons for the ‘contrasting approaches’ taken by
‘doctors and nurses’ in the care of people who are dying. Whereas Martin
refers to the medical practice of using science as a shield from reality, pre-
sumably another example of the defence mechanisms already mentioned,
Adshead and Dickenson discuss medical reliance on the positivistic model,
involving denying values and beliefs a place in science. These writers com-
mend the more broadly based system of nursing education and the more
heterogeneous population from which nursing students are likely to be
drawn, implying a breadth of experience denied to their medical colleagues.

In her paper Martin regrets the ‘outmoded macho image of invulner-
ability’ still prevalent among her peers. Likewise, Adshead and Dickenson
(1993) identify a ‘cult of macho toughness’ imbued during medical training,
which is particularly stringent for female students. This issue becomes most
poignant at the point where Martin, regretting her inability by virtue of her
medical background to grieve openly, observes ‘were I a nurse, a few tears
would be permissable’. Adshead and Dickenson interpret Martin’s observa-
tion in terms of the broad gender differences between nurses and medical
practitioners, the tendency to tears being more stereotypically female in
Western societies, allowing nurses to cry. It may be appropriate to question
whether female nurses and midwives have assimilated the more masculine
attitudes of our medical colleagues to this behaviour, in the same way as we
may have assimilated other medical concepts.

The epidemiological data collected in Sweden by Rådestad and her col-
leagues (1996a) lend a quite objective view to this discussion. These data
show the women’s general satisfaction with the care which was provided for
her and her stillborn baby at the time of the birth. They show, though, that,
in spite of this general satisfaction, there was always a proportion of women
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who criticised the care which had been provided. Thus 9 per cent (29/310) of
the mothers considered that the support given by medical staff in seeing
and holding the dead baby was ‘not at all’ adequate. More disconcertingly,
32 per cent (100/309) wished that the medical staff had been more active in
encouraging contact with the dead baby. Unsurprisingly, these researchers
found that most of the women experienced emotional support from the
baby’s father. A slightly smaller proportion (65 per cent: 204/314) was sup-
ported by the midwife, whereas only 22 per cent (69/314) felt that any support
was provided by the medical staff. 

It is necessary to question whether the permissibility of tears observed by
Martin might relate to the power relationship between the client and the
carer. If this applies, a more equal or balanced relationship would reduce
perceptions of vulnerability to allow openness in sharing grief. The data
from my study indicate midwives’ perceptions of partnership with those for
whom they care, with the only exception being a few nagging doubts about
being professional.

Summary

In this chapter I have discussed only our outward signs of grief. I have
attempted neither to probe the feelings underlying these outward manifest-
ations nor to describe the stress engendered among midwives and other staff
caring for grieving mothers (see Chapter 10). A research project by Begley
(2003) seeks to address the underlying emotions and their expression, albeit
in student midwives.

In this chapter I have been able to make comparisons with the ‘Projekt-
gruppe Weinen’ (Wagner et al., 1997; Barth et al., 2004). Unlike the midwives
I interviewed, these researchers seem to regard crying as a problem. The
midwives tended not to see it like that; to the midwives crying was perceived
more as another mode of communication, being comparable with the other
varieties of body language in their extensive repertoires. This, in turn, may
reflect the uniformly female sample of midwives. Wagner and colleagues
also distinguished their work by linking crying with distress and the need
for support to the extent of seeking counselling. This is not the midwives’
perception of what was, to them, a much more humdrum activity.

I have focused on the way in which crying helps staff members and the
extent to which we consider that our tears facilitate the progress of the
mother’s grief. There has been little attention given to the physiological
benefits of tears to the person who is crying (Dean, 1997). It appears from the
data I have presented that, generally, midwives feel that increasing openness
in sharing feelings about the loss of a baby is beneficial. We should treat this
statement cautiously, though. This is because of, for example, the seriously
limited research-based English-language literature on this uniquely sensitive
topic.
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12 Self-help support groups

I became aware, during my research on mothers who do not have their babies
with them (Mander, 1995b), of the importance midwives attach to self-help
groups’ contribution to the care of a grieving mother. The benefits have been
demonstrated in the general self-help literature. Research by, among others,
Kaunonen and colleagues (1999), Parkes (1980) and Raphael (1984), focusing
on the loss of a spouse, has shown the benefits of a secure social support
network, including self-help groups. There has been little research, however,
on support for grieving parents (Chambers and Chan, 2004).

In this chapter I focus on perinatal self-help support groups. To do this, I
briefly consider what self-help involves; then, in order to apply this material
to perinatal bereavement, I use as a framework the observations which mid-
wives made during my study. Next, the role of health care providers and
hospital-based self-help support groups is considered. The contribution of
internet support is then explored. Finally, I address outstanding issues and
attempt to probe the benefits of self-help, by drawing on the scant evaluative
research literature. Inevitably, because of the dearth of specific material, I am
compelled to draw on the literature relating to self-help more generally than
perinatal loss.

I use the term ‘self-help’ to differentiate this support from that offered by
health care providers, which is the primary focus of this book. The interface
between the support which health care providers offer and that provided by
others deserves attention because it is here that our care of the grieving
mother may be found wanting.

Lay support systems include a more informal sector, the family and
friends, which is highly individual, as well as the less informal sector on
which I focus here. This latter more organised system of lay support or self-
help comprises groups which are established to help the members deal or
cope with a common problem, in this context perinatal grief. It is widely
accepted that it is the ‘helper-therapy principle’ which operates to ensure the
success of self-help; this means that people who help others are likely to
experience benefits for themselves. Self-help has been usefully defined in
terms of five crucial features:



• members have a common difficulty in their life

• the group is run by the members without external support

• the members meet for mutual benefit

• there is an element of formality in the organisation of the group

• subscriptions or contributions may be paid, but no fees are involved.
(Wilson, 1995: 4)

This phenomenon has also been termed ‘mutual aid’ as well as ‘lay support’,
but ‘self-help’ is the currently preferred term (Adamsen and Rasmussen,
2001). A well-known and longstanding example is Alcoholics Anonymous
(White, 2004). The breadth and variation of interpretation of ‘self-help’
becomes apparent in the work of Simonds (2002) on maternity care. She
quotes a variety of experts, ranging from obstetricians, such as DeLee, to
birth activists, such as Sheila Kitzinger.

Historical background

While attempting to disentangle the twin concepts of self-care and self-help,
Kickbusch (1989) outlines the development of self-help. Our growing inter-
est in self-help resulted from the growth of medical sociology in the 1950s
and 1960s which, in turn, was a response to increasing medical power. At a
more personal level, the balance of power in the traditional ‘patient–
physician’ relationship began to be questioned in the work of writers such as
Illich (1976). The growth of self-help was fuelled by social movements, such
as the women’s movement, which exposed concerns about the ‘medicalisa-
tion’ of healthy processes, such as childbearing.

Kickbusch asserts that self-help became more firmly established with the
consumerist ethos of the 1970s. During this decade mutual learning and
support was the philosophy which was preferred in comparison to more
medical approaches. Our growing realisation that each of us is the expert
when it comes to our own functioning carried connotations of self-control
and empowerment, causing the power balance in health care interactions to
change. The more equal inputs carry an aura of assertiveness, which may be
seen by some as a threat to the traditional, one-sided arrangement of profes-
sional dominance in the medical model. Kickbusch compares the concurrent
moves from a disease to a health orientation and from a medical to a self-help
approach. These upheavals were recognised in the publication of a com-
munity health care programme (WHO, 1983). Since this seal of approval
from WHO, self-help has assumed even greater significance in the UK. Adams
(1996), using a social work perspective, demonstrates how self-help has con-
tributed to patients and clients assuming control over their circumstances,
that is, their empowerment. Thus, it is clear that the self-help movement has,
since its inception, been imbued with obvious political overtones (Burns and
Taylor, 1998).

The activities of self-help groups are susceptible to misunderstanding and
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unrealistic expectations, which is a major reason for the demise of some
potentially effective groups. Knowledge of the basic functions of a self-help
group would help ensure a common purpose; these include reduction of
isolation, facilitating problem-solving, sharing coping skills, identifying
other sources of help, improving confidence, empowering people to improve
their own lives, giving emotional support, providing alternatives to medica-
tion, organising social contacts, undertaking pressure group activities and
public consciousness-raising.

Self-help in the context of perinatal grief

When asked about the support available for the grieving mother, the
midwives I interviewed (Mander, 1995b) mentioned professionals, family
and various forms of self-help. Here I relate the midwives’ comments to
the literature on self-help in both general situations and in the context of
perinatal grief.

Benefiting

The midwives were generally confident that the grieving mother would benefit
from contact with a mother who had experienced a similar loss and also
through being involved with a support group:

RM: What would you say is the aim of midwives’ care for this mother?
QUEENY: You can tell them about SANDS. I think the contact with other

bereaved mothers is helpful.
IRENE: In terms of the long-term care of this mother we are able to put her in

touch with societies formed by mothers who have experienced a similar
problem. There are support groups that would be able to help her or it
may be possible to put her into contact directly with a mother I know
who has been through a similar experience. I think that they are helpful
to this mother.

LUCY: I think there is a lot of other methods of support that we have to give
her as well. Sometimes that can be just sitting talking to her, other times
it can take the form of actual support groups that are available for
women in these circumstances. We would give them advice, or there are
sisters working in the paediatric department – if her baby has been in
the paediatric department – then they would be able to deal with all the
different support groups that may be applicable to that person.

Making contact

Establishing contact with others in a similar situation is the first step in the
‘self-help process’ (Adams, 1990). He describes joining an established group
or, alternatively, identifying with a like-minded person the need to initiate a
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new group. Either way, an essential precursor is the realisation that a problem
exists and that, with the help of others, it may be manageable.

Passing on information to a grieving mother about local groups was
clearly seen as part of midwifery care:

IZZY: I have, though, referred people to SANDS organisation. We have their
telephone number in the ward. And I give her the telephone number
before she goes.

BETTY: I think it is useful to put the bereaved mother in touch with a contact
person [for a support group] before she is discharged.

Apart from comments such as these, little is written about how the grieving
mother learns of the existence and potential benefits of self-help support
groups.

Being ‘caught in a trap’ is how a grieving mother may feel when she is
ready and able to talk about her grief. The reason for her feeling cornered is
that the midwife will have stopped visiting and her partner will have returned
to work. In this situation a support group plays an important role:

GAY: She felt she could’ve had somebody else to talk to. And she said that by
the time she was ready to talk about it, there was nobody coming in to
see her, y’know. And that was hard for her. Yeah, a self-help group prob-
ably would help, yes. And then it’s trying to encourage a person to
actually go and phone. They think they will probably cause a nuisance.
Yeah, I think they would help.

Feelings of being trapped may be aggravated by the grieving mother’s difficulty
in preparing herself physically and psychologically to make the first move.

Making an out-of-the-blue approach to begin a relationship is especially
daunting when a mother’s grief makes her isolated and vulnerable. The
woman is likely to hesitate and procrastinate before making that initial
contact. Penson (1990) details the ‘emotional energy’ necessary for a
bereaved woman to make this first move and how she may ‘put off telephon-
ing for several days’. It may be possible to help ease this first painful and
tentative step:

AMY: Another thing that you can do is guide them towards SANDS, and
explain to them what it is and that if they need help they can get in touch
with them or we can get in touch with them for them. Y’know . . . like
breaking the ice.

Thus, some midwives tried to make that difficult first move. It is impossible
to judge whether her helpfulness was successful or whether the mother’s
anxiety was simply transferred to another stage further along in the joining
process.
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Caution was expressed by some midwives, although almost invariably they
spoke positively about self-help support groups. The cautious midwives felt
that some mothers would not be helped by these groups, either because of
the nature of the group or the characteristics of the mother herself:

SHIRLEY: They can be very helpful. I think an awful lot depends on how well
she has been counselled and how much help she needs. Some people do
need the extra help and the support of outsiders. Some people would
resent outsiders knowing what they would term ‘their business’. They
would term it ‘interference’. You’ve got to take it very carefully. You’ve
got to decide – I have given out these addresses of self-help groups to
mothers, but there are other odd mothers I have never approached with
it because I know they wouldn’t take to it.

Shirley was unable to explain the characteristics in a mother that would make
her decide not to impart this information. A very experienced midwife, hav-
ing worked with mothers and babies for over thirty years, Shirley drew on
empathy, intuition and gut feeling for many of her care decisions, including
this one.

Health care providers clearly have some input into how grieving mothers
learn about support groups, although feelings about who would want to join
such a group influence whether information is given.

Joining and not joining

The variation in the nature and organisation of self-help groups means that
the concept of formal membership may not always be relevant, but becom-
ing part of the group is not even possible until the person has at least gone to
a meeting. Like Shirley, mentioned above, some midwives emphasised the
voluntary nature of support groups and the possibility that some mothers
would not be keen to become involved:

DOROTHY: They’ve got support groups for them. Some of them like to have
phone numbers and some of them aren’t the least bit interested. They’ve
got them if they need it.

GINNIE: I think it is a voluntary thing for the patient and her partner. If they
want to contact SANDS they can.

TRUDY: I think they have a role to play . . . I think it is the ultimate role often
. . . I think it has a role and I think if the individual is wanting to go,
that’s great.

A common criticism of self-help is highlighted by both Adams (1990) and
Layne (1999), which may explain the reluctance of some individuals to join
groups. From his UK standpoint, Adams relates modern self-help to the
bourgeois, paternalistic, charitable movements of the Victorian era and links
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the two phenomena by socio-economic class, claiming that self-help ‘has
often reflected the values of middle-class society’. Adams’s contention con-
trasts with the view that self-help originated with the trade unions (Miller
and Webb, 1988) and, hence, is a working-class phenomenon. Layne’s
participant observation research in the USA supports Adams’s view, having
found that there the ‘membership is predominantly white and middle class’
(1999: 177).

It is necessary to conclude that the reasons for people not joining support
groups may relate, first, to the lack of a suitable group or ignorance of its
existence. Second, a person may decide not to join, either because they have
the help they need, or because they fear being unwelcome or out of place.

Her misgivings at the prospect of joining a support group are recounted
by a widow who was a psychotherapist (Rose, 1990). Categorising herself
as an elitist non-joiner, she contemplates the value of support to groups of
people to which she definitely does not belong, such as ‘alcoholics and lost
souls’. Her professional self increased the distance by reminding her that she
was ‘the therapist, not the patient’. Rose describes her fear of loss of unique-
ness which group membership would bring, in that she was unprepared to
recognise that others may have a not identical but similar experience. She
eventually realised that her defences had protected her well in the early stages
of her grief, but were in danger of isolating her and aggravating her sorrow.
Rose had particular difficulty with the notion that she needed the help of a
group, but eventually resolved her aversion.

Penson (1990) suggests that a bereaved person may not wish to attend or
join due to fear of a ‘morbid’ atmosphere, when the only common factor is
the death of someone close. Alternatively, knowing that self-disclosure is a
feature of support groups, some people may feel unready to discuss their
experience. As a way of dealing with these fears, a range of non-threatening
ice-breaking techniques may be used to help new members to ‘open up’.
There are also the crucially important group activities which are less grief-
related, in order to increase the group’s cohesion and fun pursuits, to counter
fears of a morbid atmosphere (Klass, 1997).

A successful support group needs to have certain characteristics which
make people comfortable attending it. These include allowing each of
the members both space and opportunities for contact. Self-esteem and
confidence-building are fundamental to the ultimate achievement of
independence for each group member. These characteristics are as relevant to
a perinatal support group as to any other.

Being in a crisis

YOLANDY: . . . all of a sudden they’re faced with a situation they can’t cope with
and it’s something they’ve got to get used to, and it’s easier if they can
talk to somebody else who has been through the same situation.
Reassuring for them as well, because I think a lot of the ladies get very
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frightened and the reactions they’re having to the situation that they find
themselves in. They’re going through the grieving process. A lot of these
young girls have never known bereavement in a family situation.

Although she did not mention the word, Yolandy’s account of the grieving
mother’s feelings brings to mind both the lay and the more psychologically
oriented concept of a crisis. The suddenness of the event is combined with
the unexpected inability to cope with it, reminiscent of Caplan’s definition:
‘A crisis is provoked when a person faces an obstacle to important life goals
that is, for a time, insurmountable through customary methods of problem-
solving’ (1961). Mutual aid, self-help and support groups are recognised as
having a role in crisis situations. Another of these roles, identification of the
person’s own strengths, has much in common with the self-help ethos, as
does the final outcome – independent functioning.

A more mundane view of crisis and the self-help response may be associ-
ated with the increasingly finite resources of the formal care sector. For this
reason, help may be absent when the person most needs it; alternatively, an
urgent appointment or referral may be impossible. This scenario contrasts
with the availability of self-help contacts, whose experience of similar prob-
lems means that help is accessible immediately and freely. Many groups take
the provision of direct help a stage further by encouraging the perception of
being supported and by offering help before it has been sought.

Self-help and the health care system

The direct help offered by self-care groups, in contrast with the limited
resources of the health care system, provides us with an example of how
self-help and formal health care interact.

The overlap between self-help and formal health care

The overlap between support groups’ help and formal care provision emerged
in the midwives’ comments. They were aware of the lack of resources, and
considered that support groups would be able to fill the gap. To this extent
they regarded the self-help groups as complementary to the formal services:

GINNIE: I think you have to be very understanding . . . and you have to accept
the fact that, should they require more counselling than you can actually
give them, you must be ready to hand over care of these patients to
SANDS or such a group of people.

Likewise, the relative inadequacy of statutory provision was recognised
by ‘officials’, who envied the lack of bureaucracy and the immediacy of
response in self-help groups (Richardson and Goodman, 1983). Despite this,
these researchers concluded that the role of self-help is to supplement formal
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care, as the consumers in their sample utilised professional help, by consulting
‘various medical experts, social workers and advice officers’. They used self-
help groups for mutual support or when needing the understanding of
someone who had personal experience of a situation, leading to the authors’
assertion that self-help’s unique strength lies in its reciprocity:

WENDY: There are other people there you can talk to who’ve been through the
same experience. They really understand. I’ve heard on one occasion the
comment that [the staff] ‘were so nice and tried to be so understanding,
but they really don’t know how I feel’ and I think that having places
like SANDS they are talking to people who really do know what they
are feeling and who have been through it themselves; that’s bound to
help . . .

The supplementary nature of self-help also emerged:

TRUDY: I think there is an awful lot more that could be done. I don’t think we
should just say which is the . . . ‘Here’s the baby’s registration, funeral
bits and here is the self-help organisations . . .’ Not that it does in reality
actually happen like that, but I still think . . . there’s more . . .

It is clear from the midwives that they regard self-help as an important
adjunct to their care, to the extent that it provides more extensive and longer-
term care than they are able to offer, in fact the partnership which is earnestly
sought in the social work field. It is possible, however, for the implications of
this ‘partnership’ to be interpreted less benignly, in that the spectre of
manipulation arises. Self-help may be used as a political football to either
justify cutbacks in health and social services or to encourage individual
self-sufficiency and prosperity (Adams, 1990).

Lack of groups

Examining the data and the literature on support groups brings me to
consider resources, as raised by Betty in response to my open question:

RM: What changes do you think are needed in the care of this mother?
BETTY: More bereavement support groups would be helpful.

Ginnie also observed the shortage of this form of care and was able to
deduce both the immediate and underlying reasons:

GINNIE: . . . unfortunately they don’t seem to have enough . . . of them. We
have a list of contacts but obviously if these ladies have other family
they stop working for SANDS because of their own reasons, but I think
it is like everything else – they are really underfunded.
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Limited provision is similarly observed and regretted by Leon (1990), who
considers that a dearth of counselling services exists in all areas of bereave-
ment support, despite its value in some areas having been well established by
research.

Reciprocal helping

I have already mentioned that mutual support based on common experience,
or reciprocity, is the unique strength of self-help; but whether someone
experiencing difficulty is best placed to support others in the same situation
is questionable. It may be that a person struggling to manage her own life may
lack the emotional energy to support another. This conundrum may be
solved by the concept of ‘serial reciprocity’ which is fundamental to self-help.
This involves those, in whom a longer time has elapsed from their experi-
ence, being better able to support those who are newly afflicted. Thus, the
people who attend group meetings may initially do so because they hope to
receive support, information, direct help or social contacts. As they become
more confident within the group and their problem resolves, they find them-
selves able to give more. This may be in the form of advice and support to
relatively new members or as a commitment to organising the group.

A midwife explained this concept:

IRENE: . . . people’s roles may be reversed; the bereaved couple having been
helped may better find that they are able to help others in a similar
situation. The group may not be of any help immediately after the birth,
but she may be the sort of woman who wants to grieve alone and then
maybe contact such a group later when she is ready to. She may find that
she is better able to give support at that stage to other women who have
lost their babies, rather than being the one who accepts others’ support.

Irene distinguishes women who benefit once or twice from belonging to a
group. The twice-benefiting woman is supported initially and later gains satis-
faction from supporting others; whereas another woman may benefit only
once, on the later occasion. Whereas Irene presents serial reciprocity as a
dichotomy, it may be viewed as a continuum comparable with grieving. At
one end of the continuum the mother is immersed in her grief and able only
to accept support, but as her grieving progresses she needs less support and
is able to give more. She eventually reaches the other end of the continuum
when her grief is more integrated into her life and her support needs have
diminished. At this point she has a wealth of experience of both grieving and
being supported, enabling her to help others. The research project by Klass
(1997), on the place of The Compassionate Friends (TCF) in the progress of
grief, shows how the parents’ role changes with time until they begin to forget
some aspects of the group’s activities. This forgetfulness, about the group
rather than the dead child, indicates to them that they are ready to move away
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from the group. Klass explains this phenomenon in terms of the parents’
relationship with their dead child becoming more secure, while their link
with TCF weakens.

Hospital-based support groups

I have been emphasising the mutuality of support through self-help, in that
shared experience underpins empathy. The extent to which professional
carers who have not shared this experience are able to facilitate group sup-
port now deserves attention. The midwives I interviewed did not claim that
hospital-based support groups were self-help groups, but their existence
leads us to think about the input of the formal carers:

DEIDRE: Special Care has got parents’ support groups and things. They don’t
have a counsellor but they do have groups.

HILARY: There is a society in this unit for parents who have been bereaved. It is
run by two of the sisters and each bereaved mother is sent a personal
invitation to ask her to come along to the group which meets monthly in
the hospital.

A bereavement group was set up in a maternity unit by midwifery staff and
named the ‘Care and Support Circle’ (Priest, 2000: 185). The role of the
carers in initiating the group and inviting bereaved parents is described, as
well as some of the pitfalls which lie in wait for the well-meaning. The
increasing involvement of the midwifery staff appears to be welcomed by the
bereaved parents at the ‘services’ which are being held annually. The per-
vasive Christian orientation of these services has been strengthened, though,
in spite of adverse comments by some bereaved parents. This leads to con-
cerns about whether some grieving parents may effectively be being excluded
from the benefits of these midwives’ efforts. Adamsen and Rasmussen (2001)
suggest that professional involvement in such groups may serve to feed back
views about care generally in order to improve services.

The implications for professionals in self-help groups should not be
underestimated. This is mainly because the entire ethos of self-help is
founded on the primacy of experiential, that is, non-expert, knowledge
(Adamsen and Rasmussen, 2001).

Adams (1996), like Kickbusch (1989), emphasises that the assumption of
control by the client group carries the inevitable implication that control
must be relinquished by another group. Obviously, those relinquishing
power are the professional carers; this change in the balance of power may
not only be threatening to professionals, but be likely to ‘complicate’ or
damage the relationship between the consumer, that is the client or patient,
and her formal carer. That self-help usually evolves to satisfy needs left
unmet by deficiencies or gaps in formal provision does little to alleviate
professionals’ feelings of threat.
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These anxieties or uncertainties about the hazards and benefits of self-help
may be resolved by some professionals by their focus on the marginality of
self-help. Thus, they regard it as just a fringe activity or possibly as a harmless
diversion. Such professionals are likely to decide that it can usually be safely
ignored. Professionals’ difficulty in understanding the concept of self-help is
likely to be aggravated by the short-term and friable nature of some groups,
the diversity of the problems addressed and the multiplicity of members’
expectations. The inability to ‘pigeon-hole’ self-help into traditional health
care models clearly does not facilitate outsiders’ understanding.

Such difficulties tend to be discounted by Adamsen and Rasmussen (2001)
who envisage self-help as a growth area ripe for professional input, if not
control. These researchers report their findings as showing that 84 per cent
of self-help participants ‘request professional involvement’ (2001: 912). The
extent of this involvement, they admit, varies from being part of the group
to a loose affiliation on a consultancy basis. These writers go on to quote
other authorities who emphasise that the non-professional stance of self-
help is no longer feasible. Thus, it appears that attempts are being made to
professionalise self-help, which is a total anathema to its basic principles and
origins. Clearly such a development would endanger the mutuality of the
group and totally alter the form of interaction within the group. Were
Adamsen and Rasmussen’s recommendations to be implemented, such
group activity would become little more than an adjunct to the already
over-medicalised orthodox health care system.

The development of one self-help bereavement support group by a pro-
fessional is detailed by the nurse involved (Penson, 1990). She explains how
unique nursing skills may be used to found and establish the group, including
finding a suitable venue, identifying potential members and creating a warm
and encouraging atmosphere. Penson summarises the nurse’s function as
being to facilitate contact, by bringing together those who need help and
those who can offer it. Contrary to the assertions above, she then goes on to
emphasise the need for the nurse to withdraw from the group, allowing it to
continue to evolve as determined by the members. The professional may
continue to be available to act as a trouble-shooter in the event of problems,
but distance appears to be vital.

Adopting an unashamedly political orientation, Adams (1990) probes the
difficulties which professionals are likely to encounter when, because of
limited resources, the inevitable increase in self-help requires them to relin-
quish power to newly empowered consumers. Such a realignment may give
rise to feelings of threat among some professionals. Their difficulty may be
due to the traditional professional view of self-help as ‘at best wasteful of
resources and at worst downright counterproductive’.

Although self-help is viewed positively by those I interviewed, there is an
element of caution, if not anxiety, underlying professional responses to it.
This applies in spite of benefits which accrue for carers from groups’ activities.

A feature of self-help groups which was of importance to the midwives I
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interviewed but which does not appear in the general self-help literature
relates to the assistance which they provide for carers. This may be in the
form of information, which operates at two levels. The first level is the
provision of feedback on the care provided for the grieving mother:

ZY: I’ve being thinking about going along . . . to find out what the women felt
themselves about what we all did for them . . . how we helped or what we
can still do to help.

BESSIE: The only thing . . . was a reading list I got. I’m not sure where it came
from. I think it might have been SANDS . . . the talk by the people from
SANDS also helped. I was able to get a lot of feedback about my care of
these women through SANDS.

The need for us to learn of mothers’ views to inform care, otherwise only
available by research, is crucial. The second level at which self-help groups
assist midwives is in their information and literature and through formal and
informal face-to-face contacts. Although the printed material is designed to
be distributed to grieving mothers, it is not unreasonable that the carer
should read the material first, if only to ensure that it is acceptable:

GINNIE: I read the SANDS stuff that they have. It’s very good literature that
they hand out to the patients about various . . . it’s a question and
answer type thing and it’s showing you questions that partners are asking
and other people have asked and I’ve found that very helpful.

The gifts of equipment and other resources which self-help groups donate to
maternity units serve to influence practice, as well as supporting the staff:

ZY: I think [groups] probably will be helpful. I know the lady, the contact that
we have, that we got the Moses basket through. She’s a very nice lady,
and she’s very helpful, even just for us to talk to. . . .

HATTIE: Oh, SANDS are good, very good. They have given us a book of
remembrance which is very nice.

That health care providers need to rely on self-help groups for such basic
items of equipment may be a reflection on the priorities of the UK health
care system.

Internet self-help support groups

Unlike grief counselling more generally, the use of internet support in situ-
ations of perinatal loss is relatively under-developed. A search using Google
produced a large number of ‘hits’, whereas the insertion of ‘perinatal’ into
the search term reduced the number of hits drastically, and many of those
were culturally inappropriate. The SANDS website, although using electronic
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communication, strongly encourages those seeking support to use the
telephone helpline (SANDS, 2004).

A number of issues relating to internet support groups were encountered
in an ethnographic research on older people (Eley, 2003). Eley collected data
from both virtual (on-line) and actual (off-line) support groups. Additionally,
she undertook electronic and face-to-face interviews respectively. She found
that her informants were very comfortable with internet support, particu-
larly in view of the ‘ordinariness of the talk’, being with ‘like-minded people’,
talking to ‘people who really understand’ and being in a ‘safe place to talk’.
The safety issue, although identified by both sets of informants, had different
meanings for each set. For the actual group, safety was found in the reputa-
tion of the organisation which had facilitated the establishment of the group.
On the other hand, for the virtual group members, safety lay in their ability
to control their degree or extent of personal disclosure. This meant that they
valued being able to retain their anonymity, or dispense with it for some
messages, and also the ability to ‘lurk’ unheard and unobserved.

A literature review of research on health-related computer-mediated sup-
port groups identified issues which may be relevant to those concerned
with perinatal loss (Wright and Bell, 2003). In the matter of on-line support,
these researchers note the importance of a sense of community within the
group. They question how a virtual group is able to create such a feeling and
whether it is associated with better, that is, healthier, outcomes. A further,
not unrelated, question emerges in these researchers’ consideration of the
on-line group member’s interaction with her actual support network. The
implication is that her actual support system, such as her family, may be
offering her support which is very different from her on-line supporters,
with the potential for conflict and serious harm to her grieving process. As
mentioned below, evaluation of their effects should be a priority for this
form of self-help support group, particularly in view of the mushrooming
of these internet sites. Such evaluation has been shown, however, to be an
ethical minefield (Eysenbach and Till, 2001).

Issues

As mentioned already, some midwives were cautious about recommending a
grieving mother to attend a self-help group because the mother might not fit
in with the group and might be hurt by the experience.

The activities of the group possibly being unhelpful also caused concern
to some midwives:

RUBY: There is a . . . organisation called SANDS. I think they are very good. I
think they do a lot of good. But some of them maybe go a little over the
top, and get taken over by the kinds of woman who focus their minds
too much on their grief.
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Ruby’s caution was based on her own observation, but Polly had been a
midwife for over thirty years and drew on her own experience of having a
stillborn baby to support her suggestion that a self-help group may be
responsible for actually perpetuating the mother’s grief:

POLLY: I had a stillbirth myself . . . when I came here there was a group from
SANDS and they came down. They were talking, there was a group
talking to the midwives about what their group did. I found it very
harrowing. Even after all those years, I found that harrowing because I
thought to myself ‘I wouldn’t have liked that.’ As I say, I thought to
myself I wouldn’t have liked it if that had been offered to me. Of course
in those days there was no such things as support groups. But I wouldn’t
have liked it. I felt that it wasn’t really healthy that they should be just
making this a big thing in their life. What worries me is the effect on the
mums. That’s what worries me. Because I try to put myself . . . I try to
remember what it was like, and I wouldn’t have liked it. They spoke
about how they felt and how this happened and that happened and I felt
it was as if they were grabbing on to this instead of trying to get over it.
That was just how I felt. I really thought it was a bit unhealthy. I found it
off-putting, I really did.

The possibility that self-help groups may be counterproductive to the extent
that they may serve to prevent the grieving woman from moving forward in
her grief could be a real problem. More recent views of the benefits of not
moving on (Walter, 1999; see Chapter 1) resonate powerfully with self-help
principles. The process sometimes known as ‘biography’ involves the griev-
ing person making space in their life for the one who is lost. This contrasts
with the usual stage process of working to ‘let go’ of the person and the
memories.

That self-help groups are organised by lay people may serve to increase
their sensitivity to the needs of their members, but difficulties may arise
which may appear insoluble to people with little experience of group func-
tioning. Tensions within the group may result in power struggles which
reduce its effectiveness. On the other hand, if professionals are involved they
may be used and allow themselves to be used inappropriately excessively.
Assuming that the group is successful in resolving the concerns of the mem-
bers, it may not know how to end itself in a constructive way, that is, by
passing on its knowledge to others who are at an earlier stage in the process.

An assumption which underpins self-help is the significance of mutuality
of experience, in that a person who has been through devastating grief, such
as the loss of a baby, is considered better able to help and support another
person going through it. This perception emerges forcefully in a qualitative
study from Finland (Laakso and Paunonen-Ilmonen, 2002), in which the
mothers thought that their experience of losing a child could only be shared
by someone with a similar experience. I venture to suggest, however, that
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the assumption that ‘my grief is your grief’ may deny the uniqueness of the
other person’s feelings and, perhaps, even trivialise them.

This assumption emerges in Howarth and Leaman’s discussion of issues
relating to self-help (2001), and they extend it to suggest that bereaved people
may only be effectively supported by those who have suffered a similar loss.
The danger in this assumption was brought home to me when my own father
died and a well-meaning colleague wrote a condolence note telling me of her
father’s death two years earlier and how she knew what I was feeling. The
differences between her background and mine were too vast for there to be
any common ground, and her presumptuousness further confused my
already muddled feelings. Such assumptions, however, feature prominently
among bereavement self-help groups and may actually serve to divide the
adherents to different forms of interventions (Howarth and Leaman, 2001).
With these caveats in mind, I suggest that we recognise the assumption of
commonality for what it is and handle it cautiously.

The place of the father is possibly clearer in the context of self-help
support groups than in other aspects of childbearing. It may not be surpris-
ing that Layne (1999, 2003) in her fieldwork in New York and New Jersey
found that the man’s attendance is ‘strongly encouraged’ by some support
groups. This fits the picture of the North American father being required to
support his partner in the latter stages of childbearing (Mander, 2001c). This
father’s involvement extends to his contribution to certain organisations’
newsletters. McCreight (2004) in Northern Ireland identified some common
themes with Layne in her qualitative study of the impact of pregnancy loss
on the male partner. These commonalities may have been associated with
McCreight’s sampling, which comprised the members of six different preg-
nancy loss self-help groups. While McCreight is appropriately cautious not
to generalise her findings, she shows the way in which the male partner
appears to be particularly comfortable in assuming a leadership role in the
organisation of the self-help group. This role extends beyond the organisa-
tion of meetings and the newsletters mentioned by Layne, making plans for
events such as memorial services. McCreight contrasts these men’s instru-
mental role with the tendency for these men’s grief to be ‘belittled or at least
discounted’ (2004: 343). She goes on to recognise these men’s potential to
change practice in maternity units. At the same time McCreight, like Layne,
acknowledges the difficulty which men encounter in attending pregnancy
loss self-help groups without their female partner. This means that, effect-
ively, the woman is acting as a gatekeeper to allow her partner to assume this
crucially influential role. McCreight goes on to discuss the influence of the
man on the group’s activities. She found that half of the groups she observed
were facilitated jointly by a couple. Bereaved men were prepared to accom-
pany their partners to these groups and to contribute. They were acutely
uncomfortable attending a group led by a woman, commenting that ‘I felt
like it was a sort of woman’s group’ (2004: 344).
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Evaluation

It is clear that, with only a few words of caution, midwives are happy to
inform grieving mothers of the existence and role of perinatal bereavement
support groups. It is necessary to ask, though, to what extent midwives’
confidence is justified. In the same way as any intervention should be
evidence-based, we should recognise the need for evaluation of the contri-
bution of these groups. Research into their functioning, however, is notable
mainly by its flawed research design (Kato and Mann, 1999) and also by its
scarcity.

A relatively acceptable example, though, is found in the work of Lieber-
man (1979) who, with his colleagues, studied seven different self-help groups,
including The Compassionate Friends (TCF), a group for bereaved parents.
Lieberman’s data, though, focus on bereaved parents’ reasons for joining
TCF, rather than on the outcomes or benefits of their contribution.

A researcher who had earlier been associated with the work of Lieberman
found that involvement with TCF served to protect the parents from the
development of emotional problems (Videka-Sherman, 1982). She found
that parents who had lost a child through death within the previous eighteen
months and were more active in the group were less likely to be depressed
one year after the death than a similar group who contributed less to the
organisation of the group and the support of other members. In interpreting
these findings we must beware of assuming causality, as those parents who
experienced their loss less severely, and perhaps were less depressed, may
have been better able to help the other group members.

A Finnish study focusing on the mother’s social support after the death of
a child collected some data which constitute a certain degree of evaluation of
support groups (Laakso and Paunonen-Ilmonen, 2002). As mentioned by
McCreight (2004) and Layne (1999, 2003), these researchers identified men’s
difficulty in attending a grief support group. The mothers, though, articu-
lated quite extreme reactions to their group involvement. The group was
either supportive or unhelpful to the extent of being anxiety provoking (2002:
181). Those with a negative response compared themselves unfavourably
with more articulate group members.

The quantitative research by DiMarco and her colleagues (2001) sought to
evaluate the effectiveness of a perinatal loss support group (see Chapter 3). As
with so much grief research, the sample was less than ideal. Their use of the
Hogan Grief Reaction Checklist indicated no significant difference between
the supported and the unsupported groups. Four of the six variables, how-
ever, showed better results for the unsupported, including despair, personal
growth, detachment and disorganisation. The researchers conclude that a
coping scale might have been a preferable instrument.

Researching the parents’ experience of grief with the support of a self-
help group would be highly sensitive, but evaluation research has been com-
pleted in other, similarly sensitive, areas; examples include the work of
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O’Connor and colleagues (2003). The dilemmas and pitfalls of such sensitive,
grief-related research, such as attrition and low response rates, are well
recognised.

It appears that midwives are recommending self-help, as a way of assisting
grieving parents in adjusting to their loss, on the basis of flawed research
which suggests that this intervention does not improve outcomes (Kato and
Mann, 1999). Inadequate knowledge of the functioning and benefits of self-
help, in this context, render the midwife vulnerable (Chalmers, 1993). It is,
thus, imperative that we should undertake research into the effectiveness of
this form of support, perhaps by seeking the views of those with good
experiences of such a group and comparing their ideas with those whose
experience was less satisfactory.

Summary

While the presence of self-help groups is much valued by midwives and
appears to be beneficial, we must listen to the words of caution which come
from a range of sources; these include the warning of Kalish (1985): ‘This
does not mean that participation in death-related self-help groups never leads
to serious disturbance . . . such participation is extremely low risk and the
potential rewards are substantial.’
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13 Future childbearing

For reasons that I do not fully understand, the question of a future preg-
nancy invariably arises when health care providers consider perinatal loss.
Although I never raised the topic, many of the midwives in my research
project (Mander, 1995b) thought that it was important to tell me about the
prospect of the grieving mother embarking on another pregnancy. Some
midwives illustrated how much our ideas have changed by disparagingly
quoting ‘traditional’ advice:

ANNIE: ‘You can have another baby. You are young yet. It doesn’t really
matter.’

In quoting this comment, Annie was criticising the way it trivialises the
mother’s experience and denies the uniqueness of her lost baby (Côté-
Arsenault and Dombeck, 2001). Such words were presumably intended ori-
ginally to reassure the mother and to persuade her to think positively about
the future, rather than dwell on the past. It may have, thus, been intended to
‘cure’, or at least curtail, the mother’s grief. That this view still exists was
impressed upon me by the relinquishing mothers I interviewed, many of
whom were being or had been encouraged to consider the therapeutic value
of another pregnancy. Ursula’s son was eight weeks old when we spoke and
her anger and sorrow were still painfully obvious. This led her family to try
to help:

URSULA: Everybody round about keeps advising me to have another child to
make me feel better. But I’m not going to have a child as a form of
therapy.

In this chapter I address the obstacles facing the woman who decides to
resume her childbearing career. They are addressed in the chronological
order in which they may present.



Resuming sexual intercourse

Although the subsequent pregnancy has been the subject of much attention,
the method of conception, sexual intercourse, has been largely neglected. The
difficulty of re-establishing a loving, sexual relationship following perinatal
death is apparent mainly from mothers’ personal anecdotes.

It may be difficult for a couple to enjoy even the human contact which may
be quite independent of love-making. Physical comfort and support may be
too much to ask of someone who feels they have nothing left to give. Even
gentle warmth and undemanding cuddles require a degree of relaxation
which may be hard for a grieving parent.

Sexual intimacy following the death of a child has been shown to be
problematical by Singg (2003). She suggests that, while physical comfort may
be appreciated, sexual intercourse is unlikely to be resumed until the couple
are planning another pregnancy.

Differing patterns and rates of grieving may compound this difficulty
because one partner is unable to respond to the other’s tentative advances.
Similarly, each partner’s feelings of ‘being ready for it’, in terms of either
grieving or simply inclination, may not coincide, escalating a cycle of tension
and avoidance. Their resumption of sexual intercourse is likely to be delayed,
as for any new parents, by the mother’s traumatised genital area, lack of
vaginal lubrication and any perineal damage.

Hidden meanings exist in sexual intercourse for a couple who are grieving.
An example is their memories of love-making, some months earlier, which
began their baby’s all-too-brief existence, recalling a more joyful and more
carefree time. The pleasurable nature of love-making may, thus, be regarded as
inappropriate. It is possible to understand the perilous vicious cycle moving
from ‘I don’t feel like it’ to ‘How could we?’ to ‘How could you think of it?’

The physical act of intercourse may serve as a further reminder of the
birth and the death, as two mothers recounted (Kohner and Henley, 1992):
‘She was the last person inside me and I didn’t want to wipe out any part of
that sacred memory.’ ‘Every time we make love I relive the birth.’

For either partner, fear of beginning another pregnancy, which has the
potential for further trauma, may deter them from seeking the comfort of
love-making. Although many couples deeply regret their inability to give
each other intimate, loving support when they most need it, some couples
may actually be relieved that the anxiety which sex brings with it has been
removed. For those couples who regret the loss of the pleasurable comfort
which sexual intimacy brings, this may be regarded as a secondary loss which
prevents an activity which might alleviate, albeit momentarily, the sorrow of
bereavement.

A research project undertaken in the USA (Swanson et al., 2003)
attempted to describe the effect of one particular form of loss on the
couple’s relationship. These researchers used a series of postal surveys and
quantitative analysis to assess the extent of the development of the couples’
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interpersonal and sexual relationships in the first year after miscarriage. The
researchers found that, for both relationships, for about half of the respond-
ents there was no change. The number who stated that the relationships had
improved were in a small minority, whereas those whose relationships had
deteriorated constituted about one-third of the respondents. On the basis of
these findings the researchers recommend that the couple should be pre-
pared to cope with these changes in their interpersonal relationship. It is
necessary to bear in mind, though, that these researchers did not collect any
data from any male partners, so the picture is entirely one-sided.

Desiring to begin another pregnancy

The wish to begin another pregnancy may be interpreted differently. It may
be a sign of recovery from the grief of perinatal loss, in the same way as
remarriage may be a sign of adjustment to being widowed (Littlewood,
1992). It may be suggested that the wish for another pregnancy may be a
growth-promoting affirmation of life. There is, however, a dearth of research
evidence to support this positive interpretation.

Urgency and grieving

The more usual view of the urgent desire for another pregnancy as a rela-
tively early stage of grieving is demonstrated by research by Giles (1970) and
by Wolff and colleagues (1970). Giles interviewed forty bereaved mothers in
the early puerperium and shows their broad range of feelings about a future
pregnancy. At one extreme, five mothers were doubtful of ever attempting
another pregnancy, because their self-esteem was too low to allow them to
contemplate success. At the opposite extreme was a similarly small group
who were desperate to conceive again really quickly. This group of desperate
women probably equate with a similar, but larger, group in Wolff’s
study. These researchers interviewed fifty bereaved mothers, also in the
early postnatal period, but with a three-year follow-up, thus learning of their
plans as well as their pregnancies. An immediate pregnancy was planned
by 40 per cent of the mothers, but 50 per cent actually conceived within
three years.

Wolff et al. (1970) regard these rapid pregnancies as examples of an imma-
ture response to the non-fulfilment of the women’s fantasies of mother-
hood. Leon’s psychotherapeutic approach (1990) interprets this reaction
in terms of the mother’s narcissism, self-esteem or self-love. Clearly the
mother’s self-image has been irrevocably damaged by her perception of her
failure to give birth to a healthy baby. Leon argues that, for her, another,
successful, pregnancy is the only route by which she is able to regain her
equilibrium.
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Deciding to begin another pregnancy

Making the decision about a future pregnancy may be influenced by a num-
ber of factors. Close family members as well as more casual acquaintances
may urge the couple into parenthood. Or the woman’s awareness of the
ticking of her own biological clock may hurry her decision. On the other
hand, fears of a similar outcome may deter the couple from another attempt.

The work of Wolff and colleagues shows us the large proportion, 50 per
cent, of bereaved mothers who decide that the chance is not worth taking,
and for half of these the decision was made irrevocable by sterilisation.
Rowe et al. (1978) examined the association between having existing children
and the decision to begin another pregnancy. This longitudinal study of
twenty-six families grieving a perinatal death showed that those without liv-
ing children were significantly more likely to embark on another pregnancy
than those with children at home.

The timing of a future pregnancy is a source of concern; authors invari-
ably consider the duration of the gap and often recommend a suitable time
for the couple to plan a conception. The recommended time varies, but
six months to one year is usual (Kargar, 1990; Kohner and Henley, 1992;
Klaus and Kennell, 1982; Oglethorpe, 1989), but more recent literature is less
prescriptive and may just suggest waiting for many months.

These prescriptions are reminiscent of the experience of Rose (1990), a
psychotherapist who, on the death of her husband, listened to the advice and
read the books and confidently expected her feelings to revert to normal one
year after his death. She convinced herself of the truth of the twelve-month
myth and that, on the magical date, her grief would disappear. She was
shattered when she felt no better and eventually felt much worse on that date.
Her experience warns us against being prescriptive about the duration of
grief. The danger of such prescriptions is illustrated in the work of Rowe
et al. (1978), who applied the label ‘morbid grief’ to parents who were still
grieving twelve to twenty months after perinatal bereavement. The need to
avoid fixed time periods is endorsed by Lewis and Bourne (1989) who refute
the implication that longer grief is automatically abnormal grief, suggesting
that we should look at the person rather than the calendar before labelling
grief ‘abnormal’.

The reasons for waiting are discussed by Kowalski (1987) and Oakley et al.
(1984), who distinguish the physiological and the psychological factors. They
conclude that the mother’s body is likely to be ready within three to six
months, but her emotional state may need at least twelve months to recover.
Without recommending a time, Lewis and Page (1978) demonstrate the dan-
gers of the mother becoming pregnant quickly after losing a baby and, hence,
the reason for the importance which is attached to both the advice and the
gap. In a case-study, a mother’s inability to care for or relate to her healthy
newborn daughter threatened the baby’s survival. These psychotherapists
attributed the mother’s difficulty to her failure to mourn her stillborn first
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baby, who was born twelve months before his sister. By confronting the
mother with her recollections of the first birth, the therapists forced her to
begin the grieving which she had avoided, as evidenced by her second preg-
nancy. These authors regard a speedy pregnancy as evading the painfully
difficult mourning of a perinatal death. Hence, the advice to wait.

The effect of pregnancy on grieving is said to derive from the incompati-
bility of these two processes in one person. Pregnancy eradicates grief, but
the effect is not permanent, leaving the possibility that grief may reappear
after the pregnancy ends (Lewis and Bourne, 1989).

One of the reasons for the incompatibility of grief and pregnancy relates
to the need, in both, for the mother to adopt a particular mental stance to
complete her emotional task, as both involve sorting out inevitable ambiva-
lent feelings (Lewis, 1979b). When grieving, she focuses on her sorrow at
ending her relationship with the dead person by recalling and working
through her memories of that person. When pregnant she optimistically
begins to establish her new relationship with her child, largely by fantasising
about this new person and how she will relate to her or him. This is part of
the process sometimes known as ‘bonding’.

As well as the essentially diametrically opposed emotional approaches
required, both processes are exclusive, in that they both prevent other emo-
tional work being effectively completed simultaneously. Lewis and Bourne
(1989) draw a picture of the mother’s ‘inner world’ to explain this exclusiv-
ity; were it possible, this world would be inhabited by the dead baby she is
grieving and the new baby she is starting to love. The internalisation of the
images of the two babies simultaneously is prevented by the mother’s fear
that the new baby will be harmed by such close proximity to the dead baby.
She, thus, blocks or unconsciously calls a halt to her grieving, which may be
resumed either when her anxieties about her unseen new baby are dealt with
or possibly at some other unpredictable future time. Lewis (1979b) alerts us
to the risk that this incomplete mourning may reappear in a pathological
form, activated by unforeseen events.

It is apparent that a new pregnancy will deprive the mother of both time
and space for grieving her lost baby (Bourne and Lewis, 1984). The long-term
implications are difficult to foresee, but we may be certain that a mother who
hurries, or is hurried, into another pregnancy may find her experience
unpleasant or even traumatic.

This decidedly pessimistic psychoanalytical view of a hasty conception
may be questioned. A midwife with experience of being in this position
argues the inaccuracy of this interpretation. Bower (1995) suggests, on the
basis of her experience, that: ‘a subsequent pregnancy is an integral and
important part of the grieving process. The emotions which must be con-
fronted during another childbearing experience are unique and will be
felt whether they occur three months or three years after the original loss’
(1995: 119–20).
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Conceiving and being pregnant

When the bereaved couple feel ready to embark on a pregnancy, their dif-
ficulties are far from over. In a retrospective epidemiological study, Vogel and
Knox (1975) found that couples who had experienced perinatal or early
infant death attempted to compensate for their loss by a rapid pregnancy.
This resulted in a rise in the fertility rate of the sample in the year following
bereavement. But this increase was not maintained, to the extent that over a
five-year period there was a marked reduction in their fertility. Alongside this
effective fall in fertility, their success in childbearing was further reduced by a
tendency for deaths to recur.

This observation of impaired childbearing following loss has also been
noted in the context of parents who have lost a child through Sudden Infant
Death Syndrome (SIDS). The work of Mandell and Wolfe (1975) focused on
subsequent pregnancies in forty-one couples bereaved by SIDS. Of the
mothers, eight were keen to avoid pregnancy and used contraception. After
one mother, who was pregnant when bereaved, gave birth prematurely, only
thirteen mothers had no problems with conceiving and carrying the preg-
nancy. Ten mothers experienced their first ever miscarriage, two of whom
were subsequently infertile. Among this previously fertile group, the next
pregnancy took between fifteen months and seven years to conceive. These
‘problem pregnancy’ rates are clearly higher than the expected infertility and
miscarriage rates.

On the basis of these data Mandell and Wolfe propose that grieving is a
psychological state which lowers the couple’s childbearing ability. This sug-
gestion is endorsed by the work of Vogel and Knox, which indicates that
grieving couples’ attempts to enlarge their families are frustrated by lower
long-term fertility and associated with poorer outcomes. The effect of psy-
chological stress on fertility is well established (Bancroft, 1989). The effects
of grief are less well known, though the pathologically oriented work of
Fenster et al. (1997) indicates a seriously negative effect on male fertility.
Thus, it seems that grief may have a similarly adverse effect on general fertil-
ity. Our care of grieving parents should include a warning that a, hopefully
temporary, decline in their fertility may be expected.

In terms of actually being pregnant following perinatal loss, the work of
Hense in Canada investigated the woman’s entire childbearing experience
(1994). Hense undertook a phenomenological study with a suitably small
number of primary and a larger number of secondary informants. Hense’s
informants began by revisiting the guilt which they experienced after their
baby was stillborn. This led to a fear that they would never be able to give
birth to the child they hoped for. If another pregnancy happened speedily,
the women soon became aware of the risk of giving birth to an ‘anniversary
baby’ (see page 90; Lewis and Page, 1978) and dreading birthdays.

The informants in Hense’s sample assumed a paradoxical attitude towards
‘replacing’ the baby who was lost (see ‘The replacement child syndrome’,
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page 204). Both Hense and the women themselves explicitly discussed
‘replacement’ (1994: 171), but they were resentful when another person sug-
gested this motivation for a speedy conception: ‘I remember one of the
nurses . . . Her advice was “Try to have another child as soon as possible to
fill that void” ’ (Lucy, 1994: 171). When the pregnancy was achieved and
confirmed, the concept of replacement continued, but became more com-
plex. The women found difficulty distinguishing between the two pregnan-
cies and, hence, the two babies: ‘Even waiting the length of time I did [four
months] sometimes . . . it feels like I have been pregnant all along now.
Just continuing on’ (Sarah, 1994: 172). In order to assist the distinction
between the babies, the women hoped that the baby they were carrying
would be a different gender: ‘I wanted him to be a girl so badly because I
didn’t want to be reminded of our first child’ (Marie, 1994: 173). One
mother, however, was so happy with this lack of distinction that she used the
same name for her second child (see ‘The name of the dead child’, page 205):
‘And there is another Samuel Brian really but it is two babies’ (Carla, 1994:
173). The fear that the stillbirth might recur continued to haunt the woman
throughout her pregnancy, as has been found also by Côté-Arsenault
and Morrison-Beedy (2001). This fear resulted in the woman being
unprepared to commit herself emotionally by becoming attached to her
second unborn baby. This refusal to ‘bond’ was assisted by the woman con-
cealing her pregnancy from people who might try to become, and to make
her become, more involved. The fear of recurrence further led the woman to
seek to protect her unborn child from any perceived danger: ‘My main
project every day was to keep watching my diet and nutrition and blood
sugar’ (Helen, 1994: 181). The women did recognise, though, that such
extreme care of their health may have been counterproductive, in that it
exposed the baby to an unhealthy level of stress, which was in itself regarded
as harmful. The women sought reassurance of the baby’s well-being from the
full battery of prenatal tests, but sensibly drew the line at repeating tests
unnecessarily.

After the baby was born alive and well, many of the woman’s anxieties
were not resolved, but continued in a slightly modified form. These included
the problem of accepting the child as a separate individual and deciding
what emotional commitment and tangible investment should be made for
this new baby.

Thus, Hense’s research shows clearly that the birth of a stillborn baby has
serious consequences in any future pregnancy. These findings are endorsed
by quantitative studies which have shown that depression levels are higher in
women who have previously given birth to a stillborn baby (Armstrong,
2002) and particularly if they conceive within one year of the birth (Hughes
et al., 1999).
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Care in a subsequent pregnancy

In a future pregnancy it will be necessary to regard the mother as high-risk.
This applies especially if the reasons for the death have not been identified,
but the increased likelihood of a poor outcome puts this mother in need of
particularly vigilant care.

The demands on the woman who becomes pregnant after a perinatal loss
are hugely increased. Superimposed on all the physical and psychological
tasks which pregnancy requires, she has not only the demands of the add-
itional investigations, but she also has the illness tasks involved in adapting to
the patient role.

To avoid memories of sadness and loss, Kargar (1990) suggests that the
mother’s antenatal care should be provided ‘well away from the hospital’.
Whether such out-of-hospital care is consistent with the vigilant care which
is required for this mother is questionable, but her intensive support would
be more easily offered in an out-of-hospital setting.

The value of concentrated support, without high-tech interventions, dur-
ing pregnancy has been shown to increase the rate of successful pregnancies
in couples with a poor childbearing history (Stray-Pedersen and Stray-
Pedersen, 1984). Similarly, the qualitative study by Côté-Arsenault and Freije
(2004) in the USA indicates that ‘Pregnancy After Loss’ support groups were
very acceptable to couples attending them.

The value of more intensive antenatal care is endorsed by the recom-
mendation that time should be made available for this mother to talk and ask
questions about the current pregnancy as well as the previous unsuccessful
one (Lewis and Bourne, 1989; Sherr, 1989). Contemplating support during
pregnancy leads to the question of whether more intensive care in the form
of counselling or psychotherapy has any advantages over the support already
described. Oglethorpe (1989) states that analytical psychotherapy may be
technically difficult at this time, has particular hazards and carries no marked
benefits (Apprey, 1987).

After the birth

The arrival of the new baby may resurrect in the mother many of the feelings
associated with the loss of her previous baby:

JOSIE: In the case of the bereaved mother the baby is dead and it is all over,
that is until she has a future pregnancy and all the memories will come
flooding back.

If the mother’s grieving is incomplete, she may suppress her strong feelings
of loss which may continue to blank out her emotions (Lewis, 1979b). The
difficulty for the mother in establishing a relationship with a new baby while
still grieving the loss of a previous one has been mentioned already. This
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carries the risk that her feelings of affection for her new baby will be dimin-
ished and her relationship with her impaired.

As discussed already, delayed grieving is a response which may happen if a
pregnancy quickly follows perinatal death (Sherr, 1989). The problems of an
over-hasty conception are detailed in a case-study (Lewis and Page, 1978) in
which the second child was born twelve months after her stillborn brother,
making her an ‘anniversary baby’. For anyone who has been bereaved, anni-
versaries are difficult, but the conflict between celebrating a birth at the same
time as recalling the ‘death-day’ engenders bewilderment in the parents.
Avoidance of an anniversary birth constitutes a further reason for delaying
the next conception. It is necessary to be vigilant for these coincidences,
either prospectively or retrospectively, in order to help the parents to open
up and share any underlying feelings.

The replacement child syndrome

The reality of this syndrome has been advanced by psychologists and psy-
choanalysts, but has been questioned by more recent work. I address the
evidence in favour of the existence of replacement child syndrome first.
Oglethorpe (1989) defines a replacement child as either one who is specific-
ally conceived to replace one who has died or a child forced by its family into
this role. The term, however, tends to be used rather loosely to describe any
child who is born soon after a loss or disappointment.

In their groundbreaking paper on this topic, Cain and Cain (1964) drew on
their experience of six families who had suddenly lost a mature child
through illness or accident. The severe psychiatric morbidity in, usually, the
bereaved mother signified unresolved grief, which resulted in the, albeit
hesitant, decision to replace the lost child.

Cain and Cain describe the birth of a child into an environment totally
bound up with the memory of the dead child. The parents were more
mature, possibly in their 40s, and their expectation was hardly for an infant,
as they were seeking a replacement for an older child. The identification of
the new child with its dead sibling was overpowering and constant compar-
isons were made. Unfortunately for the replacement child, the dead sibling
was ‘hyperidealised’ quite unrealistically.

In my research on relinquishment, Ursula, contemplating a ‘replacement
child’, recognised the risk of ‘idealising’ the one who was relinquished, with
the potential for trauma:

URSULA: Another problem is that he is the perfect child. He has no bad
points and will always be quite unique to me. Because when I first saw
him he was perfect at his birth and every time I saw him after that he was
being good. I s’pose that it’s like meeting anybody for the first time. You
don’t get to know any of their bad points until you’ve met them a few
times.
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Cain and Cain focus on the prevalent psychiatric disturbances found among
the replacement children, whose difficulties do not diminish as they grow
older. These researchers consider the family pathology engendered by well-
meaning but ill-informed friends and professionals who had recommended
‘having another’.

Whether this syndrome, derived from case-studies following the deaths of
older children, is applicable to perinatal loss deserves consideration. Cain
and Cain (1964) and Leon (1990) argue that the more limited investment in
a fetus or neonate reduces the likelihood of such a severe reaction. But
Bluglass (1980) has demonstrated, in the context of SIDS, that problems of a
similar nature do occur after the deaths of relatively young babies. To apply
this knowledge to practice, it is necessary to bear in mind that the risk of
replacement child syndrome is thought to increase if the parents have no
contact with or recollection of the dead baby (Leon, 1990).

These views of replacement child syndrome tend to regard childbearing in
a reductionist way, as a reactive process. The opposite point of view is
advanced by Grout and Romanoff (2000) whose qualitative research demon-
strates that family-building occurs in a more proactive way. The main activity
of grieving, these authors maintain, comprises the reconstruction of mean-
ings. In this way family relationships and family members’ roles change and
are changed to accommodate the new reality. Thus, parents’ expectations,
though decided at an early stage, are adjusted if a child is lost and her mem-
ory is integrated into the family, rather than being obliterated as the psycho-
logists and psychoanalysts (above) envisage. The other family members are
likely to continue to recognise the brief existence of the child who died and
to acknowledge its effect on the dynamics of the family. Thus, rather than
replacement, as the name of this syndrome suggests, the family processes
continue to feature adaptation and reconstruction.

The name of the dead child

The name of the dead child has only recently attracted concern, because it
acknowledges the reality and the individuality of the child. In thinking about
any subsequent pregnancy the name assumes even greater significance; this is
because the re-use of the same or a similar first name for a later child is
considered indicative of pathological grief, that is, replacement child syn-
drome, and may forewarn of attendant risks. In their paper on this syndrome,
Cain and Cain (1964) recount the confusion which the bereaved parents in
their sample showed, by mistakenly addressing the replacement child by the
name of the dead sibling. They suggest that this situation is aggravated by
using a similar-sounding name, perhaps gender-adjusted, for the replacement
child. The underlying problem is spelt out by Bourne and Lewis (1984):

We believe it something of a disaster for the next baby to be saddled
with the name formerly intended for the one who died, adding to the
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danger that the new baby is only precariously differentiated from the
dead one.

These authors go on to suggest that we, as health care providers, are ideally
situated to prevent names being re-used in this way. These researchers are
suitably wary of the damage experienced by a ‘replacement child’ and regard
the name as an important indicator. Unfortunately, they regard the name as
little more than a label, or perhaps a diagnostic tool. The true significance of
the name is discussed by Raphael-Leff (1991) in terms of it being a ‘live myth’
which is bestowed upon the child. She regards the name as an attribution,
rather than merely a label. It represents the parents’ hopes and aspirations for
their child. Although the name may appear to represent just a character in a
soap opera or a pop singer, to the parents this may be the pinnacle of
achievement and their ultimate hopes for their child. Raphael-Leff traces the
use of different names according to the prevailing cultural and religious
beliefs. The practice in the UK of using the same family name through the
generations is becoming less common, although this certainly applied in my
own family where my father and two brothers all chose to use the same name!

Thus, the name may be seen to represent desirable qualities with which the
parents hope that the child will be blessed. This leads us to question whether
it is really inappropriate to re-use a name simply because the person for
whom it was intended has died. Connolly (1989) reports the practice in the
west of Ireland of giving the same name to a sibling of a dead child. He
maintains that this is acceptable because of what the name represents, regard-
less of whether it has been used previously. Similarly, one of Hense’s
informants re-used her dead baby’s name (1994).

Summary

It is clear that embarking on another pregnancy after perinatal loss brings
with it a range of hazards. For the mother, the pregnancy itself may be
evidence of inadequate grieving, with the likelihood of that grieving being
resurrected at some unpredictable future time. For the child the chances of,
first, being conceived and, second, surviving the perinatal period are
reduced. In the event of replacement child syndrome, the risk of psycho-
logical trauma to the child/person is infinite.

The original reason for the conception of the child who was lost is not
affected by the loss of that child. The need for a child, for whatever reason,
still pertains within the family; so the next child, if there is one, should not
necessarily be regarded as a replacement, but as a wanted, child.

Research evidence suggests that, if necessary, appropriate interventions are
available to help the mother to achieve success in both childbearing and psy-
chological terms. Thus, our concerns for the welfare of the family and a sub-
sequent child may not always be justified. In the event of inappropriate grief
responses our interventions to help the family are able to prevent morbidity.
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Conclusion

Benefits and meanings

Tread softly because you tread on my dreams.
(W. B. Yeats, 1899)

To conclude, I draw out two interrelated themes which have emerged repeat-
edly throughout this book. Although we tend to think automatically of the
tragic nature of perinatal loss, there may be another side to this tragedy,
perhaps even positive aspects. An example is the loving relationship which is
the precursor to grief, on which I focused in the early chapters; included with
this should be the personal growth and development which follows grief.

Findings of personal growth through increased self-knowledge emerged
from a study of mothers’ experience of miscarriage (Bansen and Stevens,
1992), together with heightened perceptions of both the joys and trauma of
life, which was associated with an increased sense of responsibility. This
manifested itself in the mother assuming a greater degree of control over her
life and health.

These positive aspects are similar to those which may be found in the
strengthening of parental relationships after the death of a child. An
increased awareness of each other’s priorities and recognition of their own
strength may be associated with a new sensitivity to both the feelings and the
pain of others. Researchers have identified benefits in terms of improved
communication between bereaved parents (Helmrath and Steinitz, 1978).
Those who were able to share their feelings increased their mutual trust and
felt that this was essential to the resolution of their grief. The couples also
thought that the quality of their relationship had improved and perceived
the loss of their baby as an opportunity for personal growth.

The experience of loss may, in more general terms, provide a stimulus for
major creative efforts. This may happen through the bereaved person being
forced to reappraise their situation or simply through the space left by the
absence of the loved one. In the same way, the experience of perinatal loss
has served to stimulate creativity in women such as Mary Shelley, Anais Nin
and Harriet Beecher Stowe. In Chapter 9, I showed how childhood grief later
found artistic expression in the work of Edvard Munch.



The extent to which these positive aspects affect the feelings of loss
depends on the unique meaning which is attributed to the loss. The attribu-
tion of meaning is closely linked with the cultural context, for example the
concept of the ‘good death’ mentioned in Chapter 1. In the Western hemi-
sphere, grieving a death is increasingly being regarded as a psychological
condition rather than having physical connotations. In spite of this, in many
cultures the dead body is still of major significance. So too, though, are the
bodies of those who remain, as they may represent aspects of the loss.
Examples may be found in analogies of grief as a limb or other body part
being missing, or even the familiar broken heart. Thus, the meaning of the
loss may emerge in physical signs, symptoms and perceptions through the
process of somatisation.

The meaning which the mother attaches to her experience, though, may be
less easy to identify. It is inevitable that the meaning which the pregnancy
holds for her influences her grief. That meaning is highly individual and may
include elements ranging from narcissistic self-absorption to a search for
recognition of her adulthood. We must be wary of regarding perinatal loss
as the loss of a baby and nothing more. In the event of such a loss we must
take account of a wide range of personal and relational implications and
accept that, additionally, there will be some which are not known to anyone
but the grieving parents and, perhaps, not even to them. The poem by Yeats,
the final line of which heads this chapter, was written in a very different
context. It clearly shows, though, the fragility of meanings which, like
dreams, may be unknown to the person herself.

An absence of meaning for the loss and, possibly, for life itself features in
the later stages of acute grief (Parkes, 1976). The interpretation of her loss
determines the extent to which the mother feels able to control her situation,
which has implications for our care. As carers we are able to help her find the
meaning of her loss; an example is how we provide opportunities and allow
her space to fathom the unique meaning of her loss. The family has been
shown to be similarly better able to cope if it is able to find meaning (Cook
and Oltjenbruns, 1989).

As is so often the case, we are able to learn from the example of children,
in whom the dynamic process by which the meaning of loss develops as the
child sibling matures is clearly apparent. This is partly due to the child openly
and uninhibitedly searching for meaning, whereas in adults that search is
more secretive. In the same way as the meaning of her pregnancy determines
her grief if the pregnancy is lost, so too the meaning the mother attributes to
her child influences her response if her child has a disability.

While her reaction to her loss is influenced by a wide range of unknown
factors, including the meaning of her loss, so too is her behaviour. The
mother’s response is affected by personal and cultural experiences which
we may not share and which, to us, make her behaviour meaningless. But to
her these behaviours and rituals are imbued with a profound significance,
deserving our respect.
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We are warned to avoid assumptions, especially of the meaning of the
pregnancy and its loss (Worden, 2003). While we may be safer assuming that
her loss constitutes an incapacitating tragedy, we should be prepared for and
accepting of other reactions. The assumptions of some, such as the gurus
who trivialise miscarriage with accusations of it being ‘magnified into a catas-
trophe’ (Bourne and Lewis, 1991), serve only to reinforce Worden’s warning.

As I have suggested already, the benefits of loss and grief are not immedi-
ately obvious. The ideas of Marris (1986) provide a helpful framework which
illuminate the enduring benefits of the pain which we all know. Marris
believes that we create ‘structures of meaning’, which comprise an organised
set of perceptions and beliefs which help us to make sense of our experi-
ences in relation to the context in which they happen. Our structures of
meaning preserve an element of continuity, by providing a system through
which we are able to integrate new experiences into an existing mental frame-
work. This is clearly essential when continuity is as fundamentally threat-
ened as it is during perinatal bereavement. Marris’s hypothesis suggests that
grief constitutes a reaction to the disintegration of the structure of meaning
associated with the lost relationship. Thus, grief comprises efforts to trans-
form the meaning of the relationship to allow continuity to be restored. For
these reasons, some degree of discomfort or distress is an inevitable con-
sequence of loss. It needs to be perceived as a constructive, rather than just
an inevitable, experience which helps us to adapt to maintain the continuity
of life (Craig, 1977).

In this book I began by looking at the meanings of the words commonly
used when talking about loss. To close, I have drawn together the recurring
themes of the meaning of the loss itself and the long-term and intrinsic
benefits of grief.
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Appendix 1
Mysterious discovery:
children’s cemetery has been
found in Astypalaia

Was it a maternity clinic or a sanctuary in which people offered up their
dead babies in Astypalaia in ancient times? Was it a place where the gods
were worshipped or just a cemetery, this place discovered on an island in the
Aegean? Archaeological research is trying to answer these questions after
this unique discovery.

The research started 5 years ago after a request by some local people to
build houses in that area. Subsequently, the 22nd Ephorate of Prehistoric
and Classical Antiquities discovered 150 vessels during a first excavation. Up
to now, 1800 burials in large pottery vessels (amphorae) have been
discovered. More burials are expected to be revealed as the excavation pro-
ceeds. It is obvious that the place was a cemetery. However, the necropolis of
the ancient town of the island was detected on a hill named Katsalos, oppos-
ite the Venetian castle. Katsalos was used from the Late Geometric period to
Roman times. After the initial excavation the 22nd Ephorate collaborated
with the anthropology department of University College London, with Dr
Hillson in charge.

Most of the 500 child skeletons found belong to newborn babies, with
the exception of two cases of twins, three cases of children at the age of three
and two of children at the age of five. Archaeologists wonder why so many
babies were buried at that place. An epigraph at the museum of Astypalaia
may provide us with an answer. It refers to the Goddess of Diana. Diana was
worshipped as the goddess of labour, among other things. According to
mythology, she was the first to be delivered by Leto and she was the midwife
of her brother Apollo. Archaeologists suspect that there was a sanctuary of
Diana in Astypalaia and that people from neighbouring islands offered her
their dead babies. According to another theory, a maternity clinic may have
existed there with a doctor or midwives helping women in labour; the great
number of baby burials could be explained by the high mortality of those
years.

(Anagnostou, 2004)



Appendix 2
My youngest brother

It’s hard to remember the precise details of what happened when. I was ten,
almost fifty years ago. I had been around when Mummy had my younger
brother, so I knew all about it. I was able to help her get things ready during
the winter. We got the cot out. She knitted vests. We cleaned her bedroom so
that it would be OK for the midwife, Nurse Pearce, when she came for the
birth. Everybody said how good I was – a proper little midwife!

Funny that.
Nothing happened.
I knew that when someone was going to have a baby, they have a baby. But

Mummy didn’t.
I remember Mummy having to stay in bed. I still don’t know why.
Then things disappeared. The cot was put away. The knitting stopped.
Everybody was very nice to me. But nobody told me anything. It was

obvious I wasn’t supposed to ask. So I didn’t. They probably thought I’d
forgotten about the baby.

When pancake day came round we were sent to the doctor’s house and
his wife cooked our dinner. It was meant to be a treat. Then I was sent to stay
with my Aunt in Wales for Easter.

One day, some time later, Daddy came to school. This was quite unheard
of. I went outside to see him. It wasn’t winter any more. He sat on the
steps. He’d brought me a new windcheater. I didn’t know why, but it was
nice.

At the end of school my elder sister collected me to go shopping. She was
a nurse and knew a lot about things.

When we went into Mrs Martin’s shop, she asked how Mummy was. My
sister said she’d had a baby boy, but he was born dead. Because I knew by
then I wasn’t supposed to talk about it, I didn’t say anything.

Nobody said anything to me. I suppose I was too young to understand. I
decided that his name was Michael.

Years later, a short while before Daddy died, he told me how sorry he was
that the baby had died. He’d have liked another boy.

What was Michael like? Was he formed properly? Is he buried somewhere?
I wish I knew.



Although I’ve never been told anything about him, I learned a lot from
Michael.

I learned that there are some things that you just do not talk about.
Is it because it doesn’t matter when someone dies? It seemed like that.

Nobody bothered. Nobody cried.
Or is it because dying is too awful to speak about? It takes a long time to

learn that some things are better talked about.
Or is it that babies don’t matter? We were a big family. What does one

child matter?
Or perhaps I was told about it – well half-told when Mrs Martin was told.

But I was also being protected by not being told.
I’m sure they all thought it was for the best.

(A bereaved sibling)
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