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Abstract
Parents generally undergo prenatal screening to confirm fetal health. In
contrast, for health professionals, the goal of screening is to detect
anomalies. Parents are aware prenatal testing may diagnose a fetal
anomaly but do not believe it will happen to them. The increased rate of
prenatal testing has resulted in more frequent diagnoses of a fetal
anomaly. This outcome forever alters the trajectory of the pregnancy
because parents must deal with the resulting shock, stress, anxiety and
devastation.
The existential phenomenology of Maurice Merleau-Ponty aligns
harmoniously with midwifery ideals and was used to explore the
implications of the fetal anomaly diagnosis for parents who continued their
pregnancy after the diagnosis. Participants were interviewed during their
pregnancy and after the birth of their baby. They were asked, ‘Could you
tell me about your experience during the pregnancy (or after the birth)?’ A
non-structured format enabled participants to lead the interview and
describe their unfolding experience. Thirty-one parents shared their
experience of continuing pregnancy after receiving the diagnosis of a
serious or lethal fetal anomaly.
Analysis of the participants’ verbatim transcripts included data immersion,
reflexivity, intersubjectivity and the refining of thought during the activity
of writing. This process led to the identification of four themes
(compressing a lifetime of love into distorted time; competing realities and
the uncertainty paradox; the alterity of the other; a tapestry of hope,
despair, acceptance and meaning) which are presented as findings. In
combination with discussion, the findings form the core of this thesis.
Participants found their relationship to time, their perception of the world
and their relationships with others changed. The unexpected diagnosis was
a disorienting betrayal that forced them to reconfigure and transform their
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lives. It was the beginning of a journey marked by a roller coaster of
oscillating emotions — between disbelief and reality, hope and despair. A
disjunction emerged between the reality of the diagnosis and the halcyon
future they had envisaged. The dramatically-altered life trajectory was
accompanied by uncertainty and a spectrum of possible outcomes which
created disequilibrium and feelings of asynchrony. Although the diagnosis
was known, the specific implications for parents and their newborns
remained unknown until birth. The alienating diagnosis became
incorporated in their world, hence the pregnancy became an all-consuming
focus, demanding attention and leeching energy.
The diagnosis was an inescapable intrusion into the embodied life of
parents, affecting each gender differently. The visible nature of pregnancy
traumatised women by making them public property. In response to the
diagnosis, participants began to ask ‘why?’ The enormity of their loss
prompted an existential search for meaning and changed perceptions and
priorities. Life became more appreciated, a time to grasp precious
moments and hold on to treasured memories.
This thesis makes an original contribution to scholarship. The research adds
to existing knowledge through an in-depth examination of parents’
experience of time, becoming public property, gender differences, the role
of the other, hope and uncertainty. Suggestions for further research are
provided. Recommendations are made to help guide the clinical practice of
health professionals working with parents who continue pregnancy
following diagnosis of a serious or lethal fetal anomaly.
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Prologue
This prologue documents a very personal evolution that led to this research.
Let me take you back in time and start at the beginning when, as a total
neophyte, not even deserving of the title novice, my career began. It started
with a tour of the wards at Canberra Hospital with my nursing group. I was
a teenager fresh from high school and full of the hopes and dreams of
youth. I was going to be a nurse, to be someone who made a difference.
It was a glorious, sunny, summer day. I was cloaked in the invincibility of a
youth unacquainted with the spectre of death. In the early labour area a
women was walking around, rubbing her back. I said to her, ‘what a
beautiful day to have a baby.’ She looked back at me, sad, unsmiling, and
said, ‘my baby is dead.’ It was a mortifying and shocking situation. I wanted
the earth to swallow me whole and let me disappear. This did not fit with
my world and its preconceived rosy visions. Babies did not die before they
were born; this was not the natural order of life. This scene revisited me
many times and the memory caused a physical shudder.
More shocks were to come. Like many idealistic, young student nurses, I
thought the purpose was to save lives. Then a stroke victim with children
my age died. It felt devastating as he had seemed to be getting better.
Later, at the morgue I saw the slice of a brain in a Perspex container,
labelled with the name of a woman I had cared for recently. It was a harsh
way to find out she had died. I almost left nursing in my first year after a
spate of experiences like this. I was soft and ill-prepared emotionally to deal
with grief, loss and death.
Later, as a newly-qualified, 22-year-old registered nurse, I was working in
the intensive care unit. I liked the work, the challenges and the adrenaline
flowing emergencies. Then my brother died in a traumatic farm accident.
He was 18 years old. One of my other brothers was driving the tractor and
my younger brother was riding on the draw bar. One minute they were
sharing a joke, moments later he lost his balance and fell, with his chest
crushed by the large wheel of the tractor. I learnt that a precious life can be
taken away instantly.
The staff in Accident and Emergency called my parents but my brother died
before they arrived. My parents lived in a small country town and by the
time I arrived home my mother was hysterical and had to be sedated by the
family doctor.
I felt guilty about living my own life and wondered how I could ever be
happy when my brother was dead. Strange dreams tortured me. I imagined
bargains that would bring him back. I relived the last time I saw him and
how I had been less than understanding. My sister, now a social worker,
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was only 15 at the time and my youngest brother was 10. Thinking back, I
cannot recollect anything about where they were or how they reacted. My
parents
were
incapacitated
by
grief
and
I
was
so
consumed by my own grief that I did not consider the needs of my
vulnerable younger siblings. This taught me about the all-consuming nature
of grief and how we can forget the needs of others, that as ordinary people
we can only cope with so much.
Later, as a mother of three teenagers, I became petrified something would
happen to them while learning to drive or as new drivers. My children still
laugh when an ambulance goes by, they say ‘oh one of us could be hurt,
Mum will be freaking out.’ Eventually I realised this was a ripple effect of
my brother’s death at a similar age. I understood firsthand the tidal wave
of loss that hits a family and continues to ripple through their lives forever
after a young person dies. I was offered the opportunity to look at my
brother in his casket but I could not. I have always regretted never saying
goodbye and now understand that imagination can be worse than reality. I
went back to intensive care and the work was the same but I could not stay
there. The raw grief of the families was too close to mine. I was overcome
with overwhelming sadness and empathy for families confronted by loss.
A few years later I was working as a midwife in Canberra and was heavily
pregnant with my first child. I was allocated a woman in labour whose baby
had died. I felt it would be difficult for me and also difficult for the
labouring woman to see another pregnant woman when her baby was no
longer alive. Challenging the unit manager would mean being accused of
being too soft. Fortunately, another midwife offered to swap with me and I
was very grateful to this kind colleague who was watching out for the
labouring mother and for me.
I did not want to be reminded of a baby’s death during my pregnancy, or
have my own healthy pregnancy cause further trauma to another woman. I
remember helping the other midwife wash and dress the dead, macerated
baby and feeling we must gently touch this sweet baby with the utmost
care and respect. I have always intuitively believed parents should have the
opportunity to see and hold their baby and say goodbye. However one of
the couples I cared for from a different culture did not wish to do this and I
learnt there were cultural and social mores that were different to my
‘western’ ideas.
Over the years I have cared for couples with a fetal demise or potential
demise. One woman I cared for had married later in life and become
unexpectedly pregnant in her early forties. She and her husband were
overjoyed. The fetus developed a massive sacral teratoma but the woman
wanted to continue the pregnancy and have her baby. She seemed unable
to believe her baby would almost certainly die and came to hospital with all
the baby paraphernalia, including pretty pink dresses and a pram.
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Her husband had lost his parents at a young age in a traumatic manner. He
felt he would be unable to deal with any more loss and wanted her to
terminate the pregnancy as soon as they received the diagnosis and before
the pregnancy became any more real to him. His wife however,
already felt like a mother and was bonded to the baby and could not
consider termination. I learnt that one’s history makes a difference to how
a situation is viewed and that women bond to their baby during pregnancy.
A few years ago I overheard two experienced staff discussing a young
midwife who had cared for a labouring woman whose baby had died. The
midwife had come out of the room obviously upset and in tears. The staff
were harsh in their judgment, saying ‘she needs to get her act together, this
is part of our job.’ I felt they could have been more understanding and
nurturing in order to support their young colleague in gaining the skills
required to cope with this daunting situation, one that many midwives feel
unsure about. I learnt it is important to teach midwives the skills necessary
to cope with fetal or neonatal death. It is traumatic for those who care for a
woman as we don’t always automatically know what to do and are fearful
about saying and doing the wrong thing. I learnt about facing the fear that
can disable.
At a conference presentation I closely identified with the descriptions of the
subsequent child born after parents had undergone the trauma of stillbirth.
I had recently found out my mother’s first baby was stillborn for no
apparent reason when she was 19 years old. The pregnancy had been
healthy and her baby boy was over nine pounds. It must have been a
terrible experience and despite me being a midwife from the age of 25 this
loss had never been mentioned. I wondered about what happened and how
my mother dealt with this.
Situations such as these made me question how we should care for couples
who lost a baby at birth. I also began to wonder what it was like for them
to receive the diagnosis of a serious or lethal fetal anomaly during
pregnancy. One of the nurses where I worked received a fetal diagnosis of
thanatophoric dysplasia, a lethal skeletal anomaly, and decided to continue
the pregnancy. As part of my masters degree requirements, I interviewed
her about her experiences during pregnancy, learning how she felt and how
she would plan for the birth of a baby born into death. This gave me real
insights and also taught me how little I really knew because I had never
asked and never really listened. For this pilot study I interviewed ‘Miranda’
only during the pregnancy, not afterwards, and I felt this was a real deficit
because I never learnt what it was like at the birth and how she felt about it
afterwards. Hence in this study I have corrected this deficit by interviewing
participants during pregnancy and after birth.
The literature I read lacked information on parents’ experiences, and men
were almost invisible. While reading a book about sudden death in
childhood a quote from one of the mothers struck me like a lightning bolt.
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She said it is essential to listen to peoples’ stories, and often no-one really
listens. Health professionals give a lot of advice and care but often fail to
listen. When people go through a traumatic event they are the ones
experiencing it and only they know what it is really like for them. It is
important to take time to listen to them. Working in a maternal fetal
medicine unit confronted me with the dilemmas parents faced following
prenatal screening. I witnessed the devastation of a positive screen and the
diagnosis of a fetal anomaly. I wanted to learn more in order to provide
better support. This desire for more knowledge gradually evolved into the
research question guiding this work.
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Chapter 1: Introduction to the study
Tell them that the biggest problem is that no-one really has
time to listen.
(Dent & Stewart, 2004, pp. vii–viii)

Introduction
Parents who were confronted by the diagnosis of a serious or lethal fetal
anomaly and chose to continue their pregnancy were interviewed for this
study. Listening to the participants’ stories was an opportunity to hear and
acknowledge an experience that has often remained in the shadows. The
parents’ voices have been brought into the light where they form the heart
of this study. Listening and understanding parents’ experiences can guide
advocacy and reform which reflects the changing landscape of maternal
care during pregnancy.
Prenatal screening has expanded exponentially and become a routine part
of pregnancy care. Screening and diagnostic testing are occurring earlier in
pregnancy with more tests added every year. This has resulted in larger
numbers of prospective parents facing the dreaded words that indicate
something is ‘wrong’ with the baby. The body of research on prenatal
testing and the advantages and disadvantages of screening and the
decisions it necessitates will be explored in the literature review.
Many midwives and health professionals are concerned about how to
provide optimum care for women and their partners following diagnosis of
a serious or lethal fetal anomaly. Fortunately there is now more literature
to guide parents and health professionals when a baby is stillborn or dies
after birth. However there is less information available on the experience
of pregnancy following diagnosis of fetal anomaly and even less
information on the experience of male partners. It is unknown whether
their perspectives are similar or different although there is information
indicating possible differences in coping styles. The experience of male
Chapter 1: Introduction to the study
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partners in this situation has not been well researched and the dynamics of
a couple relationship including similarities and differences have not been
explored. While the terms ‘couples’ and ‘parents’ can be used to refer to
any family configuration including same sex couples and same sex parents,
all the participants in this study were in a heterosexual relationship and
were the biological parents of their baby.

Purpose and significance
This study aims to explore the experience of parents continuing pregnancy
following the diagnosis of a serious or lethal anomaly from the
perspectives of both parents during pregnancy and after birth of their
baby. Once a diagnosis was given to parents the influences on the
trajectory of their pregnancy were documented. The stories outlining the
participants’ experiences are used to develop recommendations that will
help guide health care professionals to provide optimum care for parents.

Research question
The objective of this study is to answer the research question: ‘What is the
lived experience of parents who continue pregnancy following diagnosis of
a serious or lethal fetal anomaly?’
Preliminary thoughts on the methodology
After identifying the research question it was necessary to consider the
philosophical foundation that would provide a framework for the study. A
strong commitment to looking at the phenomenon from the participants’
viewpoint resulted in the belief that phenomenology’s philosophical
commitment to capturing lived experience would allow an authentic way
of listening. I considered it important to use a philosophy and methodology
which would minimise the risk of harm to the parents who participated
because they were in an emotionally vulnerable situation. Therefore the
major decision-making process involved determining what kind of
Chapter 1: Introduction to the study
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phenomenology provided the best epistemological basis for developing an
in-depth understanding of the situation studied as well as being the least
likely to cause distress. I believed it was impossible to avoid a detached
approach to the research because at a core level as a woman, midwife and
mother, I could not ignore my own subjectivity, history and compassion.
Only later did it became evident that other researchers believe ‘objectivist’
interviews are inappropriate in sensitive situations and may hinder
establishing a caring ‘rapport’ with participants (Lalor, Begley, & Devane,
2006, pp. 610, 614).
This spurred an in-depth examination of phenomenology beginning with
only a minimal conception of its meaning along with the knowledge that
other nursing and midwifery researchers had used it successfully.
Phenomenology was investigated along with its major theorists and their
epistemological and ontological viewpoints. However, the views of a
number of phenomenologists diverge on substantial issues including the
use of bracketing and the role of the body in experience.
Reading nursing and midwifery research articles indicated the most
common

phenomenological

transcendental

frameworks

phenomenology

or

used

were

Heidegger’s

Husserl’s

hermeneutic

phenomenology. Husserl’s phenomenological framework was rejected
because of the philosophical requirement to bracket (put aside) my own
subjective experience. Heidegger’s involvement with German nationalism
and his betrayal of colleagues made it difficult to consider him. Immersion
in phenomenological texts led to the identification of Merleau-Ponty’s
existential phenomenology as the philosophy of choice.

Overview
Following this introduction to the thesis, the next chapter reviews the
literature that provides a background on what is currently known on
continuing pregnancy following diagnosis of a serious or lethal fetal
anomaly and identifies areas that require more investigation and
Chapter 1: Introduction to the study
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exploration. Chapter Three examines phenomenology along with the
reasons for the rejection of a framework informed by Husserl’s
phenomenological reduction. Merleau-Ponty’s theoretical stance on
perception, embodiment, intentionality, intersubjectivity, temporality,
spatiality, language, freedom and gender are discussed, as they provide the
methodological framework and philosophy informing this study. Chapter
Four describes the method undertaken for this research including
descriptions of recruitment, participants, data collection, analysis and
rigour.
Chapters Five to Eight form the heart of the thesis and present the findings
which are explicated using the words of the participants. The findings are
also interwoven with discussion. Analysis of the participants’ interview
transcripts yielded four major themes and each is written as a separate
chapter. Chapter Five: Compressing a lifetime of love into distorted time,
comprises the first findings chapter and reveals how the participants exist
in a temporal world where the passing of time is implicit in their
experiences. There is a past which has shaped them, the lived present
moment, and the future to come which requires decisions in the present.
Past, present and future fluidly pass into each other. Time is interwoven in
life and becomes altered as it is experienced subjectively arising from the
participants’ own perspective. Each moment was lived with appreciation of
the finite nature of human existence and the inexorable march of time that
ultimately results in death for everyone.
The second major theme is described in Chapter Six: Competing realities
and the uncertainty paradox. Participants were thrown between disparate
worlds with uncertainty as a continual companion as they tried to forge
their way. At times they struggled to find the best pathway through the
abyss confronting them. On one side was the familiar taken-for-granted
safe world, on the other a frightening alien world where they felt fragile
and vulnerable.
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The third theme is described in Chapter Seven: The alterity of the other.
Relationships between people are a foundational part of existence.
Participants’ stories described relationships with others in a world that is
shared and grasped in a similar fashion. Pregnancy is necessarily
negotiated in the presence of others and in a cultural milieu that tells
women how to behave during pregnancy and holds them responsible for
the outcome. Pregnancy is embodied and late pregnancy is obvious to
others, therefore women are frequently treated as public property with
comments, judgment and advice given about their pregnancy. In contrast,
men are able to go about as normal because pregnancy is not embodied
for them. Others tend to assume that pregnancy will result in a healthy
baby and therefore make innocent inquiries which are frequently painful
for parents.
The final findings chapter is Chapter Eight: A tapestry of hope, despair,
acceptance and meaning. The trauma of the diagnosis initiated existential
questions and altered the participants’ way of being-in-the-world.
Participants asked why this had happened to them and sought to find
meaning in a situation that seemed senseless and unfair. They alternated
between hope for a miracle and hopeless despair. Strategies were utilised
to facilitate coping including remaining hopeful, finding acceptance,
spiritual or religious faith, looking for positive outcomes and searching for
meaning. Participants wanted the life of their baby to be validated by
others through actions and mementos that provided memories of the
baby’s existence and importance. They also wanted to understand what
had happened and whether it could occur again. Participants thought
about a future pregnancy and responses varied between feeling a
compulsion to have another baby and considering it far too risky and
painful to contemplate.
The final thesis chapter makes recommendations that are especially
pertinent

to

health

professionals,

particularly

midwives.

The

recommendations have been directly informed by the data arising from the
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findings. The limitations and strengths of the study are outlined, followed
by a synopsis of the study’s significance and closing comments.
The literature review which follows, presents information relevant to
parents who have chosen to continue pregnancy following diagnosis of a
serious or lethal fetal anomaly. The chapter begins by considering the
history, social situation and contemporary contexts of prenatal screening
and parental expectations. Statistics on the prevalence of congenital
anomalies and the flow-on in terms of perinatal loss and ongoing disability
are discussed. The implications, effects and limitations of screening are
reviewed, followed by discussion on receiving the diagnosis and the
decisions this necessitates. Finally, published works about the experience
of continuing pregnancy following diagnosis of a serious or lethal fetal
anomaly are explored in detail and gaps in the literature are identified.

Chapter 1: Introduction to the study

6

Chapter 2: Literature review
Introduction
To more fully appreciate the experience of couples when a serious or lethal
fetal anomaly is diagnosed during pregnancy, it is important to explore the
literature that discusses the journey couples (in industrialised nations)
undergo as they negotiate the maze of screening, testing and subsequent
decision-making required during pregnancy. This literature review is
organised sequentially to follow events as they unfold along this journey
for a woman and her partner and will conclude with what is known on
continuing pregnancy following diagnosis of a serious or lethal fetal
anomaly.
Search Strategies
Multiple databases were searched including CINAHL, EBSCOhost ProQuest,
PsycINFO, SocINDEX, ScienceDirect, Medline PhilPapers and PRIMO. Key
words included but were not limited to fetal anomaly, congenital anomaly,
fetal aneuploidy, chromosomal anomaly, structural anomaly, down
syndrome, trisomy, nuchal translucency, prenatal screening, ultrasound
screening

diagnosis, continuing pregnancy, prenatal diagnosis, birth

prevalence, detection rates, ultrasound, chorionic villus sampling,
amniocentesis. These words were used in various combinations. Many
articles provided links to other relevant literature. The process of searching
for relevant literature commenced at the beginning of the project and
continued throughout the entire doctoral study process and was revisited
again in-depth towards the end to access recent information.

History of prenatal screening
The earliest prenatal diagnoses occurred during the 1960s when
anencephaly was diagnosed using ultrasound (Sunden, 1964) and an
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abnormal fetal karyotype was discovered (Valenti, Schutta, & Kehaty,
1968). Prior to these developments, the literature often considered the
loss of a baby as an ‘insignificant’ situation related to a ‘nonperson’ (Pearce
& Lewis, 2006, p. 56). These early beginnings have led to prenatal
screening, diagnostic testing and ultrasound becoming the accepted
standard of care in the western world (Chaplin, Schweitzer, & Perkoulidis,
2005; Kowalcek, 2007; Mitchell, 2004; Simkin, Whalley, Keppler, &
Durham, 2010; Wynter, Rowe, Fisher, Lee, & Quinlivan, 2011). Most
developed countries use a similar ‘screening cascade’ (de Jong, Dondorp,
Frints, de Die-Smulders, & de Wert, 2011, p. 657). However the manner in
which tests are combined can vary between centres as rapid biotechnical
advances are adopted, leaving many health professionals with an
incomplete understanding of the changing landscape (Hall & Marteau,
2003; Rapp, 2011). In 1968 when screening for genetic disorders was in its
infancy, Wilson and Jungner confidently predicted screening programs
would accelerate and they developed what has become the classic, gold
standard screening criteria (Andermann, Blancquaert, Beauchamp, & Déry,
2008). These criteria recognise the vast and complex nature of screening
and indicate that the principles governing screening ‘should form part of
the intellectual equipment of all concerned’ (Wilson & Jungner, 1968). The
pioneering work of Wilson and Jungner (1968. p. 8) recognised the need to
ensure satisfactory protections were in place as technology began to
outpace policy, they

considered their work as a ‘preliminary’ but

incomplete sketch and a basis for stimulating further discussion as the field
developed. Unfortunately over four decades later screening policies remain
inconsistent and many of the perennial issues identified by Wilson and
Jungner persist (Andermann et al., 2008).
The broad expansion of prenatal screening has reversed previous normal
practice and the ‘unexamined pregnancy’ is now unusual (Donovan, 2006,
p. 400). Prenatal testing is offered routinely and is part of most Western
women’s experience (Allison, Stafford, & Anumba, 2011; Hodgson & Weil,
2012; Jones, Statham, & Solomou, 2005; Muggli & Halliday, 2004; Signore,
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Freeman, & Spong, 2009; Tsouroufli, 2011). In some industrialised
countries the uptake of the 18-20 week fetal anomaly scan approaches 100
% (Schoonen et al., 2011). The increased use of prenatal screening has led
to major historical changes because prior to its introduction, congenital
anomalies were not diagnosed until birth or during infancy (Matthews,
1990).
The current medical recommendation is to offer prenatal screening to all
pregnant women (Nisbet & McLennan, 2009; Racusin, Stevens, Campbell,
& Aagaard, 2012) and this is considered an ‘imperative’ aspect of care
(Muggli & Halliday, 2004, p. 470). In Australia the Antenatal Guidelines,
Module1 received final approval from the National Health and Medical
Research Council (NHMRC) on December 17, 2012. These guidelines were
developed by the Australian Government and now provide national
evidence based Australian guidelines for prenatal screening. (Australian
Health Ministers’ Advisory Council, 2012). –Offering screening for Trisomy
21 (Down syndrome), Trisomy 18 and neural tube defects, irrespective of
maternal age, is recommended in the National Practice Standards of the
American College of Obstetricians and Gynecologists (Gates, 2004). The
National Screening Committee in the United Kingdom recommends all
women are offered screening for Thalassemia and Down syndrome and an
18-20 week fetal anomaly scan. The Royal Australian and New Zealand
College of Obstetricians and Gynaecologists (RANZCOG, 2010, p. 1) states
all women ‘are entitled to informed prenatal screening and diagnostic
testing’ including maternal serum screening and ultrasound.
Tsouroufli (2011) found health professionals, including midwives, expect
women to have prenatal screening and offer it as routine. This means
women can be referred for screening with little information because it is
accepted as normal care (McCoyd, 2010; Nagle et al., 2008). However, Van
der Zalm and Byrne (2006, p. 405) argue that routine ultrasound ‘in lowrisk pregnancy has not been proven to be advantageous in terms of
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perinatal mortality and morbidity’ yet it has become the accepted standard
of care.

Parental expectations
All couples hope to have a healthy baby (Maijala, Paavilainen, Vaisänen, &
Åstedt-Kurki, 2004; Susman, 2010). Continually advancing technology and
declining perinatal mortality have increased expectations that pregnancy
will guarantee a healthy child (Clementi et al., 2006; Kowalcek, 2007).
Consequently most women undergo screening for reassurance and expect
the ultrasound to confirm a normal healthy baby (Åhman, Lindgren, &
Sarkadi, 2011; Åhman, Runestam, & Sarkadi, 2010; Ekelin, Crang-Svalenius,
& Dykes, 2004; Grant, 2005; Lalor, Begley, & Galavan, 2009; Ohman &
Waldenstrom, 2008). However health providers screen to find anomalies
(Grant, 2005; Ohman & Waldenstrom, 2008) and to potentially ‘prevent’
conditions resulting in long term morbidity (Savitz, 2008; Signore et al.,
2009).
Therefore parents and providers are involved in testing for opposite
reasons. Many women are unaware of the process that may be set in
motion by prenatal screening (de Jong et al., 2011; Fisher, 2012; Nagle et
al., 2008) and are oblivious to the limitations of screening (Bilardo,
Timmerman, Pajkrt, & van Maarle, 2010).

Prevalence of birth defects
About 3% of babies are born with a birth defect (Centers for Disease
Control and Prevention [CDC], 2006) with lethal anomalies accounting for
0.2 – 0.3% (Calhoun, Napolitano, Terry, Bussey, & Hoeldtke, 2003).
Congenital anomalies cause the highest percentage of infant death prior to
one year of age (CDC, 2006). In Australia each state collects prevalence
rates for birth defects. The incidence varies from 2% in New South Wales to
4% in Victoria and 5% in Western Australia and some of the statistical
variance can be related to differing inclusion and exclusion criteria (Riley,
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2005). In Queensland over a 15 year period, congenital anomalies
accounted for 15.1% of all stillbirths, 30.2% of all neonatal deaths and
21.3% of post neonatal deaths (Roselli, 2006). In Victoria birth defects were
the major cause of all perinatal deaths in 2009 (Consultative Council on
Obstetric and Paediatric Mortality and Morbidity, 2012). In the United
States a baby with a congenital anomaly is born every four-five minutes
(CDC, 2011,). This equates to one in 33 babies having a congenital anomaly
(CDC, 2011). Congenital anomalies are the ‘leading cause’ of infant
mortality accounting for more than one in five infant losses (Martin et al.,
2008). In Australia the rate of congenital and chromosomal anomalies has
increased from 15.8% of perinatal deaths in 2008 to 16.7% in 2009
(Australian Bureau of Statistics [ABS] 3304.0 Perinatal Deaths, Australia,
2009). Serious congenital anomalies account for 30% of newborn deaths
(Carrera, 2009; Lakhoo, 2007) and 33% of the total perinatal mortality rate
Manning (2004). When serious morbidity in infancy and childhood is
included the percentages are much higher (Lakhoo, 2007). Variations in the
estimated prevalence of congenital abnormalities may be partly due to
underreporting because of differences in uptake of autopsy relating to
availability, cultural and religious beliefs of the parents and in the different
jurisdictions reporting criteria (Kent, Dahlstrom, Ellwood, & Bourne, 2009).
The use of assisted reproductive technology has resulted in consistent
increases in multiple pregnancies which have higher morbidity and
mortality (ABS: Births, Australia, 2010; Cleary-Goldman, D'Alton, &
Berkowitz, 2005; Manning, 2004; Rowland Hogue & Silver, 2011; Swanson,
Pearsall-Jones, & Hay, 2002). Around 1% of pregnancies are multiple
pregnancies and are accompanied by a ‘disproportionately high’ rate of
fetal and neonatal loss (Manning, 2004, p. 351).
Stillbirth occurs in approximately 1 in 200 pregnancies (Flenady et al.,
2011; Lee, 2012). Worldwide, around three million stillbirths occur each
year (Lawn et al., 2011). The stillbirth rate varies between countries and
reporting is complicated by differing inclusion criteria for data collection
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(Froen et al., 2009). The United States’ stillbirth rate is approximately 6.2
per 1000 births (Rowland Hogue & Silver, 2011) and the Australian rate is
5.2 to 7.4 per 1000 births depending on the classification method used
(Froen et al., 2009). Stillbirths represent two-thirds of all perinatal
mortality and the most common cause is a congenital abnormality (Lu &
McCowan, 2009).
When a baby is born with a congenital anomaly the baby must often stay in
the Neonatal Care Unit and their condition means they remain at risk of
poor outcomes such as ongoing disability or infant death. According to the
World Health Organization (2010) 40% of childhood deaths occur during
the neonatal period. In Australia the number of fetal deaths has increased
by 6.7% over the last decade (ABS, 2011). Unfortunately racial and ethnic
disparities exist in many countries with Indigenous and disadvantaged
populations being disproportionately impacted. African-American women
have poorer access to screening, are less likely to terminate after diagnosis
of congenital anomalies and have higher rates of birth defects, stillbirth,
preterm birth, prematurity and pregnancy loss (MacDorman, 2011;
Rowland Hogue & Silver, 2011). In Australia, Indigenous women and
women living in remote areas have a lower uptake of screening (Maxwell
et al., 2011).

The privileging of technology
When pregnancy is viewed as a medical condition, prenatal screening and
diagnostic tests become an integral part of pregnancy care and tend to
dominate the health professional’s care (Macones, 2004). Women are also
encouraged to make use of advanced technology (McCoyd, 2010). The
introduction of prenatal screening has multiple implications for women,
including emotional distress following positive screening or diagnostic
testing (Jones et al., 2005). Historically a woman’s biological access to her
fetus was considered primary but as her embodied knowledge interfaces
with diagnostic technology, her privileged intuitive knowledge is
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overridden and her experience depersonalised by the supremacy of science
which exposes the fetal abnormality (Donovan, 2006; Goldberg, 2002;
McCoyd, 2010; Sandelowski, 1998). Technology is portrayed as ‘univalently
positive’ and reassuring; however technology tends ‘to overreach and
overpromise’ when limitations and errors are ignored and the fetus
commodified (McCoyd, 2010, p. 609). The term ‘technological imperative’
has been used by McCoyd (2010, p. 592) to describe how technology
proliferates, is adapted as routine and ‘used unreflexively’. Often parents
are unaware of the ‘complexity and uncertainty’ exposed by the use of
technology and despite continued testing parents may find they have less
information than they require to make decisions (McCoyd, 2010, p. 609).
The push towards new technology for clinical diagnosis of fetal anomalies
may increase diagnostic certainty in many cases but new uncertainties will
also emerge (Susman, 2010).

The decision to have prenatal screening
One of the early decisions a couple faces during pregnancy is whether to
be involved in prenatal screening. They may have read one of the many
popular ‘self-help’ childbirth and pregnancy books such as ‘What to Expect
When You’re Expecting’, which is now in its fourth edition (Murkoff &
Mazel, 2009) and which uncritically commends prenatal screening. The
plethora of books, magazines, websites, DVDs and blogs with advice for
women has resulted in guidelines for choosing the ‘best’ resources. One
guide by a reference librarian discusses how the ever expanding
technological refinement has increased the numbers of books addressing
prenatal testing and advanced ultrasound images (Eastwood, 2008). Most
of these books espouse the new social norms and imply that ‘good’
mothers have screenings. Iconic birth images of ecstatically happy mothers
and babies are potent and unavoidable images (Cacciatore, 2010; Layne,
2003). Society has promoted an ethic of ‘meritocracy’ that implies couples
have the ability to control their reproductive outcome by being
conscientious (Layne, 2003, p. 1888). Faith in screening and medical
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technology’s perceived ability to prevent bad outcomes has made illness
and misfortune appear contingent and able to be manipulated by
preventative personal behaviour and innovative medical research
(Callahan, 2009).
It is well recognised that women are often poorly informed about
screening (Ohman, Saltvedt, Waldenstrom, Grunewald, & Olin-Lauritzen,
2006). Many parents find the information confusing and are unclear about
the difference between screening and diagnostic testing (Carroll, OwenSmith, Shaw, & Montgomery, 2012). The concepts of antenatal screening
are so complex that Rapp (2011) described how difficult it was to
understand the implications of prenatal testing even though she had a PhD
in an area associated with genetics. Women may also have difficulty
engaging with pre-test information because they are more focused on the
opportunity to visualise their baby (Fisher, 2012). Parents enjoy seeing
their baby on ultrasound and consider it a safe, routine procedure (Fisher,
2012; Lalor et al., 2007).
There is almost universal agreement that ultrasound increases bonding and
parental attachment (Alhusen, 2008; Cadogan, Marsh, & Winter, 2009;
Kowalcek et al., 2003; Van der Zalm & Byrne, 2006; Yarcheski, Mahon,
Yarcheski, Hanks, & Cannella, 2009). For many couples, ultrasound makes
the fetus a baby and the pregnancy more real (Brownlee & Oikonen, 2004;
Cadogan et al., 2009; Ekelin et al., 2004). Parents seek reassurance from
the ultrasound and anticipate it with pleasure but unfortunately, the test
that increases bonding is also the medium for diagnosis of an abnormality.
The routine nature of prenatal testing has influenced women’s experience
of pregnancy in several ways. Women may be unaware that prenatal
testing is a choice. Acceptance is ‘the default option,’ therefore little time
is spent on explanation and the availability of the test is viewed as ‘an
endorsement’ of the test by health professionals to parents (Potter et al.,
2008, p. 362). The routine nature of screening has resulted in a shock for
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some parents who did not realise they had even agreed to testing (Greely,
2011).
A variety of health professionals discuss prenatal testing with parents in
order to ensure informed consent. However their skill levels vary (Gates,
2004; Hodgson & Weil, 2012). Genetic counsellors are considered the
experts in genetic counselling but there is an international shortage of
these professionals (Gates, 2004). Prenatal genetic counsellors also find it
difficult to meet the diverse needs of parents while discussing the difficult,
complex issues related to communicating screening results (Hodgson &
Weil, 2012). General practitioners have also found communicating
information on screening results complicated as women may not
understand the statistical expression of risk and uncertainty (Nagle et al.,
2008). Many midwives lack confidence and training in communicating
genetic risks (Tsouroufli, 2011). The use of the term positive for an
abnormal screening result is also confusing as positive usually reflects a
favourable result (Kowalcek, 2007).

A glimpse into the future
The pace of technological change is vertigo-inducing as screening and
diagnostic technological capabilities rapidly evolve and expand (Donovan,
2006; Lakhoo, 2007; McCoyd, 2010; Rapp, 2011; Statham, Solomou, &
Chitty, 2000). New models of prenatal screening, based on first trimester
testing and sonographic markers are developing, including the nuchal
translucency, absence of the nasal bone, reversed a-wave in the ductus
and tricuspid regurgitation (Nicolaides, 2011b), liver volume and hepatic
artery blood flow (Chitty & Lau, 2011). The scope of testing is ever
broadening and currently over 14 soft markers are available (Fang, Benn, &
Egan, 2008). The increased use of soft markers combined with the
increased uptake of screening, ultrasound and invasive diagnostic testing
means it is no longer unusual for parents to receive the diagnosis of a fetal
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abnormality (Black, 2011; Phadke, Dua Puri, Agarwal, & Thakur, 2003; Van
der Zalm & Byrne, 2006).
Large numbers of clinical trials are currently identifying new ways to
identify fetal anomalies in pregnancy (Chaplin et al., 2005; Chelemen,
Syngelaki, Maiz, Allan, & Nicolaides, 2011; Nicolaides, 2011a). Over the
next few years, non-invasive perinatal diagnostic testing such as cell-free
fetal DNA (ccffDNA) and cell-free fetal RNA (ccffRNA) which utilise
maternal blood will become the new routine screening for aneuploidies (de
Jong et al., 2011).
With the scientific vanguard of testing continually advancing, it is critical to
consider whether the new broader tests improve or impede women’s
opportunities to make carefully considered reproductive decisions (de Jong
et al., 2011; Fisher, 2012). The menu of genetic syndromes assessed using
first trimester soft markers is continually expanding and often the
conditions are rare (Bilardo et al., 2010). Soft markers on ultrasound are
changes that may be transient or of minor significance but they often
introduce uncertainty (Åhman et al., 2010; Chaplin et al., 2005: Fisher,
2012; Mitchell, 2004; Susman, 2010). The use of new sonographic soft
markers for more indications may enhance detection of fetal anomalies in
the first trimester (Nicolaides, 2011b).
Expanding scientific discoveries, earlier less invasive diagnosis and
increasing surgical and therapeutic options will continue to alter
possibilities, expand options and add even more complexity (Howard,
2006). Fetal surgery continues to develop (Besuner & Imhoff, 2007) and
regenerative medicine is growing at a breathtaking rate.

Benefits and limitations of screening
Prenatal screening detects risk in an asymptomatic, low risk population
when a given disorder occurs in less than 1% of the pregnant population
screened (Jenkins, 2004). Prenatal screening does not give a definitive
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diagnosis but looks for increased risk. One of the difficulties with screening
is the inherent false positive and false negative rates. A false positive
occurs when a woman is told her fetus has an increased risk of the disorder
screened for but does not have the disorder (Morris, Waters, & de Souza,
2012). In fact the majority of women screened as having increased risk will
not have an affected fetus (Susman, 2010). A false negative occurs when
the fetus is given a low-risk or negative result when the fetus has the
condition screened for (Susman, 2010).
Early first trimester screening is promoted as optimum care and for most
women provides reassurance. Early detection allows more time for further
investigation, discussion, counselling and measured consideration of early
termination of pregnancy (Bilardo, 2010; Jenkins, 2004) which carries less
risk for complications (Premila & Arulkumaran, 2007). For these reasons
early detection is presented to parents and health professionals as
beneficial; however, in practice all fetal loss whatever gestation, and
whether spontaneous or elective, will impact parents and this should be
considered. Research by Kowalcek et al. (2003) indicates parents’ reactions
to prenatal diagnosis are independent of gestational age which means
early diagnosis may not minimise parental distress. In contrast, an
association has been found between maternal distress and late
termination (Korenromp et al., 2005). Pregnancies with a fetus with Down
syndrome have a 30% miscarriage rate after 12 weeks, much higher than
the 2% in a normal pregnancy (Nisbet & McLennan, 2009). Therefore
parents may undergo the stress of making a decision when the pregnancy
would have resulted in a miscarriage.
Screening has been further complicated by the addition of soft markers
such as the nuchal translucency (NT) which measures the fluid between the
skin and the perispinal tissue at the back of the fetal neck (Nisbet &
McLennan, 2009). An increased nuchal translucency is associated with
Down syndrome. However, there are large variations in the detection rate,
with many reported rates lower than the 82% found in the largest study
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(Nisbet & McLennan, 2009). Findings of concern include soft markers which
may or may not be significant. Early diagnosis and increased detection of
markers which may indicate anomalies distresses parents who face the
dilemma and associated distress of deciding to continue or terminate the
pregnancy when 12 - 15% of pregnancies will result in spontaneous
miscarriage due to chromosomal anomalies (Kowalcek et al., 2003). The
consistency, regulation and co-ordination of screening has been labelled
‘ad hoc’ (Donovan, 2006, p. 398). This is echoed by other researchers who
describe the lack of standardisation and consensus on how individual and
combined soft markers adjust the risk for aneuploidy (Fang et al., 2008). An
overall prenatal detection rate of 0 - 100% for structural defects has been
reported by Lakhoo (2007) who also noted that incorrect diagnoses are
uncommon but are generally related to sonographic soft markers. A
normal outcome occurs in 14% of fetuses with a suspicious nuchal
translucency and ‘obsessive’ searching for subtle ultrasound markers leads
to anxiety and potentially the termination of a healthy fetus (Bilardo,
Muller, Pajkrt, Clur, & Van Zalen, 2007). Even in centres of excellence, 25%
of congenital anomalies will be missed by prenatal ultrasound screening
(Tabor, Zdravkovic, Perslev, Møller, & Pedersen, 2003). The number of fetal
anomalies that are not detected is increased by other factors such as
maternal obesity which may impair clear ultrasound visualisation (Racusin
et

al.,

2012,

p. 218).
The implementation of screening protocols, ultrasound and increasing
technological sophistication has resulted in more parents being given
abnormal or concerning findings (Fisher, 2012) as well as the detection of
increased numbers of congenital anomalies (Aite et al., 2003; Boyd,
Rounding, Chamberlain, Wellesley & Kurinczuk 2012). When concerning
results are revealed to parents, stress, anxiety and uncertainty become
part of the pregnancy and the negative effects may be underrated (Bilardo
et al., 2010; Donovan, 2006; Fisher, 2012). After being told there is a soft
marker, a woman’s anxiety may persist throughout pregnancy, even after a
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normal diagnostic test (Åhman et al., 2010; Ohman et al., 2006; McCoyd,
2010).
Severe maternal stress and anxiety are

not without consequences.

Maternal stress during pregnancy has been implicated in an increased risk
for preterm birth (de Weerth & Buitelaar, 2005; Mulder et al., 2002; Rice et
al., 2010), spontaneous abortion (Mulder et al., 2002), decreased birth
weight (Bolten et al 2011; Giesbrecht, Campbell, Letourneau, & Kaplan,
2013; Rice et al., 2010) decreased length (Bolten et al., 2011) reduced
uteroplacental blood flow and reduced fetal oxygenation (Allison et al.,
2011; deWeerth et al., 2003). In contrast, Helbig, Kaasen, Malt, & Haugen
(2011) found no decrease in placental blood flow and fetal growth after
prenatal maternal stress.
Research into the neurodevelopmental consequences of maternal stress in
pregnancy indicates it may affect the dynamic process of fetal brain
development through the complex bidirectional interplay between mother
and fetus (DiPietro, 2012; Schuurmans & Kurrasch, 2013). The suspected
pathophysiogical

mechanisms

include

altered

sympathetic-adrenal-

medullary system (SAM) functioning, particularly of the hypothalamicpituitary-adrenocortical axis (HPA-axis) resulting from increased cortisol
levels (de Weerth & Buitelaar, 2005). The production of cortisol results
from stimulation of the HPA-axis in response to stress and effects almost
every organ of the body (Davis & Sandman, 2010). Abnormalities in HPAaxis function have been associated with poor learning, antisocial behaviour
and memory deficits (de Weerth, van Hees, & Buitelaar, 2003).
Maternal cortisol increases as gestation advances during normal pregnancy
and a placental enzyme inactivates cortisol thereby providing some fetal
protection at vulnerable developmental stages (Davis & Sandman, 2010).
Maternal cortisol correlates with fetal cortisol throughout gestation (Poggi
Davis, Glynn, Waffarn & Sandman, 2011). Cortisol is released in response
to stressful events, but interestingly the majority of studies have found
maternal cortisol does not correlate with perceived maternal stress (Bolten
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et al., 2011; Davis & Sandman, 2010; diPietro, 2012) or anxiety and
depression (Poggi Davis et al., 2011). However, adding to the complexity is
the evidence that infants demonstrated slower recovery after stress when
their mother had elevated perceived stress and anxiety during pregnancy
(Poggi Davis et al., 2011).
Adverse long term effects of maternal anxiety in the offspring include
lower intelligence, learning deficits and impaired social development
(Schuurmans & Kurrasch, 2013) more negative emotions and a higher risk
of antisocial behaviour in offspring (Hill et al., 2013) and may increase
susceptibility to later depression (Allison et al., 2011, p. 13). Poggi Davis et
al (2011) found higher levels of maternal cortisol during the third trimester
predicted an increased and prolonged cortisol response following a heelstick blood draw on the newborn at 24 hours of age. In this study and the
vast majority of studies a fetal anomaly excluded mothers from the study
on the effects of maternal distress on their offspring.
DiPietro (2012) indicates the timing of maternal cortisol increases may be a
factor with early increases associated with lower mental development
scores in the first year of an infant’s life. In contrast late pregnancy cortisol
elevations were associated with accelerated cognitive development and
higher scores suggesting the late pregnancy cortisol increases may help the
fetus mature in preparation for birth. While not in universal agreement on
several issues the consensus of opinion in the literature links maternal
stress during pregnancy to pathophysiological alterations in fetal neuronal
development, poorer placental perfusion and increased morbidities for
the woman and her newborn. Many of these studies have limitations
related to the difficulty of separating intrauterine factors from genetic,
social, physiological factors and post partum factors such as the quality of
maternal attention,
In the interest of informed choice, it is important to ensure parents are
aware of both the limitations and benefits of prenatal screening (Nagle et
al., 2008). The limitations include being aware of the ‘therapeutic vacuum’
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noted by Sandelowski and Corson Jones (1996, p. 93). This ‘vacuum’
persists because diagnostic ability has continued to expand without similar
increases in the treatment available for fetal anomalies (Alhusen, 2008;
Ohman et al., 2006; Grant, 2005; Rapp, 2011). Frequently the only
therapeutic option available is termination of pregnancy (Donovan, 2006;
Wool, 2011). Advances in fetal surgery have occurred and the list of
structural malformations being treated in-utero has grown to include fetal
lung lesions, myelomeningocele, sacrococcygeal teratoma and congenital
diaphragmatic hernia (Partridge & Flake, 2012). Tissue engineering and
regenerative medicine will continue to develop as cells are grown into
replacement tissue and organs developed (Saxena, 2010). However, these
advances cannot offer therapeutic options for women with a fetus
diagnosed with a lethal anomaly.

Diagnostic testing
Once parents receive a positive screen or are informed of the detection of
ultrasound soft markers they will be offered invasive diagnostic testing.
Around 70-80% of women with a positive screen will have diagnostic
testing (Maxwell et al., 2011) and this equates to approximately 3% of all
pregnant women consenting to invasive diagnostic tests, either chorionic
villus sampling (CVS) after 12 weeks or amniocentesis at 16 or more weeks.
These tests carry a miscarriage risk of 0.5 to 1% (Morris et al., 2012). The
stress and increased depression resulting from diagnostic testing is well
documented (Kowalcek, Muhlhoff, Bachmann, & Gembruch, 2002). After
CVS or amniocentesis, parents must endure further suspense and anxiety
as they wait for the results of the karyotype which will indicate normal
chromosomes or diagnose an anomaly (Dickinson, Harcourt, & Murch,
2009). Parents find the time lapse between a positive screen and
diagnostic testing is extremely stressful (Ohman et al., 2006; Statham et al.,
2000).
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Waiting for the diagnosis may cause women to suspend their attachment
to the fetus (Statham, 2002). If the result of diagnostic testing is normal
following a false positive screening result, parents may have suffered
unnecessarily (Ohman et al., 2006) and feel deprived of the pregnancy
experiences most women enjoy because of the anxiety introduced by the
false positive screen (Donovan, 2006). Parents tend to believe laboratory
results are definite and are unaware the karyotype result can be uncertain
for several reasons. A sample from CVS may indicate placental mosaicism
which may require follow up with amniocentesis to determine the
significance (Eisenberg & Wapner, 2002). The accuracy of a result depends
on the initial quality of cells and their preparation via tissue culturing as
well as on analyst expertise (Susman, 2010). A laboratory determination
indicating abnormal chromosomes does not always predict clinical
significance (Susman, 2010).
Parents’ reactions to receiving the diagnosis of a fetal anomaly have been
extensively described. All studies mentioned shock and described similar
indications of devastation including anguish and profound sorrow (Black,
2011), incredulity and devastation (Jones et al., 2005; Lalor et al., 2009),
confusion and dread (Bliton, 2001), numbness and feelings of unreality
(Lathrop & VandeVusse, 2011), stress and anxiety (Van der Zalm & Byrne,
2006), destabilised and overwhelmed (Chaplin et al., 2005), psychological
anguish (Kaasen et al., 2010) and acute grief, shock and disbelief (Aite et
al., 2011; Maijala et al., 2004; Statham et al., 2000). The emotional distress
initiated by the diagnosis makes it difficult for parents to understand and
retain information (Skari et al., 2006). When the diagnosis of a fetal
structural anomaly occurred at the 18-20 week fetal ultrasound following
reassuringly normal screening, women’s distress increased significantly
(Kaasen et al., 2010, p. 1127). Following a positive screen for Down
syndrome relatives also became anxious and women began to worry about
them as well (Ohman et al., 2006).
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An inappropriate delivery of the diagnosis has negative consequences for
parents (Chaplin et al., 2005). Parents want unbiased, straightforward,
honest information that they can understand (Kavanaugh, 1997; Lalor et
al., 2007; Maijala et al., 2004). They prefer to be given the diagnosis in a
compassionate and sensitive manner with time for decision-making in a
relaxed atmosphere (Chitty, Barnes, & Berry, 1996). Parents want a
collaborative reciprocal interaction; however, many health professionals
lack insight into parental perspectives and desires (Rempel et al., 2004).
Once a fetal diagnosis is given, parents are placed in the unenviable
position of considering the options available to them including terminating
or continuing their pregnancy (Lalor et al., 2009).

Genetic vilification
Parents may face unfavourable social attitudes, adverse stereotypes,
stigma and a lack of supportive resources when contemplating having a
baby with a disability (Donovan, 2006; Schuth, Karck, Wilhelm, & Reisch,
1994). Prenatal diagnosis and selective terminations may have adverse
social consequences that include devaluing people with disabilities and
promoting the perfect baby as the ideal (Burke, Tarini, Press, & Evans,
2011; Nagle et al., 2008). This is in contrast to wrongful birth litigation
where harm is claimed because prenatal screening was not offered and the
pregnancy resulted in the birth of a baby with a congenital anomaly (Burke
et al., 2011).
Women are often placed in a no-win situation by others who judge their
circumstances. Women have been blamed for burdening themselves with a
baby who is severely disabled (Redlinger-Grosse, Bernhardt, Berg, Muenke,
& Biesecker, 2002). Women who decline termination can be deemed
deviant by health professionals (Donovan, 2006) and face ‘negative’ and
disparaging reactions from friends and family (Tijmstra, Bosboom, &
Bouman, 2000, p. 2104). Many parents who continued their pregnancy

Chapter 2: Literature review

23

following a fetal diagnosis of Down syndrome found health professionals
lacked ‘understanding’ of their decision (Tijmstra et al., 2000, p. 2104).
Parents, family and friends are also influenced by dominant social and
cultural viewpoints. In many countries termination of pregnancy is not a
legal option. Therefore continuing pregnancy following diagnosis of a fetal
anomaly is seen as normal in this societal context. In contrast in societies
where termination is readily available termination is often viewed as a
normal and acceptable response and continuing pregnancy is viewed as the
abnormal response..
What parents are told about the fetal diagnosis influences their decisionmaking, with negative information resulting in more decisions to terminate
(Hall, Abramsky, & Marteau, 2003). Information on chromosomal
anomalies tends to be portrayed negatively by the genetic counsellor or
health professional discussing the diagnosis, with physical appearance and
the encumbrance incurred by families throughout life accentuated
(Hodgson & Weil, 2012). Not surprisingly, many parents perceive
counselling as biased towards termination (Chitty et al., 1996; RedlingerGrosse et al., 2002). This contrasts with health professionals’ view that they
provide balanced, unbiased and non-directive information (Moutard et al.,
2004; Tsouroufli, 2011). This indicates the dissonance between health
professionals’ belief that they provide unbiased information based on
factual reality and what actually occurs in practice.

Making a decision after diagnosis of an anomaly
Diagnosis of a fetal anomaly initiates a complex moral dilemma for parents
and involves consideration of multiple factors (Black, 2011; RedlingerGrosse et al., 2002). The only options are terminating the pregnancy or
continuing knowing the baby has a serious or lethal condition and this
results in decisional anguish (Chandler & Smith, 1998). Life altering
decisions must be made when parents are traumatised and emotionally
unstable and when they are already attached to the baby (Kowalcek,
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2007). Adding to the complexity of decision-making is the overlaying of the
facts with subjective emotions. Fisher (2012, p. 112) notes that after
receiving a problematic result scientists and health professionals are often
amazed at the intensity of parental emotions which colour their ability to
consider information rationally. Many parents feel they have been
debilitated by the trauma which leaves them subjectively isolated and
distressed (Chaplin et al., 2005).
One factor that may influence parents’ decisions is ultrasound technology.
In the past most fetal scans have used 2 dimensional (D) ultrasound but as
technology continues to advance 3D and 4D ultrasound is being used more
frequently as a diagnostic tool (Edwards et al., 2010; Soma-Pillay &
Lombard, 2010). The images obtained using 3D ultrasound show the
volume of the fetus and look more like a photograph, 4D adds the
dimension of movement in real time (Edwards et al., 2010). The majority of
studies indicate that parental bonding with the fetus is enhanced equally
by 2D, 3D and 4D ultrasound (Alhusen, 2008; Ji et al., 2005; Lapaire, Alder,
Peukert, Holzgreve & Tercanli, 2007; Righetti, 2005). Parents did have more
powerful reactions of awe and excitement with 3D and 4D ultrasound
(Edwards et al., 2010; Ji et al., 2005; Watts, 2007), plus an increase in good
feelings related to the fetus and less fear (Pretorious, Shilpa et al., 2006).
Women have shown a preference for 3D ultrasound images because are
clearer and easier to recognise (Leung et al., 2006; Lapaire, Alder, Peukert,
Holzgreve, & Tercanli, 2007). Women showed their 3D ultrasound pictures
to more people (Ji et al., 2005) but it is probable that none of the 100
consecutive women who were scanned in this study received the diagnosis
of a fetal anomaly.
The majority of studies on the influence of 2D versus 3D/4D ultrasound
have limited applicability to this study because they excluded fetal
anomalies. An exception is Cadogan, Marsh & Winter’s research on the
effect of 4D ultrasound on parents whose fetus had been diagnosed with a
cleft condition (2009). Most of these parents found the scan helpful in
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preparing them and reducing anxiety, all parents felt the scan had a
positive effect on bonding, but some parents found the images
disappointing, particularly if the condition was worse than expected, or the
face appeared ‘haunting’ or distorted (Cadogan, Marsh & Winter, 2009, p.
378). The anxiety women exhibit after an ultrasound when they have an
increased risk of a fetal anomaly diagnosis was not found to be significantly
altered with the addition of 3D or 4D ultrasound (Leung et al., 2006).
Another factor that may the impact on the decision to continue pregnancy
is religion. A study by Gawron, Cameron, Phisuthikul & Simon (2013)
explored the reasons women terminate pregnancy following diagnosis of a
fetal anomaly and found 70% of women said they had religious affiliations
but few turned to religious organisations for support. Woman often found
ways to reconcile their religious beliefs with termination with some
considering it a decision related to morals rather than religion (Gawron et
al., 2013). Furthermore, women did not consider termination for a fetal
anomaly the same as an elective abortion for social reasons (McCoyd,
2010).
Whatever decision parents make they must live with it for the remainder of
their lives (Janvier, Okah, Farlow, & Lantos, 2011). Therefore if their
decision depends on the prognosis, parents desire optimal diagnostic
certainty (Susman, 2010). They require information on predicted fetal
outcome, available interventions and the time, place and method of birth
(Lakhoo, 2007). Nevertheless, health professionals often have widely
divergent interpretations of diagnostic implications and the optimum
course of action which could include maximal therapy, surgery, intubation
and palliative or hospice care (Brown et al., 2012; Janvier et al., 2011).
Concerns have been expressed that the views of health providers could
bias the information presented to parents and influence their decisions
(Brown et al., 2012). Health professionals have an obligation to provide
information including the substantial physical variations in a fetal anomaly
including whether they are ‘uniformly’ or ‘commonly’ lethal (Chervenak &
McCullough, 2012, p. 398). Although there is an ethical obligation to
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protect the fetal patient, a ‘uniformly’ lethal condition merits consideration
of the fetus as a ‘dying patient’ and therefore aggressive management such
as a caesarean is not justified (p. 398). The wish to avoid harm to the
mother motivates the position taken by Chervenak & McCullough (2012)
and many health professionals. In contrast, a mother may not be
concerned about person pain and unnecessary procedures because she is
motivated by the desire to see her newborn alive and perhaps to ensure an
opportunity for baptism, if this is important to the parents for religious
reasons.
Being forced to make life and death decisions imposes an enormous
‘psychological burden’ on parents (Kowalcek, 2007, p. 255). At times
parents make a default decision where they initially decide to continue
with the pregnancy and then try to cope with their decision as the
pregnancy progresses (Redlinger-Grosse et al., 2002). Parents appreciate
others who recognise they make the decisions they believe are the most
appropriate for them in their situation and whatever they decide, parents
want to be supported, not judged (Redlinger-Grosse et al., 2002). For
parents one of the problems associated with making a decision is the
uncertainty and extreme prognostic variation ranging from dismal to
functional that occurs in some congenital anomalies (Chaplin et al., 2005;
Hodgson & Weil, 2012; Kaasen et al., 2010; Moutard et al., 2004; Phadke et
al., 2003; Redlinger-Grosse et al., 2002; Statham, Solomou, & Green, 2003).
Huge discrepancies in estimates for survival and quality of life occur in
conditions such as hypoplastic left heart syndrome, with one year postsurgery survival estimates varying from 30% to 90% (Murtuza & Elliot,
2011). The options for parents range from terminating the pregnancy to
comfort care after birth, or treatment with staged surgical palliation. In one
North American study only 36.5% of parents were presented with all
management options (Murtuza & Elliot, 2011). The rate of termination
varied from 2.5% to 95% over 14 countries (Murtuza & Elliot, 2011). This
condition is detected antenatally in 59% to 89% of cases with the preChapter 2: Literature review
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operative outcome not altered by early detection (Murtuza & Elliot, 2011).
The surgery carries a 10% to 30% risk of serious adverse neurological
outcome and results in reduced exercise capacity, substantial decreases in
quality of life, decreased self-esteem and an increase in psychological
symptoms (Murtuza & Elliot, 2011). The effects of the condition flow onto
the parents, siblings and other family members and have a significant
economic impact (Murtuza & Elliot, 2011). This condition illustrates the
complexity of the decisions parents make and the variation in the
information with which they are presented in order to make extraordinarily
difficult decisions.
The decision to terminate or continue pregnancy raises ethical and moral
questions around who controls the womb, the expectation of mothers to
produce perfect babies and the influence of health professionals on the
decision-making process (Chandler & Smith, 1998). Being faced with
choosing between terminating a wanted, living growing fetus or giving
birth to an individual with disabilities for which you will bear the guilt,
epitomises the dilemma of a society in which scientific development is
temporarily outstripping moral development.
Collectively we have acquired the means to intervene in what
was previously unassailable … we now have the ability to
change the course of natural selection and must ponder
whether we should.
(Chandler & Smith, 1998, pp. 75–76)
There are large variations in patterns of continuation / termination of
pregnancy following prenatal diagnosis of a fetal anomaly which are largely
influenced by cultural factors and societal expectations. Younger maternal
age and increased gestational age are associated with a decreased
termination of pregnancy rate when a fetus is diagnosed with an anomaly
(Athanasiadis et al., 2008; Laxton-Kane & Slade, 2002). This may result in
younger mothers continuing pregnancy and giving birth to babies with
severe anomalies. Several studies have found the termination rate is higher
when the diagnosis of an anomaly occurs after CVS rather than
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amniocentesis, which is performed in the second trimester (Britt et al.,
2000; Zlotogora, 2002). Earlier gestational age at diagnosis is consistently
associated with higher termination rates for Down syndrome (Chasen &
Krantz, 2010; Natoli, Ackerman, McDermott, & Edwards, 2012). In contrast
Hawkins, Stenzel, Taylor, Chock, and Hudgins (2013) did not find an
increased rate of termination after CVS compared to amniocentesis. In the
United States the termination rate for Down syndrome appears to be
declining with a rate of 67-85% in comparison with a previous review which
indicated a rate of 92% between 1980 and 1998 (Natoli et al., 2012). A
United States study analysed data from 2006- 2010 and found the
termination rate for chromosomal anomalies varied from 78.9 – 81%
(Hawkins et al, 2013). Another United States review found from 2004-2009
that first trimester diagnosis of a chromosomal anomaly resulted in a 92%
termination rate (Chasen & Krantz, 2010). In France over 6 months
between 2004 and 2005 93.6% of pregnancies were terminated following
diagnosis of a severe fetal anomaly (Dommergues et al,, 2010). In 12
European countries between 2000 and 2005, 10,233 pregnancies (0.37% of
all pregnancies) were terminated for a fetal anomaly with the majority of
terminations occurring prior to 24 weeks gestation (Garne, Khoshnood,
Loane, Boyd & Dolk 2010).Screening policies play an important role in the
detection of anomaies. The countries with early screening policies tend to
have a higher rate of prenatal diagnosis (Boyd et al., 2008). The range of
detection of anomalies and resulting terminations varies substantially
between countries depending on their screening policies and laws related
to termination of pregnancy. Overall in the last two decades there has
been an increase in the detection of fetal anomalies during pregnancy
(Boyd, Rounding, Chamberlain, Wellesley & Kurinczuk, 2012).
It has been suggested prenatal diagnosis assists parents by providing more
time for ‘deliberation’ on decisions and to move past their state of
disequilibrium (Leuthner, Bolger, Frommelt, & Nelson, 2003, 127–128). If
surgery is available to treat the condition, care can be planned during
pregnancy with a team of health professionals (Lakhoo, 2007). A large body
Chapter 2: Literature review

29

of research notes that whatever choices they make, women have an
‘intense grief’ reaction (Wool, 2011, p. 183).

If a decision is made to terminate
The decision to continue or terminate a pregnancy presents an almost
unbearable dilemma rather than a choice, as choice implies a positive
option when in reality none exists (McCoyd, 2003; Wool, 2011). Mothers
can continue a pregnancy which may result in stillbirth, neonatal death or a
compromised infant, or a decision can be made to end the pregnancy
(McCoyd, 2003). Women are caught in a particularly difficult situation
because they are already demonstrating attachment to their unborn baby.
Decisional dilemmas are exacerbated by a social framework where women
are expected to love their baby but not to violate society’s expectations by
giving birth to a child with a disability (McCoyd, 2007). Women’s grief is
intensified by the responsibility they have in making the decision (Wool,
2011). Parents are concerned their child may suffer social stigma or
ostracism and are worried about the effect on other children and their
intimate relationship (McCoyd, 2008).
After termination, parents often change their narrative to mediate their
distress by saying they lost the baby and by being selective about how
much they disclose and to whom (Black, 2011; McCoyd, 2007). For women,
genetic termination is a nightmare that results in severe grief (Kersting et
al., 2009; McCoyd, 2007; Wool, 2011) which is emotionally challenging for
them as well as for health professionals (Chiappetta-Swanson, 2005).
Following termination due to a fetal anomaly many women adapted to the
grief although significant numbers had ‘pathological scores for
posttraumatic stress’ (Korenromp et al., 2005, p. 257). Termination due to
a viable fetal anomaly and later gestational age were associated with
greater doubt, grief and distress (Korenromp et al., 2005). Partners who
were perceived as supportive by women predicted improved adjustment in
women (Korenromp et al., 2005).
Chapter 2: Literature review

30

The more serious the fetal condition the more likely parents were to
terminate the pregnancy (Breeze, Lees, Kumar, Missfelder-Lobos, &
Murdoch, 2007; Chaplin et al., 2005; Nakling & Backe, 2005; Schechtman,
Gray, Baty, & Rothman, 2002; Shaffer, Caughey, & Norton, 2006; Statham
et al., 2000; Zlotogora, 2002). However, an association between the
seriousness of the anomaly and the decision to terminate was not found in
a study undertaken in Ireland, indicating social factors influence decisions
(Lalor et al., 2007).
The number of pregnancies terminated for fetal anomalies varies. In a
United Kingdom study, Breeze et al. (2007) found 60% of women
terminated following diagnosis of a lethal anomaly. Prenatal screening has
resulted in more fetuses being diagnosed with Down syndrome and in
Australia the vast majority, approximately 94%, of these pregnancies are
terminated (Collins, Muggli, Riley, Palma, & Halliday, 2008). Similar rates of
termination for Down syndrome have been reported in the United
Kingdom with a consistent rate of 92% (Morris & Alberman, 2009).

The decision to continue pregnancy
Women have been interviewed in several studies about their experience of
continuing pregnancy following the diagnosis of a serious or lethal fetal
anomaly (Aite et al., 2006; Hedrick, 2005; Lalor et al., 2009). Fewer studies
have included both parents (Chitty et al., 1996; Jones et al., 2005). Some
research literature considers the experience of providing perinatal hospice
care but does not include interviews with parents about their experience
(Breeze et al., 2007; D'Almeida, Hume, Lathrop, Njoku, & Calhoun, 2006;
Hoeldtke & Calhoun, 2001; Statham et al., 2000).
Two studies related to continuing pregnancy after diagnosis of a fetal
anomaly undertaken prior to 2000 were considered in this literature
review (Chitty et al., 1996; Matthews, 1990) while the remainder were
published after 2003 (Aite et al., 2006; Breeze et al., 2007; Calhoun et al.,
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2003; D'Almeida et al., 2006; Hedrick, 2005; Jones et al., 2005; Lalor, et al.
2009).
The nine studies that are the focus of this section of the literature review
are listed in Table 1.
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Table 1. Studies examining continuing pregnancy following diagnosis of a fetal anomaly
Author(s)
(Year):
Country

Title

Fetal
Diagnosis

Sample
size (N)
population

Study design

Findings

Strengths and limitations

Matthews, A.
(1990).
United States

Known Fetal Malformations
During Pregnancy: A Human
Experience of Loss

Serious

[20] Women

Phenomenology.
Interviews with women
continuing or terminating
pregnancy following diagnosis
of a serious fetal
malformation.

Women experienced
uncertainty, sought verification,
preparation included a hope/no
hope cycle. Reparation and
readjusting occurred as life was
rebuilt and relationships reevaluated. Resilience was the
final stage.

Methodological
limitations.
Bias in research question.
Partners not considered.

Chitty, Barnes,
& Berry, (1996)
United
Kingdom

Continuing with pregnancy
after a diagnosis of lethal
abnormality: experience of
five couples and
recommendations for
management

Lethal

[5] Couples

Experience of continuing
Pregnancy following diagnosis
of a lethal anomaly.
Unstructured interviews
postpartum.

Routine care not always
appropriate.
Collaborative multidisciplinary
care appreciated.
Compassion, sensitivity
important.

Small sample size.
Interviews only
postpartum.
Both parents interviewed.

Calhoun,
Napolitano,
Terry, Bussey, &
Hoeldtke
(2003).
United States

Perinatal Hospice
Comprehensive care for the
Family of the Fetus with a
Lethal Condition

Lethal

[33] Patients

Evaluated perinatal hospice
program.

Perinatal hospice rated
positively.
Consultation and planning
during pregnancy imperative.

Parents not interviewed.
Research site meant no
funding for termination of
pregnancy.
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Table 1. Studies examining continuing pregnancy following diagnosis of a fetal anomaly (cont.)
Author(s)
(Year):
Country

Title

Fetal
Diagnosis

Sample
size (N)
population

Study design

Findings

Strengths and limitations

Hedrick, (2005)
United States

The Lived Experience of
Pregnancy While Carrying a
Child With a Known,
Nonlethal Congenital
Abnormality

Non-lethal

[15] Women

Phenomenology.
Interviews with women
continuing pregnancy with
nonlethal anomaly.

Time is both good and bad.
Information and planning
beneficial.
Parents became attached to
baby.
Journaling helped. Women
cope.

Methodological
limitations.
Partners not considered.
Makes suggestions on how
to support women.

Jones, Statham,
& Solomou,
(2005).
England

When Expectant Mothers
Know their Baby Has a Fetal
Abnormality: Exploring a
Crisis of Motherhood
Through Qualitative DataMining

Range
from lethal
to good
outcome

[72] Women
+ [7] case
studies with
both parents
present for
6 interviews

Qualitative Data-Mining. Semi
structured Interviews &
mailed questionnaire.
Experience of continuing
pregnancy & anomalies
undetected during pregnancy.

Ambivalence: desire to both
protect & reject pregnancy.
Uncertainty of outcome.
Women experience multiple
losses. Focus moves from
pregnant women to fetus.
Denial or distancing part of
coping.

Longitudinal study with
large numbers.
Confusing description of
method.

Aite, Zaccara,
Nahom, Trucchi,
Lacobelli, &
Bagolan, (2006).
Italy

Mothers’ adaption to
antenatal diagnosis of
surgically correctable
anomalies.

Surgically
correct
Able

[50] Women

Assess Prenatal adaption to
continuing pregnancy after
fetal anomaly diagnosis and
applicability of Drotar’s model
of postnatal adaptation.
15 Interviews questions.

Diagnosis a shock.
Fear prevalent.
Repeated consultations and
written information helpful.
Lack of primary maternal-fetal
service in local area. Intense
emotions lessened over time.

Set directive questions.
Attempt to fit women’s
experience to a set model
rather than analyse
experiences as they are.
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Table 1. Studies examining continuing pregnancy following diagnosis of a fetal anomaly (cont.)
Author(s)
(Year):
Country

Title

Fetal
Diagnosis

Sample
size (N)
population

Study design

Findings

Strengths and limitations

D’Almedia ,
Hume, Lathrop,
Njoku, &
Calhoun, (2006)
United States

Perinatal Hospice: FamilyCentred Care of the Fetus
with a Lethal Condition

Lethal

[28] Women

Evaluation and description of
service.

75% of women continued
pregnancy.

No interviews. No
evidence to support how
the information was
obtained. Results not
related to discussion.
Includes family birthing
plan template.

Breeze, Lees,
Kumar,
MissfelderLobos, &
Murdoch,
(2007).
United
Kingdom

Palliative care for prenatally
diagnosed lethal fetal
abnormality

Lethal

[20] Women

Evaluation and description of
Palliative care.

40% of pregnancies continued
after diagnosis. Proposed
multidisciplinary planning &
liaison.

No interviews. Results not
related to discussion.

Lalor, Begley, &
Galavan, (2009).
Ireland

Recasting Hope: A process
of adaptation following fetal
anomaly diagnosis.

Lethal,
serious,
uncertain

[41] Women

Grounded theory. Experience
during pregnancy, both
continuation & Termination.
Interviews, open ended
questions.

Normal results assumed.
Diagnosis a shock. Women seek
to adapt and find meaning.
Fetal attachment effected.
Rebuilding occurs and may take
years. Further bad news can retraumatise.

Limited access to abortion.
Methods well described.
Contributes to theoretical
debate. Makes
recommendations for
clinician education.
Considers future
pregnancies.
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The first study on continuing pregnancy when the baby has a major
congenital abnormality was by Anne Matthews in 1990. Matthews argued
that 99% of the families received a large amount of information on the
abnormality but no treatment options were available. Matthew (1990, p.
170) asked participants: ‘what were your thoughts and feelings when you
knew the baby inside you was malformed?’ This question appears to have
an inherent bias because the baby is called ‘malformed’. The term
‘malformed’ has connotations which may lead the participant to think the
interviewer does not value the baby. Matthews (1990) found women
hoped for the best and being aware of the fetal abnormalities allowed
them to commence grieving prior to the birth of the baby.
A landmark study by Chitty, Barnes and Berry (1996) explored the
experience of five couples who continued pregnancy following diagnosis of
a lethal abnormality. The major findings from their study indicated options
need to be clearly discussed with parents early in the pregnancy. Parents
appreciated compassionate, sensitive care and good communication which
was assisted by continuity of care. For parents continuing pregnancy, this
may allay feelings of ‘guilt, regret and doubt’ about the outcome (Chitty et
al., 1996, p. 479).
More recent studies have examined experiences related to a specific fetal
diagnosis and therefore have a limited focus. A study in Queensland
examined the experience of parents who continued pregnancy after a fetal
diagnosis of spina bifida or hydrocephalus found they were devastated by
insensitive behaviour or the withholding of information (Chaplin et al.,
2005). A North American study on parental decision-making following
diagnosis of congenital heart disease during pregnancy indicated parents
felt health professionals lacked insights into their ‘experiences and
perspectives’ (Rempel et al., 2004, p. 68).
Of the nine studies only Chitty et al. (1996) and Jones et al. (2005)
interviewed both parents. The voices of fathers are virtually absent in
research on the experience of continuing pregnancy following diagnosis of
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a fetal anomaly. Jones et al. (2005) interviewed men and woman and spoke
of a crisis of motherhood, but did not mention fatherhood. When both
parents were mentioned it was in a generic comment such as the diagnosis
was ‘devastating’ for both parents (p. 204). The ‘differing attitudes’ of the
mother and father were mentioned (p. 196). One fathers comment was
included which stated he found the research interview helpful because it
was like a counselling session and give him an opportunity to discuss the
situation (Jones et al., 2005). The study by Chitty et al. (1996) discussed
parents or couples together but did not include any individual assessment
or discussion on the experience of males. The demographics of modern
families have altered with the inclusion and recognition of family members
in research considered as important (Chaplin et al., 2005). Research by
Leahy-Warren, McCarthy and Corcoran, (2012) indicates a partner’s
support predicts improved coping in women. Men play a vital role in
families however a gap exists in knowledge related to the experience of
fathers and the implications for the wider family.
Three studies (Breeze et al., 2007; Calhoun et al., 2003; D'Almeida et al.,
2006) evaluate perinatal hospice or palliative care but do not interview
parents. Evaluations of hospice care can provide valuable information;
however, it is important to include the perspectives of parents and this is
precisely what is missing in these studies.
Two studies were undertaken where availability of termination of
pregnancy was limited. One study was in Ireland where termination was
and is not available unless the life of the mother is at risk (Lalor et al.,
2009). The second study was undertaken in United States military hospitals
where federal funding cannot be used for termination of pregnancy
(Calhoun et al., 2003). This may have increased the percentage of women
continuing their pregnancy and limits applicability in countries where
termination is more accepted and readily available.
Medical personnel from two United States Army bases commenced and
evaluated a hospice program for families whose fetus was diagnosed with
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a lethal anomaly. Of the 33 women whose babies were diagnosed with a
lethal anomaly in their study, 15% elected termination and 85% chose to
continue their pregnancy and participate in the perinatal hospice program
(Calhoun et al., 2003). Of these women 61% had a live born infant who
later died and 39% had an intrauterine death. Hospice care included
prenatal counselling, bereavement care, and birth planning and discussion
within a multidisciplinary team. The majority of studies supported the
benefits of a collaborative multidisciplinary approach to hospice care. Only
two studies discussed the benefits of training for health professionals
(Chitty et al., 1996; Lalor et al., 2009). The importance of continuity of care
for women was emphasised by Lalor, Devane and Begley (2007).
Hedrick (2005) studied the experience of women who continued pregnancy
with a known, non-lethal congenital abnormality. Hedrick found the
diagnosis ‘permanently altered’ the experience of pregnancy (p. 737).
Women felt there was a reason for what happened and believed they
would ultimately become stronger. The applicability of this study is limited
to non-lethal fetal anomalies. Matthews used a ‘phenomenological
method’ which included ‘bracketing’ and ‘intuiting’ (1990, p. 169). This
indicates the use of Husserl’s phenomenology but Husserl is never
mentioned. Hedrick (2005) also claimed to have conducted a
phenomenological study but both Hedrick and Matthews failed to mention
any phenomenological philosophers. Methodological rigour is enhanced by
a clear and explicit description of the philosophical foundation
underpinning research. Use of secondary sources may lead to
incongruence between the phenomenological framework and the research
method.
Matthews (1990, p. 173) found all participants were pleased they knew the
diagnosis during pregnancy even though it was ‘extremely difficult – it was
the lesser of two evils.’ Four other studies also found the majority of
parents preferred to know the diagnosis because this allowed time to make
decisions and prepare for birth (Chitty et al., 1996; Hedrick, 2005; Jones et
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al., 2005; Lalor et al., 2009). The remainder of the studies failed to explore
whether parents preferred to know the fetal condition during pregnancy.
Lalor, Begley and Galavan (2009) noted some women feared bonding with
their baby would increase emotional pain and this was more evident in
women who had made a decision to terminate the pregnancy. Hedrick
(2005) found all women in their study became attached to the fetus
despite knowledge of the anomaly. Hedrick only included non-lethal
anomalies therefore women may not have felt the need to protect
themselves emotionally by suspending bonding. Jones et al. (2005, p. 200)
found women had ambivalent and contradictory feelings regarding the
pregnancy including a simultaneous desire to ‘protect and reject’ as well as
‘despair and hope’ (p. 202).
Palliative care and hospice care were generally evaluated positively (Breeze
et al., 2007; Calhoun et al., 2003; Chitty et al., 1996). Most of the nine
studies discussed the importance of collecting mementos and spending
time with the baby after birth. Hedrick (2005, p. 736) discussed women’s
nuanced concept of time which was both ‘enemy’ and ‘friend’ as women
waited to discover the outcome of their pregnancy.
Jones, Statham and Solomou (2005) interviewed women following
diagnosis of a fetal abnormality. They found women described uncertainty
related to the outcome, wondering if the baby would die and how severe
the anomaly would be. Women described experiencing multiple losses and
feeling the focus had moved from them to the fetus, perhaps reducing
considerations of their needs.
Breeze et al. (2007) studied 20 pregnancies involving a prenatal diagnosis
of a lethal fetal abnormality. In their study 40% of parents continued the
pregnancy (eight women). Two babies were stillborn and six women
proceeded to have live births but their babies died. Breeze et al. (2007, p.
58) recognised the diverse and ‘unpredictable’ postnatal outcomes
including stillbirth, neonatal death or survival for a period of weeks. Breeze
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et al. (2007) recommended availability of a second opinion if requested, a
senior neonatologist to attend the birth and instituting postnatal follow up.
This study has a very small results section which is largely unrelated to the
discussion. The results section listed the numbers of women continuing
pregnancy and how long their decision-making process took but no indepth information was included in the discussion on how they came to
their decision.
In a comprehensive study including both lethal and non-lethal fetal
anomalies, women were interviewed three times, twice before birth and
once afterwards (Lalor et al., 2009). This study occurred in a context where
continuing pregnancy following diagnosis of a fetal anomaly was
considered the culturally appropriate response and termination of
pregnancy could only be accessed abroad. Of the 41 women participating,
24% had a termination of pregnancy and 76% continued the pregnancy.
Lalor et al. (2009, p. 462) described four major themes emerging from their
research: ‘Assume normal’, ‘shock’, ‘gaining meaning’ and ‘rebuilding’.
Women transitioned fluidly between these four phases. ‘Assume normal’
referred to how women viewed ultrasound as routine and, although they
knew the ultrasound could detect an anomaly, they expected a healthy
baby. Women believed being healthy and prepared for pregnancy would
lead to a good outcome. The second theme, ‘shock’, described the
devastation and disbelief caused by the diagnosis and women’s physical
responses. The third theme, ‘gaining meaning’, described how the initial
shock was replaced by attempts to adapt and obtain answers. Women
began searching for meaning by reassessing their belief system
surrounding expectations of a healthy baby. ‘Rebuilding’ occurred once a
decision about the fate of the pregnancy had been made.
When the prognosis was uncertain, further negative news had the ability to
‘re-traumatise’ women who asked ‘why me?’ (Lalor et al., 2009, p. 469).
Hope was a coping strategy that allowed reframing of women’s situations.
Rebuilding occurred when women had reframed their futures to fit with
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their altered beliefs around pregnancy. Part of rebuilding was
reconsidering expectations and beginning to be able to envisage a
worthwhile future (Lalor et al., 2009). With lethal anomalies women’s
‘greatest hope’ was to have a baby who was born alive (Lalor, Begely, &
Galavan 2008, p. 191). Women were worried about their reactions to
seeing the baby and the expectation of separation from the baby was
distressing (Lalor et al., 2009). The majority of women considered a future
pregnancy but some women could not contemplate another pregnancy
(Lalor et al., 2009). No other studies addressed women’s feelings about a
future pregnancy.
In the nine studies reviewed a high percentage of women continued their
pregnancies following diagnosis of a serious or lethal fetal anomaly.
Overall, in developed countries approximately 5% of women continue their
pregnancy after a serious or lethal fetal diagnosis (Collins et al., 2008).
Therefore, large discrepancies in the rates of women who continue
pregnancy are evident. These variations may be due to the accessibility (or
inaccessibility) of termination of pregnancy services and the availability
(and awareness) of perinatal hospice. The consideration of the experience
of couples following diagnosis of a serious or lethal fetal anomaly is
warranted as a significant number of women continue pregnancy.
Published research on the experience of parents who continue pregnancy
after diagnosis of a serious or lethal fetal anomaly is sparse (Chaplin et al.,
2005; Hoeldtke & Calhoun, 2001; Statham et al., 2000). A large amount of
research has focused on the impact of the diagnosis of a fetal anomaly
(Black, 2011; Chaplin et al., 2005; Kaasen et al., 2010). Although many
studies recognise the shock presented by the fetal diagnosis they fail to
explore the experience of continuing pregnancy or to provide clinical
recommendations. The lack of practical support for women has been
recognised by Donovan (2006) and Wool (2011). Clinicians may have
limited ‘expertise in managing the medical and psychosocial aspects’ of
care and ‘there is little published data to inform health professionals,
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resulting in a lack of guidance to inform practical decisions’ (Wool, 2011, p.
191). The lack of guidance also needs to be extended to the experience of
the whole family and centred on the childbearing woman.
Very little professional literature has been published examining the lived
experience of continuing pregnancy for both parents following diagnosis of
a serious or lethal fetal anomaly that includes diagnosis, pregnancy, birth
and the postpartum period and is directed by the parents’ narratives. The
experience of partners has been virtually invisible. The focus on diagnosis
and birth has largely excluded the experience of the pregnancy for the
parents. Prenatal screening and diagnosis is expanding and occurring at
earlier gestations leaving many parents with a long period between the
diagnosis and the expected time of birth. The purpose of this study is to
illuminate what has been hidden in the shadows of the literature as well as
parents’ lives and bring it into the light. This study adds to the sparse but
growing body of research on parents’ experiences of pregnancy following
diagnosis of a serious or lethal fetal anomaly. The next chapter will outline
the philosophy and methodology which informed the research.
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Chapter 3: The philosophy and
methodology informing the
study
Far from thinking that philosophy is a useless repetition of life I
think, on the contrary, that without reflection life would
probably dissipate itself in ignorance of itself or in chaos.
(Merleau-Ponty, 1964, p. 19)

Introduction
This chapter outlines Merleau-Ponty’s existential phenomenology as it
provides the philosophical and methodological foundation of this thesis.
The journey leading to this philosophical perspective will be described.
Phenomenology will be defined and the reasons for its emergence and
relevance to nursing and midwifery research discussed. Merleau-Ponty is
introduced, followed by an exploration of Descartes’ dissection of mind
from body which is countered by Merleau-Ponty’s reuniting of mind and
body through the notion of embodiment. Merleau-Ponty understands the
body as a person’s opening onto the world and the pathway through which
meaning is formed and the world becomes known. The mind and body are
seen as intertwined. The concepts of major philosophers who set the stage
for the genesis of Merleau-Ponty’s work are outlined and the major
theoretical divergence within phenomenology will be clarified. The major
concepts of Merleau-Ponty’s phenomenology will be explored, including
the primacy of lived experience, intersubjectivity and embodiment.
The most serious theoretical divergence within phenomenology relates to
the Husserlian concept of the phenomenological reduction (bracketing out
knowledge of the world). This concept is explained and then rejected. It is
argued that removing the subjectivity (perspective, feelings, and beliefs) of
the

researcher

is

undesirable.

The

reasons

Merleau-Ponty’s

phenomenology is perceived to be inherently interpretive as well as
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descriptive are outlined. The phenomenological concept of self-world-other
(relationship between a person, the world they live in and other people)
considers human life is relational and occurs in a common world shared
with others. Interactions with other people occur and have the ability to
influence and transform life, therefore research must account for
interactions between self-world-other. It is argued that subjectivity,
perception, consciousness, temporality and spatiality are inalienable
aspects of embodied human existence and they render the task of seeing
the world from a third person perspective impossible. The final argument
in the chapter proposes subjectivity and embodied experience have the
ability to provide a perspective on the world and relationships through the
eyes of a gendered body and phenomenology can reflect on the lived
experience of different bodies as they undertake this transitory life.

A journey of discovery
My journey began with the premise the methodology needed to be
grounded in a philosophy that could openly and respectfully reveal the
experience of the men and women who participated. I knew the diagnosis
of a fetal anomaly reverberated through the whole family and that what
others did and said could provide comfort or be painful. As a midwife and a
mother, I understood the importance of bonding and the indescribably
powerful love parents feel for a child. I had seen the responses of parents
at times of incredible vulnerability and felt a painful wrench in my own
existence through observing this trauma.
As a midwife I have always felt moved by the birth of a baby and the
creation of a family. I have watched the crisis of loss when a baby dies. It
seemed indisputable families are important, that at the heart of our
existence is a desire to love and be loved. The womb provides our first
sanctuary and hovering below our consciousness seems to lie a basic
human desire to replicate this initial warm enveloping security. I asked
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myself some of the big questions that I now realise are existential
questions: What is important in life? What makes life worth living?
My introduction to Merleau-Ponty, the philosopher of embodiment, began
with a crisp new copy of the Phenomenology of Perception. I was about to
catch a long flight and eagerly awaited the opportunity to become
acquainted with Merleau-Ponty’s magnum opus. The initial eagerness
rapidly turned to dismay as it became apparent it was impossible to
understand this work without being acquainted with the works of other
major philosophers of the era. Morris (2012) noted even the preface of the
Phenomenology of Perception requires familiarity with Descartes, Kant,
Husserl and Heidegger. Multiple languages are used including French,
German, Latin and Greek. Even more daunting, some of the Greek terms
were written in letters resembling hieroglyphics.
Despite the initial disheartenment of grappling with the elusive concepts,
complicated vocabulary, dense prose, classical references and difficult
terminology, I felt a real resonance with the insights that were revealed. At
the philosophy library by the Sorbonne, I purchased Merleau-Ponty’s works
in French and became thankful my excursion into the world of MerleauPonty did not start with the posthumously published Le Visible et l’Invisible
(The Visible and the Invisible) with the new terms such as flesh, chiasm,
enterelacs and écart.
In Paris, I walked by the lycees (schools) Merleau-Ponty attended and
soaked up the ambience of Les Deux Magots and café de Flore where
famous philosophers used to chat and write. I visited the ancient Pere
Lachaise cemetery and paid homage at the grave of Merleau-Ponty and
visited the grave of Sartre and deBeauvoir in Montparnasse. Mornings
were occupied with French classes at the Alliance Française with its worn
marble steps and evenings were occupied with reading and taking notes on
Merleau-Ponty’s work. After joining the International Merleau-Ponty circle
I was able to attend conferences in Toronto, Memphis and Minnesota
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where I was privileged to hear many eminent Merleau-Ponty scholars
speak.

Defining phenomenology
The first three words of Merleau-Ponty’s major work the Phenomenology
of Perception are: ‘What is phenomenology?’ (1945/2004). Confusion and
misinterpretation still surround this term and many philosophers and
aspiring phenomenological researchers have floundered in the murky,
mystical language surrounding it. Many of Merleau-Ponty’s terms are
complex; they translate poorly and often lose some of their original,
nuanced meaning in English. This has not been aided by Merleau-Ponty’s
‘eclectic’ and ‘elliptical’ style, thick prose and interrogative manner of
writing (Carman & Hansen, 2005, p. 4). Merleau-Ponty (1945/2004)
describes phenomenology as a philosophy that understands the world as
inalienably present and experienced through space and time as directly
lived. Phenomenology is also ‘practiced and identified as a manner or style
of thinking’ (p. viii). Phenomenology as elucidated by Merleau-Ponty
recognises the primacy of embodied human experience and its meaning
from

the

ontological

perspective

of

being-in-the

world.

This

phenomenological foundation frames the way human life is perceived in
this study and radiates throughout the methodology.
Phenomenology is the study of ‘phenomena’ and the way phenomena
appear through consciousness to the person experiencing them
(Moran, 2000; Smith & Woodruff Smith, 1999). Phenomenology originates
from a combination of the Greek words phenomenon and logos,
phenomenon meaning appearances and logos referring to a discourse that
makes sense of and shows or manifests something (Sedgwick, 2001;
Sokolowski, 2000). It considers how human experience is disclosed and
accepts humans live in a real world which they experience as an essential
part of their experience (Carman & Hansen, 2005; Moran, 2000;
Sokolowski, 2000).
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The acknowledged founder of phenomenology is Edmund Husserl who
initiated phenomenology’s creed Zu den Sachen sebst; ‘to the things
themselves’ (Carman & Hansen, 2005; Moran, 2000; Morris, 2012; Smith &
Woodruff Smith, 1999; Steeves, 2006). It is a creed calling for a return to
phenomena as experienced directly (Moran, 2000). Merleau-Ponty’s
thought diverged from Husserl’s in substantial ways; however, he
remained committed to the primacy of lived experience. Merleau-Ponty
(1945/2004, p. ix) endorsed Husserl’s position when he wrote ‘the first
directive of early phenomenology was … a return to the “things
themselves”.’
Phenomenology is an ontology that rigorously articulates the elusive
features of reality just as it is known and lived through direct experience
(Dillon, 1997; Hass, 2008; Kelly, 2003). In the phenomenological world,
individuals are in contact with the world and each other kinaesthetically,
spatially and temporally through physical embodiment. Humanity exists in
an intersubjective, ambiguous world, where freedom exists but is not
absolute, where emotions, empathy and relationships with others are
considered real and significant. The self as a whole is considered to be
greater than the sum of its parts. I am acutely aware that only the
participants have direct phenomenological access to the events they
describe. Therefore the methodology of this work will be centred on the
participants’ narratives as they tell their stories of what they experienced.
Cartesian based philosophies rupture bodily unity by creating a mind-body
separation and casting doubt over the existence of the world. MerleauPonty views human consciousness’ relationship ‘to being in itself as so
intertwined’ that it is impossible to imagine them in isolation; he calls this
unbreakable intersection between embodied humans and their world the
‘chiasm’ (Moran, 2000, p. 17).
In contrast Merleau-Ponty’s groundbreaking work indicated humanity is
not a disembodied spirit with a divided body and soul (Marshall, 2008;
Priest, 1998; Russon, 2003). Rather, humans are embodied, incarnate and
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intertwined with the world and others. Viewed from a phenomenological
perspective, a chiasmic intertwining of mother and fetus occurs within a
shared world which includes partners, other people and the sociocultural
environment. These interactions have a role in shaping the experience and
its meaning for all of those involved. Merleau-Ponty (1948/2004, p. 22)
argues ‘the perceived world is a human world’ where a relationship exists
between things in the world and the people who experience them.
In the course of experiencing and living their lives, individuals continue to
see, think, act, feel, make choices and take actions when confronted by a
devastating diagnosis. Phenomenological research has the ability to touch
their lives during this difficult time and contributes to understanding the
nature of the human condition in this shared world (Russon, 2003). When
people are confronted by difficulties they are not isolated. Instead they
communicate with each other within their environment as embodied,
temporal, intentional and spatial beings. As Merleau-Ponty says, ‘We are in
the world, mingled with it, compromised with it’ (1948/1964 p. 147). This
sentiment is echoed by Russon (2003) when he so aptly points out that
being together with others is inherent to humanity.
In the context of this study, parents do not tell their stories in isolation.
They talk about their interactions with the health professionals who cared,
or failed to care for them and their interactions with their family and
friends. Midwives are also with women as they undertake their
reproductive journey and this close, holistic and contextual contact has
shown the human body is not merely an object to be observed, scanned
and operated on. Embodiment accounts for a mother’s experience of
pregnancy, of the growth of the fetus as flesh within her flesh and of the
relationship between mother, fetus and others. Phenomenologically
humans are embodied and open to the world and thus inherently
vulnerable.
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The emergence of phenomenology
Phenomenology emerged from the human loss, suffering, confusion and
disorientation of two world wars (Solomon, 2005). During this period
people began questioning life and searching for a philosophy that could
transform individual and collective ways of thinking about the world and its
inhabitants. To this world, phenomenology offered a new and radical way
of thinking that exposed the problems inherent in detaching mind from
body and viewing thought as a mere representation (Moran, 2000).
Phenomenology returned philosophy to the life of real, living experiencing
humans, to ‘capture life as it is lived’ (Moran, 2000, p. 5).
Phenomenology was a backlash against the accepted objectivist, positivist,
mechanistic and dehumanising views regarding science and existence
(Guignon, 1996; McConnell-Henry, Chapman, Francis, 2009; Solomon,
2005). It allowed for a richer, deeper method for expressing human
experience as it is lived, and recognising that human life is embedded with
meaning. This dynamic new existential philosophy sought to solve the
problems of human existence, meaning and freedom (Priest, 1998).

The birth of Maurice Merleau-Ponty’s phenomenology
Merleau-Ponty (1908-1961) was arguably one of the most original,
perceptive, profound and important thinkers of his time and one of the
most important philosophers of the 20th century (Baldwin, 2004; Barbaras,
2004; Carman & Hansen, 2005; Matthews, 2006; Moran, 2000; Reynolds,
2008). In 1930 he graduated with the aggrégation de philosophie, a year
after Jean-Paul Sartre and Simone deBeauvoir. Merleau-Ponty studied
Hegel carefully and after reading an article on Husserl’s later thought, was
so intrigued he immediately arranged to visit the Husserlian archives in
Belgium (Matthews, 2006). He found Husserl’s recognition of the body’s
role in perception and action in Ideas II ‘electrifying’ (Baldwin, 2004, p. 25).
Merleau-Ponty’s major work, the Phenomenology of Perception is
recognised as the best example of existential phenomenology (Marshall,
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2008). Merleau-Ponty realised the source of reason and fact was the
nature of human ‘bodily insertion in the world’ (Madison, 1981). His work
has crossed disciplines, with many of today’s cognitive neuroscientists
noting their indebtedness to the ground-breaking extrapolations of
Merleau-Ponty (Johnson, 1999). Neuropsychology now agrees with
Merleau-Ponty ‘on virtually every point’ and recognises the ‘enactive
approach’ indicating comprehension occurs from bodily interaction with
the world (Ellis, 2006, p. 33). Merleau-Ponty may be less well known than
many other phenomenologists; however, his development of the theory of
perception ‘far surpasses’ other philosophers (Solomon, 2005, p. 271) and
its ‘breadth and sensitivity’ is unmatched (Hass, 2008, p. 57). For a time
Merleau-Ponty’s work was neglected and he and other continental
philosophers of his era were considered ‘exotic and obscure’ (Solomon &
Sherman, 2003, p. 5). In recent years a revival of interest in his works has
occurred and he is now recognised as a classic author and the most
eminent French phenomenologist (Barbaras, 2004; Hass, 2008).
Despite this recent resurgence of interest in his work, Merleau-Ponty is not
well understood by many Anglo philosophers (Hass, 2008). This is partly
because his work is difficult, complex, arduous and demanding (Barbaras,
2004; Diprose, 2008; Hass, 2008; Madison, 1981; Marshall, 2008) as well as
illuminating, rich, penetrating and insightful (Barbaras, 2004; Carman &
Hansen, 2005). Hass (2008, p. 2) described reading Merleau-Ponty as
somewhere ‘between formidable and impossible.’ Merleau-Ponty’s
breadth of knowledge, wide-ranging references, tendency to create
vocabulary and use words in a different sense also hinder the reader.
Understanding phenomenology requires examining its evolution, ranging
from the major precursors who planted the germs of ideas to those who
forged a path as they articulated new ideas swirling up from the crisis of
meaning created by massive social upheavals. Merleau-Ponty studied
Descartes carefully and knowledge of Cartesian thought is essential to
understanding the work of Merleau-Ponty.
Chapter 3: The philosophy and methodology informing the study

50

Merleau-Ponty’s nemesis: Rene Descartes
Here I made my discovery: thought exists; it alone cannot be
separated from me … But what then am I? A thing that thinks.
(Descartes, 1641/1985)
Rene Descartes (1596-1650) made epistemology the centre of philosophy
by asking what can be known without any doubt. He achieved this by
stripping away layers of ideas and suppositions to find what is not subject
to doubt. He found most things could be doubted but one thing he found
to be true was he could think, and if he could think he must exist: I think
therefore I am (Cogito ergo sum). Descartes then deduced that reliable
conceptions of the world were grounded in one’s existence as a thinking
subject. Descartes also concluded the world consisted of two different
kinds of substances, mind (a thinking substance that is internal) and matter
(a material substance that is external). This bifurcation became known as
Cartesian dualism and left the problem of how minds and bodies could
interact if they were different substances. To Merleau-Ponty Descartes
divided the subject (the mind) ‘from the world’ instead of recognising the
‘bilateral’ relationship between subject and world (Morris, 2012, p. 15). His
dualism severed the connections between the thinking human subject and
external objects that exist in the world including social conditions and
other people.
Descartes wrote ‘it is the soul which sees, and not the eyes’ (Descartes,
1641/1985). This statement resulted in perception and consciousness
becoming strictly mental thought processes that occurred in the mind and
made the brain the ‘pilot’ of the ship formed by the body. To MerleauPonty the philosophical processes used by Descartes, Kant and Husserl
reduced lived experience to ideas presented in the mind and he called
them philosophies of ‘reflection’ (Hass, 2008, p. 19).
In the Phenomenology of Perception Merleau-Ponty (1945/2004, p. xii)
writes ‘truth does not “inhabit” only the “inner man” … there is no inner
man, man is in the world, and only in the world does he know himself.’ It
Chapter 3: The philosophy and methodology informing the study

51

was a central tenet for Merleau-Ponty that to be human was to be in the
world (1945/2004). The denial of the ‘inner man’ (as the pilot of the ship
which is the body) is a strong rejection of Husserl’s philosophy of reflection
(Johnson, 1999). Descartes believed reason was the sole basis of all
knowledge, not what was perceived by the senses (Taylor, 2005). MerleauPonty agreed with Descartes that the experiencing self was the absolute
source of knowledge (Matthews, 2006). However, Merleau-Ponty argued
the relationship between subject and object was reciprocal whereas
Descartes divided existence into the reliable inner (immanent) world and
the unreliable outside (transcendental) world.
Descartes’ views influenced the direction of western epistemology and
philosophy for centuries. His theories are embedded in the modern view of
the world and have invaded everyday lives and assumptions. MerleauPonty studied Descartes carefully and sought to expose what he argued
was the distorted Cartesian paradigms of humankind as consciousness plus
a machine-like body (Solomon, 2005). Merleau-Ponty rejected Descartes
‘mind-body dualism’ although he concurred with his belief that the reality
of the world emanates from subjective existence (Priest, 1998, p. 30).
Phenomenology developed over time as the work of one philosopher built
upon the work of others. Many tenets of Merleau-Ponty’s philosophy arose
through divergences from Descartes’ ideas. The seeds of phenomenology
began with Brentano and Hegel, were developed by Husserl, and later
extended and transformed by Heidegger and Merleau-Ponty.

The intellectual precursors of phenomenology
Georg Wilhelm Freidrich Hegel’s original contributions to philosophy were
so influential that Merleau-Ponty stated, ‘All the great philosophical ideas
of the last century … had their beginnings in Hegel’ (1964, p. 63). Hegel
(1770-1831) recognised humans interact, respond to and understand the
world around them through active engagement that involves direct and
dynamic (dialectical) interactions within a social, cultural and historical
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milieu (Kruks, 2008; Sedgwick, 2001). Hegel saw subjective experience as
the starting point of thought and sought to provide a phenomenological
account of consciousness (Sedgwick, 2001). Merleau-Ponty (1948/1964, p.
64) noted that to interpret Hegel was to take ‘a stand on the great
philosophical, political and religious problems’ of the century. MerleauPonty viewed Hegel as the first existentialist due to his attempt to explore
the non-rational, non-cognitive realm of emotional and existential life
(Priest, 1998).
Another major figure in the formation of phenomenology was Bretano
(1838-1917) whose doctoral thesis was Martin Heidegger’s introduction to
philosophy and ontology (Moran, 2000). His work on descriptive
psychology and intentionality inspired Husserl to further develop his
concept of consciousness. Brentano viewed experience as the sole source
of information and argued no-one but the person themselves knows their
inner thoughts and therefore awareness of others’ inner perceptions was
indirect, another point which was developed further by Husserl (Carman &
Hansen, 2005; Moran, 2000). The foundational figures of phenomenology
are sketched in the overview that follows in sufficient depth to illustrate
their role as antecedents to Merleau-Ponty.

The first phenomenologist
Edmund Husserl (1859-1938) was an enormous influence on MerleauPonty and was responsible for his initial interest and subsequent
development as a phenomenologist. Husserl, like Descartes, saw
philosophy as a scientific and rational enterprise beginning with a person’s
own subjectivity. Husserl recognised the utility of scientific knowledge but
did not believe it had the capacity to understand important human
concerns. Phenomenology was his answer and was a way to describe the
‘experience’ of things without reducing them to scientific data. He focused
on the act of ‘experiencing,’ rather than on the object being experienced or
the person experiencing. He wanted to learn ‘what things are without
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deciding whether they are’ (Priest, 1998, p. 17). Conversely, Merleau-Ponty
believed you cannot specify what anything is unless you say whether it is
(Priest, 1998, p. 17).
Husserl was concerned with the notion of intentionality previously
introduced by Brentano (Morris, 2012; Smith & Woodruff Smith, 1999).
Intentionality claims all consciousness is directed towards an object and
this was to become a key concept for all branches of phenomenology.
Husserl studied how acts of cognition achieve and fulfil their intended
meaning, and asked how ‘objective knowledge’ was possible for a ‘knowing
subject’ (Moran, 2000, p. 96). Husserl’s call for a return to the things
themselves involved immediately intuiting them as pure and essential
essences (Moran, 2000; Smith & Woodruff Smith, 1999). Husserl believed
the study of ‘conscious experiences’ was distorted when the experiences of
engaging in regular life such as normal concerns and common knowledge
inhibited ‘pure consideration of experience as it is given to us’ (Moran,
2000, p. 11). To prevent pre-existing theories affecting experience, Husserl
proposed the phenomenological reduction. This meant bracketing or
putting aside everyday assumptions about the world (cultural, scientific,
philosophical and common knowledge) in order to concentrate on only the
phenomena as given (Moran, 2000; Smith & Woodruff Smith, 1999).
Merleau-Ponty gained important concepts from Husserl, including a way
to describe experience without converting it into ‘what we think it must be’
according to science and epistemological theories (Dreyfus & Dreyfus,
1964, p. xi). Merleau-Ponty expanded on Husserl’s thought, introducing
new concepts and altering others which resulted in their relationship being
considered through their contrasting stances (Barbaras, 2004; Priest,
1998).

Chapter 3: The philosophy and methodology informing the study

54

Being-in-the-world enters the phenomenological
movement
Martin Heidegger (1889-1976) was one of Husserl’s students and a
contemporary of Merleau-Ponty. Like Merleau-Ponty, Heidegger was an
existentialist philosopher (despite refusing any labels) because he based his
insights on the primordially existing world. Both Heidegger and MerleauPonty believed Husserl had been too Cartesian in his splitting of subject
and object. Heidegger rejected subject-object paradigms and the
transcendental reduction of Husserl because he considered the ‘researcher
as a legitimate part of the research’, someone who existed with the
participant as being-in-the-world (McConnell-Henry et al., 2009, p. 8).
Heidegger believed the researchers’ pre-existing ‘knowledge and
understanding’ was what gave them the capability to interpret data
(McConnell-Henry et al., 2009, p. 8).
Heidegger’s main concern was the ontological nature of Being (Sedgwick,
2001). He named this concept Dasein (being-there or literally there-being)
and this is the place and time from where people act and comprehend in
practical, useful ways (Morris, 2012; Stokes, 2003). Heidegger investigated
ordinary everyday experience and its significance to humans. He believed
all existence has ‘thrown-ness’ because all Dasein (Being-there) is shaped
by the culture and social environment it is thrown into. For Heidegger
humans are constituted by their environment, learning from social
interaction within a cultural and shared world.
Dasein’s activity of existing is called being-in-the-world. Both Heidegger
and Merleau-Ponty believed no physical or mental distance exists between
people and their world. Merleau-Ponty had a thorough understanding and
appreciation of Heidegger’s major work Being and Time (Solomon, 2005).
Merleau-Ponty viewed Husserl’s work through a Heideggerian lens and
adopted similar views on issues such as the inherent temporality and
historicity of human life. Phenomenology requires researchers to commit
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to the study of participants’ experience and the meanings arising from
their experience (Mapp, 2008; Weed, 2007).
The

commitment

to

the

participants’

perspective

has

made

phenomenology a popular research framework for midwives and nurses
with the majority using Husserl and Heidegger. However Thomas (2005, p.
63) noted although Merleau-Ponty is an ‘excellent’ fit for research by
health professionals he has received far ‘less attention.’ Phenomenology is
popular for good reason as it has the ability to reveal peoples’ lived
experience during periods of disruption. Merleau-Ponty offers much to
midwifery research because of his focus on embodiment which has obvious
relevance to pregnancy and birth. Some of the most beautiful, insightful
and moving phenomenological descriptions and research related to
pregnancy

have

resulted

from

using

Merleau-Ponty’s

existential

phenomenology (Bigwood, 1991; Wynn, 2002). However, nursing and
midwifery

researchers

have

also

been

criticised

for

treating

phenomenology as a homogenous whole by failing to differentiate
between phenomenologists (Dowling, 2007; Giorgi, 2000) and for a
philosophically impoverished approach (Crotty, 1996; Giorgi, 2000).
Using phenomenology requires careful attention to the chosen
philosopher’s work and its methodological implications. Phenomenology is
something of a minefield for the novice and it is all too easy to make
methodological errors because the literature is confusing. If Husserl is
used, the phenomenological reduction is essential as it was a basic tenet of
his work; whereas Heidegger was vehemently opposed to the
phenomenological reduction and Merleau-Ponty believed an absolute
reduction was not feasible. When bracketing is used it is not meant to be
an isolated event, it is a continuing process (Halling, 2007). If embodiment
and perception are important, Heidegger’s phenomenology is not ideal as
he did not explore these issues and barely mentions them in his writings. In
contrast Merleau-Ponty finds embodiment and perception crucial aspects
of understanding being-in-the-world (Carman & Hansen, 2005). The
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phenomenological reduction seems to be one of the most problematic
areas related to methodology and the next two sections will explore the
phenomenological reduction in detail and outline reasons for rejecting its
use.

The phenomenological reduction
The most important lesson which the reduction teaches us is
the impossibility of a complete reduction.
(Merleau-Ponty, 1945/2004, p. xv)
Edmund Husserl introduced the concept of phenomenological reduction
(Reducktion) and believed it was an essential and non-negotiable aspect of
phenomenology (Priest, 1998). The nomenclature of the phenomenological
reduction is confusing. Variants include the ‘epoché’ from the Greek,
meaning suspension of belief (Walters, 1995), the transcendental
reduction, bracketing and the ‘eidetic’ reduction. The overall purpose of
these methods was to focus on the ‘essential features’ (the essence) of the
phenomena investigated (Moran, 2000, p. 11).
This first type of phenomenological reduction refers to putting something
in suspense or abeyance, to bracket it out, as one would in a mathematical
equation. It is a suspension of what is already known including belief in the
natural world (Priest, 1998). The world of things and people still exists (the
content of the world) but the attitude of belief in what is already there, all
theories about the world, material nature, and psychic experience, are
treated as nonexistent (Moran, 2000). The world that is continually ‘there
for us’ is shut out and ‘any judgment about spatiotemporal being’ and
reality is ignored, no matter how evident (Smith, 2005).
The second type of reduction is the eidetic reduction. Eidos is the Greek
term for form or essence which becomes the eidetic reduction (Morris,
2012, p. 5). This reduction is concerned with the ‘intuiting’ of the essential
structure of experience, not actual experience or empirical facts (Moran,
2000; Priest, 1998). The eidetic reduction adds or subtracts imagined
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variations to reveal the essence of an object. It also includes a technique of
‘free variation’ where an experience is imaged from every viewpoint so all
perspectives can be seen (Priest, 1998). The belief that it is possible to
intuit essences is controversial and Morris (2012, p. 5) questions how
Husserl can ‘re-establish contact’ with the outside world after he has
bracketed it away. Both Merleau-Ponty and Husserl sought to define what
makes up the essence of an object, but there is a distinct separation in
their methods and ideology. Husserl sought to abstract the essence from
its existence. In contrast Merleau-Ponty considered it impossible to define
an object apart from its existence. In other words Husserl sought to
discover ‘what things are without deciding whether they are’ (Priest, 1998,
p. 17).
Merleau-Ponty fused ‘essentialism and existentialism’ as integral but
inseparable components of phenomenology (Priest, 1998, p. 17). Although
Merleau-Ponty believed phenomenology involved the study of essences he
considered these essences so tied to the world that they could not be
unbound. To define an essence is to examine the properties it has that
make it what it is. All understanding requires an experiencing body existing
and experiencing within a world that undeniably exists. Husserl’s attempts
the impossible when he tries to find the essence of objects that have not
been presented to consciousness though experience.
According to Husserl, bracketing enables the essence of pure
consciousness that is presented for phenomenological description to be
viewed without distortion, just as it appears to consciousness (Carman &
Hansen, 2005; Moran, 2000; Priest, 1998). Descartes’ Meditations begins
with a doubt about the truth of appearances because the senses may be
deceptive, therefore all evidence from the senses must be bracketed away.
There is a similarity between Descartes’ reduction to an internal mind and
Husserl’s epoché with both causing the thinker to bracket out belief in
anything external (Dillon, 1997; Morris, 2012; Priest, 1998). Husserl’s
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insistence on bracketing included even the actuality of the world, thereby
nullifying and annihilating it (Dillon, 1997).
It is Descartes’ and Husserl’s desire for certainty that results in a reduction
that cleaves the experiencing, knowing person from their participation in
the world, with all its concerns (Dillon, 1997). It transforms people into
‘impersonal and disengaged’ spectators and thereby fails to allow for the
complete range of human experience (Dillon, 1997, p. 30). The epoché
directs attention away from a temporal, spatial perspective of the exterior
world and returns it to the interior mental realm of consciousness, ‘from
facts to essences’ (Carman & Hansen, 2005, p. 7).
Merleau-Ponty realised the world’s abundant presence must be accepted
as inalienable because without the existence of a world there can be no
phenomenology. Hence Merleau-Ponty saw the necessity of describing the
objects of consciousness just as they are presented to consciousness, in a
directly experienced world. Merleau-Ponty said ‘we must not wonder …
whether we really perceive a world, we must instead say: the world is what
we perceive’ (1945/2004, p. xviii). Husserl’s epoché does suspend the
world and therefore is unable to help us know how to live (Priest, 1998).
Many midwifery and nursing researchers have used the phenomenological
reduction and in doing so have endorsed Husserl’s philosophical position.
This position is supported by academics such as Crotty (1996) who believed
departing from the reduction was the equivalent of phenomenological
heresy. However, if all knowledge is gained from experience then it cannot
be reduced to a timeless abstract essence. The difficulties inherent in the
use of Husserl’s phenomenological reduction will be outlined.

Rejection of Husserl’s phenomenological reduction
From the writer and the philosopher … we want opinions and
advice. We will not allow them to hold the world suspended.
Merleau-Ponty, 1964, p. 161)
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In the Phenomenology of Perception Merleau-Ponty argued a complete
reduction is impossible and idealistic because the meaning of the world
cannot be negated (Merleau-Ponty, 1945/2004, p. xii). For Merleau-Ponty,
completely bracketing out personal history, emotions and all the things
that make individuals who they are is impossible (Thomas, 2005). MerleauPonty argued the reality of consciousness cannot be understood without
background. Without the intentional objects in the world that influence a
person’s experiences and give them context, the scenario becomes
incomplete (Priest, 1998). The background or gestalt is an important
concept for Merleau-Ponty and refers to how the perception of an object
can vary depending on the surrounding environment and the individual’s
preconceptions which may or may not be within consciousness (Priest,
1998, p. 3). Merleau-Ponty convincingly argues that sensations are always
interpreted through the preconceptions of the person perceiving them and
this makes a difference to what is perceived (p. 5).
Merleau-Ponty could not accept the Husserlian distinction between a
knowing consciousness and an unknowable external world, between the
psychological facts of perception and its pure essence. Merleau-Ponty,
Heidegger, Sartre and Gadamer rejected Husserl’s transcendental
reduction as an intellectual abstraction which disregarded the existing
worldly conditions and the experience of real, embodied people who exist
in a world with others. In opposition to Husserl, Merleau-Ponty
recommended bringing the world into view by painstakingly stepping back
and attentively watching what happens with awareness and ‘wonder’
(Merleau-Ponty, 1945/2004, p. xxiv). Achieving this view requires relaxing
the usual natural attitude where the ordinary taken for granted world is
seen. An attentive stance provides the opportunity to bring forth different
perspectives so even the ‘strange and paradoxical’ can be seen and
grasped (p. xv). If the familiar acceptance of the world is loosened then
nothing is seen but ‘the unmotivated upsurge of the world’ and the
meaning of a person’s experience can be seized as it comes into being (p.
xv).
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To experience other people one must be embodied and situated.
According to Merleau-Ponty, the ‘cogito’ as traditionally known devalues
‘the perception of others’ (1945/2004, p. xiv). Concentrating on what ‘I’
know and being aware of only my own existence excludes others and
makes them inaccessible (p. xiv). It is necessary for the ‘Cogito’ to ‘reveal’ a
person in their situation which includes other people (p. xiv). Others are
understood through their ‘actions and behaviour’ which have ‘been
completed by the world’ they live in and share (Utley, 2010, p. 137).
Merleau-Ponty made it clear a complete reduction was impossible, and this
was the reason Husserl had to keep re-visiting it and trying to explain it.
Because ‘we are in the world’ and this is where reflection takes place, the
reduction is a problem because we are not ‘absolute mind’ but exist in a
spatio-temporal world (Merleau-Ponty, 1945/2004, p. xv). To reduce a
person to their transcendental ego does not allow for a relationship
between them and others and with the world. Merleau-Ponty’s existential
phenomenology recognises although things may be separable in thought, it
may be impossible to separate them in reality (Priest, 1998). Another
objection to the reduction occurs because thinking about a thought cannot
occur at the same time as the thought one is thinking about. Reflection is
necessarily chronological. Husserl’s reduction requires reflection on
consciousness, so it must be about something. If reflections are about
something then reflection cannot occur in a complete transcendental
reduction.
Husserl’s phenomenology bracketed out the routine approach to the world
and the usual presuppositions that influence everyday experience (Weiss,
2008, p. 2). If the usual knowledge and understanding of the world and its
inhabitants is bracketed away it is impossible to comprehend anything. If
past lessons are ignored, the awareness of different horizons and
experiences are removed resulting in less capacity to understand. For
example, if a woman told me about seeing an ultrasound that showed her
fetus had shortening of the long bones, bracketing out knowledge of the
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world and of ultrasound technology would not be helpful. Instead,
bracketing would make the whole process incomprehensible and
meaningless if I did not know what the picture was, if I didn’t know it was a
baby on the screen. The experience would be transformed, but not in a
useful way, rather it would be transformed into a meaningless muddle.
Merleau-Ponty argues the reduction attempts to describe direct
experience without accounting for scientific, historical, social or
psychological factors (1945/2004). Dillon concurs in favour of human
situatedness in a world allowing for openness, learning and the
development of new ideas:
There is no epoché that could neutralize our cultural
antecedents, erase the sediment of centuries, and let us start
anew. We must begin with the ideas we have inherited because
it is only by investigating their failures and omissions that we
open ourselves to the arrival of new ideas.
(Dillon, 1997, p. 55)
Priest (1998) argued that Heidegger, Merleau-Ponty and perhaps even the
later thought of Husserl replaced the concept of the reduction with the
existential structures of being-in-the-world and this overcame the lack of
commitment to objective existence that occurs with the reduction. An
absolute phenomenological reduction is impossible because the world
cannot be reduced — it exists and is a necessary condition for knowing and
having a world. Merleau-Ponty rejects the Husserlian idea of a total
reduction because ‘we are in the world’ where all reflections are carried
out within its ‘temporal flux’ (1945/2004, p. xv). Consciousness is
impossible without reference to a world of which it can be conscious
(Priest, 1998). Husserl’s transcendental reduction even requires the
suspension of the belief we are human because it is one of the beliefs of
the natural attitude. The untenable nature of the reduction is supported by
Finlay (2009, p. 11) who believed researcher subjectivity was unavoidable
and ‘the intersubjective interconnectedness between researcher and
researched … characterizes phenomenology.’ Halling (2007, p. 143) also
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recognised every person has pre-existing prejudices and assumptions, in
other words, a history.
The Merleau-Ponty scholar, Hass (2008, p. 71) described a MerleauPontian approach, when he indicated people can deepen and transform
their perception by being attentive to the ‘complex symbiotic’ nature of
living experience by resolving to patiently and caringly listen and learn
from experiences and be awake to the senses and the perceptual
landscape. The real experienced world will tell its truth, not the suspended
reduced world. As a midwifery researcher, I can know and understand
participants’ experience only by listening and attending closely to their
embodied contextualised lives as perceived by that particular person. This
may be surprising and paradoxical and could result in the rejection of preexisting ideas, but truth will come from the real experienced world. A
phenomenological attitude has the ability to augment science in important
ways.

The primacy of science
The scientific enlightenment took an objective view of knowledge from the
stance of an impartial observer and in many contexts it is the appropriate
and most valuable method of enquiry. However, in other contexts it can be
misleading. Empiricist positivist science does not provide a complete
picture because it is not the best instrument for studying concepts that are
hard to quantify and measure such as emotions and feelings. Science is
‘indifferent to whose body’ is being studied (Matthews, 2006, p. 59).
Science neglects the embodied awareness of those who undergoes trauma,
for the trauma is their trauma, the pain is their pain, and they cannot be
indifferent to it. Science cannot explain embodied human behaviour
adequately, nor can it account for individual motivation and action.
Phenomenology provides a way to fill this gap by examining the world from
the experience of a person who is actively involved in the world and
responding to what happens from their particular place and time.
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Phenomenology as a methodology can yield a rich level of meaningful
insight into human experience and provide useful information for
improving practice. Science gives the means to make a diagnosis but
personal perspectival experience is necessary to describe what it is like to
be given the diagnosis.

The primacy of lived experience
I could not possibly apprehend anything as existing unless I first
of all experienced myself as existing in the act of apprehending
it.
(Merleau-Ponty, 1945/2004, p. x)
Phenomenology recognises experience is primary — it comes before
science because science can only be based on the primary experience that
informs it. An individual’s experience emanates from a first person
perspective that occurs before any theorising or conceptualising. The world
as experienced by them as they live their lives is the premiere and absolute
source of information about the world (Merleau-Ponty, 1945/2004).
Merleau-Ponty considered the entire edifice of science as arising from ‘the
world as directly perceived’ which results in science always being the
‘second-order’ (Moran, 2000, p. 13).
Phenomenology is concerned with identifying, examining and describing
perception and the lived meaning of life as experienced by the perceiver.
van Manen (1990, p. 3) reminded us that science explains, but human life
must be understood. Phenomenology and empirical science are
complementary. The study of medical science, biology and perinatology are
vital

to

explaining

physical

conditions

and

causation

whereas

phenomenology does not depend on empirical data but studies experience
from a holistic paradigm.
At the core of all human experience and reflection is a Being ‘which knows
its own existence, not by observation and as a given fact, not by inference
from any idea of itself, but through direct contact with that existence’
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(Merleau-Ponty, 1945/2004, p. 432). The world ‘exists for the subject’ and
is defined in relation to the subject (Madison, 1981, p. 27). Descartes
suspended the surrounding world, mentally putting it out of the picture. He
left the body as an object to study, disembodied and detached from the
world as a mind uninvolved with the world and its meaning. In contrast,
Merleau-Ponty focuses on the body which is me, it is the place where I see,
experience and engage with the world. It is this phenomenological world
that is the focus of this study; the methodology does not focus on the
ultrasound data, the size of the fetus, the femur lengths or aspects that
contributed to the diagnosis. The focus is on the parents’ direct experience,
it is an act of bringing their ‘truth into being’ (Merleau-Ponty, 1945/2004,
p. xxiii).

Intentionality: All thought is thought of something
In philosophy, intentionality refers to the interconnectedness between
humans and their lifeworld where attention and thought (consciousness) is
always directed towards something (Matthews, 2006; Priest, 1998; Thomas
& Polio, 2002). Consciousness does not require empirical data, it requires
reflecting on lived experience. It is not concerned with how the world is
objectively but how the world is experienced and what that experience
means. Bretano and Husserl associated intentionality with consciousness
whereas Heidegger and Merleau-Ponty associated it with the body.
The phenomenological examination of consciousness considers shared
human experience and how that experience is conceived. Parents’
experiences are influenced by their own physical properties and events are
viewed from their own situated perspective through active engagement
with the world. Subjectivity cannot avoid being embodied and ‘moved by
meanings in the world’ (Maclaren, 2011, p. 46). Humans are ‘selfinterpreting beings’ and undertaking true phenomenological description
has the ability to touch and transform both the story teller and the listener
(Levin, 1998, p. 389). The lived body is projected out towards others in the
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world and they respond; people are bound up with and communicate with
others (Hass, 2008). The body’s consciousness is ‘not a matter of ‘I think’
but of ‘I can’ (Merleau-Ponty, 1945/2004, p. 159). When the body moves it
does so with a purpose and the movement has intention and meaning. It is
the body which ‘comprehends movement’ (Merleau-Ponty, 1945/2004, p.
165). When the circumstances of the body change the body must adapt
because the body is in the world. If there was no meaning in circumstances
then there would be no need to change. Life is dynamic and has a flow that
naturally develops from the body’s immersion in the world. Lived
experience has intentional qualities where the body moves through the
world, seeing, hearing and learning (Hass, 2008). As a person moves
through their world they necessarily encounter other individuals with
whom they interact. This intersubjective relationship is an important
philosophical concept in phenomenology.

Intersubjectivity
To be born is both to be born of the world and to be born into
the world.
(Merleau-Ponty, 1945/2004, p. 527)
Intersubjectivity refers to the lived world relationships between the self
and others (Hass, 2008). Methodologically this study is intersubjective as it
acknowledges the ties that bind humanity and intertwine it with the world
in which people live. Experience and reflection are in direct contact with
existence and one can only know one’s self and other things through this
direct contact (Merleau-Ponty, 1945/2004).
The self and the other interact and overlap; humans are born and have
parents. Their behaviour and experience may be their own but it can be
observed by and affect others. The human world is inescapably social,
relationships involve being bound to others, feeling care and responsibility
through embodied life with its joy, suffering and ‘shared mortality’ (Hass,
2008, p. 120). Through the ‘flesh’ each person is ‘vulnerable to others’
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vulnerability, both ‘traumatized’ and susceptible to others (p. 120). Flesh is
used by Merleau-Ponty to represent ‘the totality of being as disclosed’, it is
‘everything that is surface’ and includes the intermeshing of ‘the visible
and invisible’ as opposite sides (Priest, 1998, p. 10). Flesh as espoused by
Merleau-Ponty (1964/1968) does not relate to the tissue of a human body
but rather is a philosophical term denoting the ability to perceive and be
perceived.

Intersubjectivity is part of embodiment because the body as our opening
onto the world is always situated in a contextual world with bodily
possibilities for action, thought and interaction. There is one world and
each individual sees it subjectively from their own bodily perspective, and
without their body they could not go out into the world. It is in the real,
experienced world where the paths of parents and health professionals
necessarily intersect and establish a connection that is important.

Embodiment: The lived body
I have no means of knowing the human body other than that of
living it.
(Merleau-Ponty, 1945/2004, p. 231)
‘I am my body’ and it is my body that anchors me to the world (MerleauPonty, 1945/2004, pp. 167, 231). By locating humanities’ openness and
being ‘in the body, nature, flesh’, Merleau-Ponty placed it at the heart of
existence and truly became a philosopher of the body (Morris, 2008, p.
119). If we conceive the body as merely an object in the world we fail to
account for the essential role our body contributes to how we experience
our world. The body is a necessity for human existence, it is ‘our general
medium for having a world’ (Merleau-Ponty, 1945/2004, p. 169). It is the
point of view from which perception occurs; it is as embodied beings that
people are in contact with their own body directly by being the person who
is that body.
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Our own body is in the world as the heart is in the organism: it
keeps the visible spectacle constantly alive, it breathes life into
it and sustains it inwardly, and with it forms a system.
(Merleau-Ponty, 1945/2004, p. 235)
The body expresses meaning through gestures, it speaks and moves
through, and uses things in the world. It is through the body that sense
experience occurs within a spatial world inhabited by others. One’s own
body is always perceptually present and it is impossible to stand apart from
one’s own body and look at the world from somewhere else. MerleauPonty said ‘we are in the world through our body … we perceive the world
with our body’ (1945/2004, p. 239). The world does not consist of
representative abstractions derived from experience, the world is known
through lived bodily experience in contact with the world (Marshall, 2008,
p. 127). Sensation is lived meaning that reveals experience and originates
from the body’s way of being-in-the-world from a particular point in space
(Marshall, 2008, p. 131). ‘My body is the fabric into which all objects are
woven’ and ‘in relation to the perceived world’ is my instrument of
‘comprehension’ (Merleau-Ponty, 1945/2004 p. 273). Merleau-Ponty
understood existentially that behaviour is a result of a bodily subject
interacting with and coming to grips with its world. People are embodied
and their behaviour is best understood with a phenomenological account
of reality. Experience has ‘an immediate presence to the past, to the world,
to the body and to others’ (p. 111).
Emotions such as grief and sorrow are not detached from the body but are
an embodied part of it. Phenomenologically grief and sorrow are
experienced in the actions of the body as it mourns the loss of previous
dreams and expectations. As Cataldi (1997, p. 113) indicates it is ‘through
the openings of emotional percipience, evocative significances “in” the
perceptible’ where experiences are grasped’.

It is by entering into

‘serenity’ that one grasps ‘the significance of peace and tranquillity’ just as
it is by being immersed in grief one perceives ‘emotionally, the significance
of loss’ (Cataldi, 1997, p 113). Emotion is not separate from the body but is
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inextricably bound up with the body (Merleau-Ponty, 1948/2004). The
dynamic relationship between embodied being and the personal layered
meaning of life allows emotional states to rise up from the corporeal body
(Hass, 2008). It is as if the body intermingles in a kind of dialogue where
world and body ‘articulate themselves, express and define themselves’
(Madison, 1981, p. 47). As humans ‘we cannot conceive anything which is
not perceived or perceptible (Merleau-Ponty, 1945/2004, p. 373). ‘Beingin-the-world results in a dialogue with others and this can only occur
because others are present. Bodies are both ‘inscribed’ by and inscribe
others through dialogue and active engagements as life ‘is made into a
story’ (Utley, 2010, pp. 129, 131). Methodologically this study includes
dialogue with others and recognises the importance of human emotions in
these interactive exchanges.
Emotion is enveloped within the body and although the self is separate
from the world, it also shares the surfaces and contours of the world in a
‘reciprocal relationship’ (Hass, 2008, p. 78). Parents feel love for their child
and their emotions presuppose being-in-the-world as an experiencing
subject. Love is not purely intellectual. In Merleau-Ponty’s words, ‘true love
summons all the subject’s resources and concerns him in his entire being’
(1945/2004, p. 441). The body’s sadness can radiate through the body,
perhaps even rendering it speechless. Concepts such as ‘love’ are
‘incomprehensible if man is treated as a machine governed by natural laws’
(p. 193). The function of the living body is only understood through
enacting life through ‘a body which rises towards the world’ (p. 87).
Merleau-Ponty recognised time is lived through one’s body as ‘a dimension
of our being’ and time exists ‘because I am situated in it’ (1945/2004, pp.
483, 493). Experience has ‘an immediate presence to the past, to the
world, to the body and to others’ (p. 111). Any change that occurs
necessarily takes place from a time where events are seen in procession
from a person who has a finite perspective. The effects of time are
inescapable. The body ages, pregnancy is a certain length of time and must
Chapter 3: The philosophy and methodology informing the study

69

ultimately end in birth. There is a temporal flow a ‘weaving’ back and forth
through the biological bodily demands of life and the cultural and social
horizons of intentional life (Hass, 2008). The body also exists in space. The
body puts us ‘face to face with the world’ and we orient things in the world
in relation to ourselves; they are above, below, beside (Merleau-Ponty,
1945/2004, p. 116). Spatiality is known through bodily co-existence with
space and without a body ‘there would be no space at all for me’ (p. 117).
A mother’s body is physically inscribed with the history of her pregnancy,
her swelling breasts and abdomen. When the baby kicks, the mother’s
phenomenal hand reaches to touch the place on her phenomenal body
where the kick occurred.
[This] whole operation takes place in the domain of the
phenomenal: it does not run through the objective world … It is
never our objective body that we move, but our phenomenal
body, and there is no mystery in that, since our body, as the
potentiality of this or that part of the world, surges towards
objects to be grasped and perceives them.
(Merleau-Ponty, 1945/2004, p. 121)
An experiencing person is her body and her body is shaped by biological
contingency. The ‘body is the potentiality of a certain world’ (MerleauPonty, 1945/2004, p. 122). It is through the body that meaning occurs and
opens humanity to ‘meaningful being’ (Morris, 2008, p. 114).
Phenomenology is sometimes thought to lack interpretation but as Finlay
(2009, p. 11) noted, ‘interpretation’ is not an extra, it is grounded in
description because through being-in-the-world experience arises with
meaning, ‘as something that has already been interpreted.’ This results in a
methodology which arises from the premise that human life is inherently
interpretive and meaningful.
The perceptual world revealed by the senses and the activities of everyday
life would seem to be the best known world. Yet in this ‘practical or
utilitarian attitude’ much remains unnoticed (Merleau-Ponty, 1948/2004,
p. 39). However, when people are confronted with traumatic news this
comfortable, taken-for-granted world is laid bare and shaken to its
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foundations. A crisis is created where bare emotions are experienced and
life is no longer routine or ordinary and the normal comforting world is
missed. Within the body there exists ‘the life of thought, the life of the
heart, the life of dream and memory’ which necessarily encounters the
weight of the exterior world of desire, silence, solitude, suffering and death
(Johnson, 1999, p. 25). As Merleau-Ponty wrote,
I am the absolute source, my existence does not stem from my
antecedents, from my physical and social environment: instead
it moves out towards them and sustains them.
Merleau-Ponty (1945/2004, p. xxi)
Existence is personally experienced and as Morris (2008, p. 113) argued,
‘One’s bodily experience and one’s meaningful existential projects change
in intertwining ways.’ Unsettling information creates disequilibrium and
chaos and can disrupt the sense of self (Maclaren, 2011, p. 59). In this
situation emotions preoccupy, embroil and burden people as the habitual
world suddenly disintegrates and they must find their bearings and place in
the world anew and this may result in transformation. When a person is
traumatised their world is transformed and in response their thoughts and
behaviours may also alter (Maclaren, 2011, p. 60). At times people keep
the world at a distance to avoid it intruding and creating disruption
(Bredlau, 2010, p. 419). The experience of living through the body and the
existential meaning of life are closely intertwined. Being-in-the-world
influences a person’s experience of the world.
When people talk of their experiences they are not discussing parts of a
biochemical process but what they felt, their subjective experience, their
emotions, needs and desires. Humans perceive with the past, present and
future hovering as the temporal dimension in which perception occurs.
Human experience is marked by perceptual complexity and ambiguity, by
complex feelings and emotions. Humans know the loving gaze, the cry of
pain, the silence of despair. Descriptions of experience in the world are not
made through dissection but by exploring the embodied nature of life. A
pregnant woman is herself not merely a womb to incubate a fetus.
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Embodiment also has the ability to reveal the experience of gendered
bodies.

Gendered embodiment
How can I say it? That we are women from the start.
(Irigaray, 1985, p. 212)
Merleau-Ponty spoke from the position of the universal male; however, I
believe his existential phenomenology allows an ontology which can
address gendered experience because it is descriptive rather than analytic
and objective. It allows for an experiencing body that is inclusive of
personal, social, cultural and historical context as well as embodied
givenness (Bigwood, 1993). Both men and women can be victims of a
cultural milieu which defines and prescribes their role and objectifies them
as objects who are to be studied and subjected to scientific interventions.
Everyone is influenced by ‘normative gendered’ and ‘bodily narratives’
(Utley, 2010, p. 141).
Merleau-Ponty does not see the body as an empty passive vessel. He
recognises the body’s biological structure enables particular actions and
makes others impossible. This does not mean he subscribes to biological or
gender essentialism. Biological essentialism reduces the body to physical
gender; social constructivism reduces the body to socio-cultural influences.
Both views have inadequacies, social constructivism does not account for
how the body lives and experiences gender because it fails to recognise
that embodiment is an intrinsic part of a person’s development and is
woven into their existence (Van den Berg 2011, p. 386). Biological
essentialism fails to account for the influence of social structures and
environment. Social constructivism and biological essentialism are dualistic
constructs which see the world of lived gendered subjective experience as
divorced from socio-cultural influences (Van den Berg 2011).
Existential phenomenology does not conceive gender from either end of an
extreme spectrum with culture on one side and biology on the other side.
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Gender is not purely constituted through social construction or biological
essentialism;

both

are

simplistic

examinations

that

ignore

the

indeterminacy and ambiguity of human existence and its chiasmic
intertwining with the world. An individual person cannot be cleaved into a
separate mind or body any more than they can be dualistically cleaved into
the camp of biology or social process. Gender is embodied and lived
through life experiences, environment, socio-cultural and institutional
factors. Phenomenologically the body is both embodied and open to the
world and it is through the chiasm of factors that meaning is made and
gender is lived. Young (2002, p. 415) defines the lived body as follows:
The lived body is a unified idea of a physical body acting and experiencing in a
specific socio-cultural context; it is body-in-situation ... The person always faces
the material facts of her body and its relation to a given environment. Her bodily
organs have certain feeling capacities and function in determinate ways.

Young (2002, p. 418) indicates the lived body acknowledges subjectivity
which ‘is conditioned by socio-cultural facts and the behaviour and
expectations of others in ways’ a person might not have ‘chosen’ and that
each individual reacts to in their own unique fashion. Young (2002) directs
us to consider the theoretical value of the concept of gender because it
facilitates an understanding of what it is like to be a particular gender in a
certain time and situation. Without the concept of gender the implications
of being situated in and interacting with a society’s institutions, social
structures and relationships could not be analysed or explored.
Phenomenologically body and mind are intertwined just as environment,
culture and history intertwine with and inscribe lived embodied
experience. The world is intersubjective, not dualistically cleaved asunder;
therefore the embodied corporeal experience of gender cannot be
separated from either the experiencing body or social and cultural
constructs. Merleau-Ponty and the feminist writer Judith Butler reject
essentialism, both believe that gender comes into existence through
expression (Stoller, 2010).
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Merleau-Ponty acknowledged that subjectivity, gender and race must be
studied in living bodies but he did not perform this study, only offering
‘fragments’ related to these factors (Hass, 2008, p. 93). The complex
relationship between the body and cultural forces could have been
explored more by Merleau-Ponty and his work fails to consider ‘sexual
difference’ (Hass, 2008, p. 95).
Despite the failure to explore gendered experience, I believe MerleauPonty’s work on embodiment allows this study’s methodology to start
from a place which allows the experience of everyone to be respected
regardless of gender (or class, creed, culture or any other human context).
This is because embodiment allows experience to begin from the lived
body, the body in-situ where interplay occurs between the already
gendered body and the social environment and history (Friedman 2006;
Madison, 1981).
One is inescapably born into a gendered body, and this embodied gender is
central to experience. The physical manifestations of gender mean it is
women who bear children. Corporeal feminists such as Luce Irigaray and
Hélène Cixous acknowledged the need to consider the gendered body as it
is lived, experienced and created through social systems (Mahjouri, 2004).
Methodologically, this study will recognise male and female experiences as
they emerge from gendered bodies within a cultural world and all its
gender assumptions. The masculine is not considered as the desired and
dominant universal experience, instead male and female experiences are
both given significance and value.

Relevance to this study
This study embraces the phenomenological concept of embodiment and
the complex intersubjective nature of human life intertwined with its
world. The parents’ experiences and perceptions have context and
meaning for them. Their situation occurs in a world open to others as well
as to them. The fetus and the parents are open and exposed to interactions
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with others. Humans are relational beings and caring for women and their
partners during pregnancy is unavoidably relational. The parents who share
their experience will not be treated as objects, nor broken into the sum of
their parts, but as humans immersed in and influenced by their world.
During pregnancy a woman should not be made into a scientific object but
rather remain a mysterious, wonderful whole, a life-creating living,
experiencing body. There is a difference between the scientific
measurements of the fetus through ultrasound imaging as the solid opaque
maternal body becomes transparent and disappears as the fetus is
displayed. When the fetus becomes the focus of examination and diagnosis
the mother is disembodied and her experience de-centred as if it is only
her uterus that is pregnant.
The insights of embodied existence assist in overcoming objectification by
bringing attention and sensitivity back to awareness of the intertwined
chiasmic relationship and mutual bodily reciprocity of pregnancy.
Embodiment shows the rich, intercorporeal, carnal, visceral, kinaesthetic
and tactile phenomenological experience of pregnancy.

Final thoughts
Midwives work at the intersection of humanity and science. Childbearing
cannot be considered from a purely technical, objective orientation
because from a human and phenomenological perspective it is much more.
It is through embodied contact with the world that pregnancy, birth and
parenting are imbued with and experienced as having meaning. The
experience of living through the body and the existential meaning of life
are closely intertwined. As Merleau-Ponty said, ‘Because we are in the
world, we are condemned to meaning’ (1945/2004, p. xxii). The world is
not a possessed object, it is the setting and framework for all thought and
perception. No inner homunculus inhabits and controls the body from
within.
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Existential philosophy is a philosophy of existence. It considers the
meaning of human existence in a fractured, confusing world where living
includes the inevitability of death. The existential attitude becomes
uppermost when difficulties lead people to ponder questions on how life is
best lived, what has been achieved and what is its significance.
Phenomenology studies perceptual experience from a place of openness in
order to reveal the lived reality of human life with all its depth, complexity
and ambiguity. Phenomenology has an ‘unfinished nature’ which is
‘inevitable’ because its ‘task was to reveal the mystery of the world and of
reason’ and this task can never be completed (Merleau-Ponty, 1945/2004,
p. xxiii). Each perceived experience is accepted as it is given and the
experiences are layered and woven into a whole rich and nuanced picture
of human life. Personal experience and its meaning are not subtracted in a
search for objective truth, instead embodied experiences are embraced as
the primary source of meaning. Existential phenomenology provides a
basis for truly listening to the stories emerging from men and women’s
first-hand experiences of pregnancy and birth following diagnosis of a
serious or lethal fetal anomaly. The following chapter illustrates how the
philosophy of Merleau-Ponty grounds this study and flows into the
methods used to carry out this research.
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Chapter 4: Method
Introduction
The previous chapter provided an overview of Merleau-Ponty’s existential
phenomenology as the philosophical and methodological approach
informing this study and the theoretical framework underlying the method.
This chapter outlines the methods used to reveal the meaning inherent in
the lived experience of participants. Lived experience refers to the
experience of an individual as perceived by them. Merleau-Ponty describes
it more poetically, ‘My perception is the impact of the world upon me’
(1969/1973, p. 137). Phenomenology has a caring orientation (van Manen,
1990) and was considered a suitable framework for examining the sensitive
and distressing nature of the participants’ stories.
Phenomenological research can only be considered ‘sound’ if the method
of research remains congruent with the underlying philosophy (Finlay,
2009, p. 8). The recruitment of participants, ethical considerations and
interview procedures will be described. The processes used to transcribe,
analyse and write up the findings will be made explicit, with reference to
lived experience, intersubjectivity and reflexivity. The subsequent sections
describe how the method was embedded in the philosophical framework.
The chapter commences with a description of participant recruitment.

Recruitment of participants
Criterion sampling, a type of purposive sampling, was used for this study as
it was considered the most fitting for a phenomenological study. In
criterion sampling, participants are selected because they are undergoing
the phenomenon being investigated (Polit & Beck, 2012). All participants
were recruited from the North American maternal fetal medicine clinic
where I worked. Data collection took place between 2006 and 2009.
Inclusion criteria were: receiving the diagnosis of a serious or lethal fetal
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anomaly during pregnancy, making the decision to continue the pregnancy,
being over 18 years of age and being comfortable communicating in
English, even if it was a second language.
The maternal fetal medicine clinic had seven ultrasound rooms, a diabetes
clinic, consultation rooms, clinical rooms and a fetal assessment room. The
clinical staff included six perinatologists, sonographers, genetic counsellors,
a nurse practitioner, a dietician, and labour and delivery nurses (in the
United States labour and delivery nurses care for women during labour and
the postpartum period; in most other countries this role would be
performed by a midwife). I was employed full time as a clinical nurse
consultant. The maternal fetal medicine clinic functioned as a referral
centre for women experiencing a complicated pregnancy. The clinicians
performed first trimester ultrasound screening, fetal anomaly scans and
fetal echocardiograms. Women were referred to the clinic by obstetricians
and midwives for investigation and confirmation of suspected fetal
anomalies. Clinicians also performed maternal serum screening, chorionic
villus sampling and amniocentesis.
The perinatologists, sonographers and genetic counsellors were informed
of the study and invited to assist with recruitment of potential participants.
When a woman attending the clinic received the diagnosis of a fetal
anomaly, the staff would inform me. At a later stage, the staff asked the
parents if I could speak to them about the study. Potential participants
were not approached immediately after diagnosis when they were coping
with the initial shock. It was difficult to determine the optimum length of
time to wait to avoid exacerbating their distress. Initially potential
participants were not approached until at least two weeks after diagnosis.
However this requirement was amended during the data collection phase
as it was learnt that Hedrick (2005) interviewed women whose fetus was
diagnosed with a non-lethal fetal anomaly and had recruited participants
one week after diagnosis with no reported adverse effects. Therefore,
permission was sought from the Institutional Ethics Committees approving
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the study to alter the time interval before approaching participants from
two weeks to one week after diagnosis. Interviews with parents after their
baby’s birth allowed at least one week for postpartum recovery prior to the
interview. Some parents were still coping with the aftermath of a stillbirth,
neonatal death, neonatal surgery, a hospitalised baby, or a baby home on
hospice care. Ethical considerations are discussed in-depth later in this
chapter.
Recruitment of participants and data collection took place between early
2006 and April 2009. This time was required to collect sufficient data to
enable exploration and documentation of a variety of themes. Most
participants seemed pleased to have someone listen to their story and
wanted to help other parents in similar circumstances. The main difficulty
involved parents fitting interviews into their busy lives which was especially
true for men. Some male partners had difficulty getting time off work or
travelled away from home frequently. They had difficulty attending
important appointments with their partner and could not find extra time
for interviews.

Description of participants
Thirty-one participants were recruited and interviewed, 20 women and 11
men. The majority of the participants were Caucasian, two were of Asian
descent, one from Japan and one from China. Six participants specifically
mentioned the importance of their religious affiliations.

As a

phenomenological study, religiosity was not specifically investigated and
only explored if a participant raised it as an important consideration for
them. One participant was from South Africa and one participant was of
Latino descent. All parents were in a relationship. Twenty-three
participants were interviewed during their pregnancy as well as after their
baby’s birth. Four participants were interviewed only once during their
pregnancy. Four participants were interviewed only after the birth of their
baby. Parents consented to two interviews. However this was not always
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possible due to factors such as the birth occurring earlier than expected or
participants being inaccessible due to moving or being occupied with
intensive care of the baby. Three-quarters of the women had caesarean
sections when their affected babies were born. Many of the women had
suffered previous miscarriages or infertility and only six had children at
home. Female participants were aged between 18 – 45 years with an
average age of 34 years. The age of male participants was not collected,
however they did appear to be of similar age to their partners. Women
were between 25 and 38 weeks gestation at the time of the first interview.
The interviews occurred later in pregnancy because in a substantial
number of pregnancies the anomaly was not detected until the 20 week
ultrasound. Four of the 20 women who participated had twin pregnancies
and for each of these women, one fetus did not have a serious anomaly.
One twin did have a common, minor and easily correctible condition. Only
one of the women with twins had both twins survive, and the surviving
baby required a series of major surgeries including a colostomy. The three
remaining couples with twins had only one twin survive. The fetal
anomalies diagnosed are listed in Table 2.
Table 2: Fetal anomaly diagnoses, prognoses and outcomes
Anomaly

Number of
fetal
anomalies
diagnosed

Antenatal
prediction

Outcomes

Ebstein’s anomaly

2

Non-lethal

Surgery

Gastroschisis

2

Non-lethal

Surgery

Cloacal exstrophy;
scoliosis, kyphosis

1

Non-lethal

Surgery
(Twin pregnancy)

Severe skeletal dysplasia probably
achondrogenesis; Ascites, hydrops

1

Lethal

Neonatal death at
45 minutes of age

Oral-facial-digital syndrome (OFD )
1 or 11.

1

Non-lethal

Oral-facial-digital
syndrome probably
type 11. Much
milder than
predicted.

1

Lethal
without
surgery

Surgery

Shortened long bones

Hypoplastic left heart
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Dandy Walker Variant

1

Lethal

Hospice care

Lumbar hemivertebrae
Cardiac defects
Possible VACTERL association.
(Two or more of the following
present: Vertebral anomalies, anal
atresia, congenital heart disease,
tracheoesophageal fistula, renourinary anomalies, radial limb
defect.
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Table 2: Fetal anomaly diagnoses, prognoses and outcomes (cont.)
Anomaly

Number of
fetal
anomalies
diagnosed

Antenatal
prediction

Outcomes

Bilateral cleft lip and palate

1

Non-lethal

Surgery
Prolonged
respiratory distress
on oxygen after
discharge.

Congenital cystic adenomatoid
Malformation (CCAM)

2

Non-lethal

Surveillance

Massive ventriculomegaly with
aqueductal stenosis; Severe
hydrocephalus; Transposition of
the great vessels

1

Lethal

Surgery

Thickened dilated bladder possible
Bladder exstrophy

1

No transposition of
the great vessels
Meeting Milestones
at 6 months.
Non-lethal

Neonatal death on
day of birth.
Possible
Cloacal exstrophy,
Renal issues.
(Twin pregnancy)

Omphalocele & cardiac defect

1

Lethal

Fetal demise
(twin pregnancy)

Hydrocephalus;
Meningomyelocele

1

Non-lethal

Surgery

Sacral myelomeningocele

1

Non-lethal

Surgery

Posterior encephalocele;
Cleft palate

1

Lethal

Hospice care

Non-Immune Hydrops;

1

Lethal

Fetal demise

Endocardial cushion defect
Massive multicystic dysplastic
kidney;
Hydronephrosis
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1

Non-lethal

Surveillance

Fetal renal
Cysts
aspirated
prior to birth

Bilateral hydroceles
Hypospadias
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Ethical considerations
Ethical considerations include minimising risk, balancing the risks and
benefits of the study, informed consent, ensuring confidentiality and
gaining institutional ethics committee approval.
Minimisation of risk
Pregnant women and individuals facing emotional trauma are considered
vulnerable populations (Polit & Beck, 2012; Streubert Speziale & Carpenter,
2007). Therefore, all participants in this study were considered part of a
vulnerable population. The research involved no physical risk for
participants or the fetus; however, the participants were considered
emotionally and psychologically at risk. Unstructured interview questions
are considered to entail less risk of harm than structured questions
because the interviewee is in control of telling the story and can avoid
issues they prefer not to discuss. In this study, the experience being
explored was of such a sensitive nature that all issues related to their
experience could be considered emotionally painful. Therefore the need
for vigilance was essential because it was unknown what would be
revealed in the interviews and how intrusive it would feel to participants.
Risks to participants are mitigated by respectful, ‘gracious’, tactful and
sensitive behaviour by the researcher (Polit & Beck, 2012, p. 163).
The study abided by the moral and ethical principles outlined in the
Declaration of Helsinki (World Medical Association, 1964), the Nuremberg
Code (1947/1949), the National Statement on Ethical Conduct in Research
Involving Humans (National Health and Medical Research Council [NHMRC]
1999) and the Belmont report (The National Commission for the Protection
of Human Subjects of Biomedical and Behavioral Research, 1979) which
endorse respect, beneficence and justice. These principles were adhered to
at every phase of the study. At all times the wellbeing of the participants
was considered primary and proactive precautions were taken to minimise
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potential distress. Prior to submitting the research proposal an expert in
grief counselling related to neonatal loss was consulted to consider
possible problems that could be ameliorated by careful planning. The
counsellor indicated parents often find telling their stories therapeutic
because they have a listener who is focused on them in a nonjudgmental
fashion (personal communication, Mary Hejnel, July, 2005). The
opportunity to tell an attentive researcher the story of a difficult
experience is often therapeutic for participants (Liamputtong & Ezzy, 2005;
Nordentoft & Kappel, 2011).
If the interview caused participant distress, counselling was available
through the Social Work Department associated with the clinic. Counselling
was also available from experts in grief, loss and perinatal issues and the
counsellors were listed in the study protocol. These counsellors were
chosen because they had experience in the areas of perinatal loss,
bereavement and postpartum depression. An arrangement was made with
an experienced bereavement counsellor to provide counselling for
participants if their health fund did not cover counselling or they could not
afford counselling. A discounted rate was negotiated for participants and
the researcher agreed to cover the cost of counselling required due to
participation in the study. All the other counsellors listed were available to
the participants and the researcher if necessary.
The participants were given my work phone number and a pager number
where I could be contacted 24 hours a day for support or to answer any
questions. No participants availed themselves of this service or asked for
counselling to be arranged. Some participants did have counselling during
the study period but this was unrelated to participation in the study.
When attending the second interviews I was aware of the outcome in
advance as I had spoken to parents on the phone or in the clinic to
organise the second interview which occurred after birth.
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Risk versus benefit
Researching vulnerable groups of people involves risks but also potential
benefits. Participants in this study found talking about their experiences
and concerns and having someone to listen to them was helpful.
Nordentoft and Kappel (2011) found participants in their research on
sensitive issues ‘appreciated that someone took the time to listen to their
story’ and ‘gave them a voice’ (p. 367). Merleau-Ponty (1960/1964, p. 17)
recognised humans ‘have a need, a passion for speaking’. The opportunity
to tell their story may benefit participants by meeting the need to speak. It
is tempting to avoid research relating to sensitive issues because of the
challenges involved and the fear of potential harm to participants. The
counter argument is that ‘vulnerable groups’ are more in need of attention
and ignoring them in research may further silence and marginalise them
through exclusion (Nordentoft & Kappel, 2011, p. 368). Creating awareness
of the difficult experiences they encountered may help study participants
feel they are helping others through their actions.
Informed consent
Participants were informed about the study and asked if they had any
questions prior to signing a written consent. Throughout the study
participants were engaged in a process of ongoing consent. At the
interviews participants were reminded they could stop the interview at any
time and end their participation whenever they chose. No participant
chose to withdraw from the study but on occasion situational factors such
as premature birth or moving to another city meant not every participant
had two interviews.
Confidentiality
Confidentiality was maintained during the study and continues to be
maintained. All personal information remains protected with files, tapes
and transcripts kept in a locked filing cabinet in a locked office. When
transcripts were transported, they were carried in a locked code-protected
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briefcase. No identifying information was used in the transcripts; family
name and identifying information were not recorded on the tapes.
Participants were notified that if they withdrew from the study all
materials related to them would be destroyed but as all participants
continued in the study no data was deleted. Pseudonyms were used in the
transcripts and are used throughout the thesis, so that no participant or
any person / place they speak of can be identified.
Study records will be kept for five years after study completion. At this
time all tapes and transcripts will be destroyed by shredding. A transcriber
was not employed and this limited access to the interview data.
Ethics approval
Institutional ethics approval was obtained from Charles Sturt University
(Australia), approval no. 2005/150 and the Maternal Fetal Medicine Clinic’s
Institutional Review Board (Washington State), approval no. 1080340. The
approval letters are included in the appendices. The research conformed to
Australia’s National Health and Medical Research Council guidelines and
the USA guidelines for research on vulnerable populations.

Data collection
Interview questions
All participants were asked: ‘Could you tell me about yourself so I can get
to know you a little.’ This was considered a conversational and nonthreatening way to begin the interview. Participants were then asked;
‘Could you please tell me about your experience during the pregnancy (or
after the birth)?’
Nonstructured, in-depth interviews are congruent with phenomenological
research as they give participants freedom to talk about what is most
pertinent to them and to fully describe their lived experience. It may be
more difficult to obtain ‘expansive, honest and reflexive’ interviews with
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rigid questions (Pringle, Drummond, McLafferty, & Hendry, 2011, p. 23).
The open-ended research question sought to avoid the participant being
influenced during the interview; instead the narrative was led by the
participant. Framing the interviews around multiple questions would have
risked leading participants away from what was important to them.
Because participants were able to tell their story, they could reveal the
truth from their perspective.
The formulation of the question is important as it determines the broad
focus of the response. The research question needed to be grounded in the
participants’ personal experience of the phenomenon under examination.
Participants were not objectified and labelled in a reductionist way by the
research question. Instead the question functioned as an invitation for
participants to explore their experience on their terms. For the first
interview I was aware of the diagnosis and its implications which meant the
interview began with shared knowledge about the fetal condition. At the
second interview I knew the outcome in terms of survival but was not
aware of the outcome in any detail.
Interviews as lived experience
[w]hat is lived is lived-spoken … language is not a mask over
Being, but a way to grasp life.
(Merleau-Ponty, 1964/1968, VI, p. 126)
Stories are a fundamental part of human life and they provide a natural
way to make sense out of lived experience and phenomenological research
understands this. As narratives unfold they reveal the meaning of the
experience contained within (Cohen, Kahn, & Steves, 2000, p. 59). People
understand the world and themselves through stories (Murray, 2003).
Stories are a way of knowing, of making sense of life. Stories are a dynamic
‘developmental discourse’ where meaning and interpretation occur during
the telling and become much more than ‘mere reporting’ (Daiute & Fine,
2002, p. 63). During the interviews some participants noticed it was the
first time they had really reflected on their situation and tried to make
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sense of it. In a traumatic situation people can feel lost; telling the story
can help them gain some perspective and insight. To echo Kierkegaard
(1841/1977), ‘[l]ife must be understood backwards. But … it must be lived
forwards.’
In accordance with the tenets of phenomenology, the connectedness
between participant and researcher was recognised. The participants’
stories were recognised as their truth in a world where multiple
perspectives of reality exist. During the interviews moments occurred of
both transparency and opaqueness, clarity and ambiguity, understanding
and misunderstanding. At times a bridge between researcher and
researched appeared where both met in a chiasm of connectivity – two
individuals both separate, yet intertwined. Clinchy (2002, p. 44) wrote how
‘the self, its feelings and intuitions’ are ‘an instrument of understanding’
between people and describes how at times the information ‘clicks’ and
people intuitively feel they have received the intended message because it
feels ‘right’. There is a grasp of lived experience that is more personal than
a simple description.
Interview preparation
Prior to each interview I prepared by trying to be relaxed and thinking of
the vulnerability of the participants and the need to actively listen and
observe for indications of distress. I felt concerned about the possibility of
upsetting the participants and reviewed possible prompts and strategies,
such as immediately stopping the interview if the participant was upset,
which helped reduce my nervousness. Prompts such as ‘how did that make
you feel?’ or ‘can you tell me more about that?’ enabled deeper
exploration of the issues without directing participants. Each interview was
approached with openness and the realisation that each person is unique.
Trust and rapport
Establishing rapport and a trusting relationship with participants is vital.
For the interviews, I dressed in a neat, casual manner to help prevent
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possible power differences being accentuated. Suits or a white coat could
have made the interview seem more intimidating. The aim was to be
dressed in a way that helped the participants feel comfortable, safe and
relaxed. Daiute and Fine (2002, p. 68) describe multiple factors that may
result in power differences between participants and the researcher,
including: ‘[r]ace, ethnicity, language, gender, sexuality, disability, context’
and ‘place.’ It was not possible to address all of these potential power
differences. Participants were interviewed in various settings depending on
their personal preference and what was most convenient for them. The
majority of interviews took place in participants’ homes which helped give
them control of the physical space. Some interviews occurred in the clinic
because participants were already attending an appointment and this was
the easiest option for them. Women who were inpatients and their
partners were interviewed in their hospital room.
Most interviews lasted between 30 and 60 minutes. When women were
asked to tell their story they generally proceeded. Many of the men
required more prompting as they often said a few words and then stopped.
The initial plan was to interview each participant alone but in reality this
was impractical. Some participants were interviewed alone and others
were interviewed while their partner was present. When the interviews
were at the participants’ homes, the partner sometimes remained for the
entire interview or was absent for the interview or came and went. Taylor
and de Vocht (2011, p. 10) recognised that both individual and joint
interviews have ‘limitations’ and each approach will elucidate ‘different
aspects’ of the experience. The participants were telling their story to an
audience, the researcher and sometimes a spouse. The data presented in
the interview was considered contextual, and the possibility of the
researcher or partner influencing what the participant said was recognised.
The potential for influence was apparent when on two occasions
participants asked, ‘Is this what you want?’ I responded by saying there
were no expectations and it was their story to be shared in the way they
chose.
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When both partners are present they may co-create their viewpoints and
function as an interacting system with each influencing the other (Taylor &
de Vocht, 2011). During interviews when both participants were present
one partner did sometimes remind, confirm or agree with the other. Each
partner had his or her own perception as well as a united or co-constructed
perception. As the interviewer, it was important I remained impartial. One
participant described how her husband’s behaviour was initially juvenile
and possibly because of this, he discussed the issue in his interview and
explained how he had become more responsible. Interviews were
continued until they came to a natural end or the participants had time
constraints.
Technical considerations
Interviews were recorded using a micro-cassette recorder. After the first
few interviews a lapel microphone was purchased which improved the
sound quality. Participants tended to speak softly when expressing
sensitive feelings and an important part of the interview could be difficult
or impossible to hear. A second tape-recorder was used as backup. Prior to
leaving for the interview the tape-recorders were prepared and the date
and participants’ first name recorded on the tape. Spare batteries and
tapes were carried.
Following each interview I went to a coffee shop and made
contemporaneous notes to capture information, impressions, thoughts and
feelings that seemed relevant. This allowed time to reflect on the interview
and deal with any emotional aftermath I was feeling. It was almost
impossible to avoid being caught in the emotion and pathos of the
situation and at times during the interviews it was difficult to maintain
composure. At one of the interviews I found it impossible to contain my
tears and this did impact on the interview because in response the
participant told me not to be upset because she was coping reasonably
well given the circumstances.
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Dual roles
One difficulty I encountered was separating the dual roles of clinician and
researcher. During the care of participants in the clinic I was acting in the
role of a health professional. When listening to participants during the
interviews I was in the role of a researcher but I was still the person they
had seen in the clinic. This continuity of care enabled a relationship to
develop which made performing both roles easier and did not seem to be a
disadvantage. During the interviews, participants asked about what had
been learned so far in the study or asked for advice and information. For a
midwife, giving advice, providing help, support and sharing information is a
key part of professional life. It would be easy to slip into this familiar
clinical role. If I knew of helpful information it was discussed with
participants after the interview was completed and this proved to be a
useful way of providing some demarcation of roles even though being a
researcher was an extension of the clinical role.
When the participants commented on colleagues’ behaviours or actions, I
occasionally had an impulse (which I did not act on) to defend or justify
their actions because I believed they acted with the best intentions.
Conversely, I had to remain silent when I supported the participants’
criticism. Other issues involved the level of comfort participants had with
me. Because I knew their story they preferred to speak to me when they
called the clinic and expressed dissatisfaction when they had to speak to
someone else.
Phenomenological speech and listening
Listening in a phenomenological sense is more than hearing. The
participants’ words were not merely a thought or reflection of loss; their
words carried the palpable humanity of ‘pure loss’. Understanding
occurred at a preconscious, intuitive bodily level that was prior to thought
or reflection. Merleau-Ponty (1960/1964, p. 17) referred to this level of
understanding when he wrote, ‘I do not speak of my thoughts; I speak
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them, and what is between them — my afterthoughts and underthoughts.’
Participants’ words were their thoughts and they revealed the meaning of
their world. Listening attentively was important because it showed how
meaning is constructed and how sense arises from experience (Chase,
2002).
Many times I was surprised by what emerged during the interviews.
Initially I failed to make or follow connections because they did not seem
to make sense or relate to the research question. I just did not ‘get it’, for
example, when participants told stories about past experiences. During the
initial interviews, I felt concerned and a little frustrated that what I was
hearing was too far away from the topic. Later I realised participants were
teaching me who they were by putting their life in context. This contextual
framework showed how formative life experiences had profoundly
influenced their emotions, interpretations and behaviours. Participants
were explaining their lives and background so I could understand them as a
complete person whose past, present and future was within them.
Data transcription
Interviews were transcribed verbatim from the audiotapes. This was done
personally as it felt more consistent with Merleau-Ponty’s phenomenology.
Being both the interviewer and the transcriber gave more opportunities for
immersion in the participants’ stories and increased the accuracy of
transcription because the interview could be recalled. Transcribing
provided another opportunity to hear changes in the intonation, pitch and
tone and detect subtle nuances such as a dropped voice and silences which
offered a more holistic context than reading the words. Transcribing
helped to show the meaning of the participants’ words as they were
transformed into stories on the page:
Speech has to teach its own meaning to both the speaker and
the listener. It is not enough for speech to convey a meaning
already given to either side. Speech must bring meaning into
existence.
(Merleau-Ponty, 1969/1973, p. 137)
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During this process the whole became more than the sum of its parts. As I
listened to the participants’ words again during transcription I began to
hear and recognise what Merleau-Ponty described as thought germinating
in speech and making ‘meaning out of our life’ (1969/1973, pp. 145–146). If
a word was not clearly audible, this was noted. The transcript was typed up
with wide margins to incorporate field notes and later analysis.
Intersubjectivity
When a story is told to a person, the listener co-creates the interaction by
encouragement, empathy and even by resisting the temptation to
interrupt or comment (Chase, 2002). The human feelings of another would
be incomprehensible if there was no corporeal body anchoring us to a
world shared with others who communicate through speech. The language
that is speech is a co-created medium which ‘concerns us, catches us
indirectly, seduces us, trails us along, transforms us into the other and him
into us’ (Merleau-Ponty, 1969/1973, p. 145). During the interviews the
participants’ embodied presence spoke to me through the tone of their
voice, their manner as well as their words because ‘[l]anguage is a life, is
our life’ (Merleau-Ponty, 1964/1968, p. 125).
During the interviews I engaged with the participant as an embodied Being
interacting with another embodied Being. As I attended carefully and
thoughtfully to the participants’ words, a shared intersubjective space
emerged between us. Without existing in a shared intersubjective world
with participants, understanding would not be possible. The behaviour of
others can only be interpreted ‘by analogy with my own’ from previous
knowledge and awareness, hence ‘the actions of others are … always
understood through my own’ (Merleau-Ponty, 1945/2004, p. 406). The
following

description

by

Merleau-Ponty

eloquently

captures

the

interwoven nature of life and the intersubjective relationship between the
participant and researcher that typifies human interactions:
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In the experience of dialogue, there is constituted between the
other person and myself a common ground; my thought and his
are inter-woven into a single fabric … inserted into a shared
operation of which neither of us is the creator. We have a dual
being … we are collaborators for each other in consummate
reciprocity. Our perspectives merge into each other, and we coexist through a common world.
(Merleau-Ponty, 1945/2004, p. 413)
Human interactions are also complex and ambiguous and although the
participants’ experience can be understood, it is not the same for the
listener as for the participant. It is the participant who suffers because of
what they are experiencing and it is the observer who suffers through
observing and understanding. Merleau-Ponty (1964/1968, p. 136) says
‘[t]he world is at the heart of the flesh’ meaning the researcher and the
researched are of the same flesh intertwined with each other and the
world. There is an interactional element to the story; it is given within a
historical, social and cultural context. Riessman (2008, p. 107) recognised a
person’s words carry their ‘history’ and each word is saturated with
meanings that have developed over time. An effort was made not to lead
participants in the interviews. However, as Riessman (2008, p. 105)
cautions, participants’ stories are co-produced in a ‘dialogic performance’
and it may not be possible to avoid some influence. The researcher is an
active presence that cannot be bracketed away and this knowledge flows
directly from the philosophy underpinning this work. At times my presence
influenced the participants, for example, one participant did not want to
say anything derogatory about their doctors on the recording because they
were my colleagues. After the tape was finished, the participant felt able to
share their thoughts although they expressed concern about doing so.
The participants may wish to project a favourable impression of
themselves to others but this does not make the interview inauthentic
(Riessman, 2008, p. 106). Sometimes it was hard for the participant to
reveal their feelings if they perceived it could reflect badly on them. One
new father expressed, in almost a whisper, how upset and shocked he felt
when he first saw how his baby looked, then hastened to add he still loved
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him. His internal struggle between recoiling in shock and reminding himself
that appearance did not matter was evident.
Philosophically it was impossible to be detached from the participants — I
was vulnerable to them and they to me. I was aware of many of the
intimate details of their life and a bond of trust was more appropriate than
one of detachment. The responsibility of valid interpretation rests with me
and the decision-making process needed to be as transparent as possible.
Intersubjectivity means the researchers’ assumptions are unavoidable and
need to be made transparent so their influence can be ascertained. The
following discussion on reflexivity seeks to make these influences explicit.
Reflexivity and rigour
Grasping the reciprocal nature of the researcher-participant relationship is
important for ‘ensuring rigour in qualitative research’ (Jootun, McGhee, &
Marland, 2009, p. 45). Reflexivity enhances rigour by revealing the
influence of the researcher’s assumptions and experiences (Blignault &
Ritchie, 2009; Jootun et al., 2009; Liamputtong & Ezzy, 2005; Smith, 2006;
Streubert Speziale & Carpenter, 2007). Reflexivity is congruent with
phenomenology because it recognises the intersubjectivity of self-worldother. Merleau-Ponty (1945/2004, p. xii) wrote ‘the world is nothing but
“world-as-meaning” and the phenomenological reduction is idealistic.’
Therefore the experiences of the researcher are legitimate and should not
be excluded from being-in-the-world (Walters, 1995, p. 796). Consistent
with the methodology, I considered myself as inextricably situated in a
communal world shared with the participant. No attempt was made to
‘bracket out’ my history, knowledge or the context of our shared world by
pretending it was non-existent. No attempt was made to become a
researcher who was an objective, detached and neutral observer. Instead,
pre-existing

knowledge,

thoughts,

ideas

and

experience

were

acknowledged as I tried to fully engage with the transcript data openly and
sensitively.
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Researchers may be unwittingly saturated in their own culture and views
and become selective in what they see. I tried to avoid solipsism (selfinterested preferences) by awareness and reflexive consideration of my
responses to the participants’ narratives as I read and analysed the
transcript data. According to Lopez and Willis (2004, p. 729) the
researcher’s ‘expert knowledge’ can also play a positive role as a ‘valuable’
guide and increase the depth of meaning and knowledge.
Reflexivity is considered essential yet I cannot help feeling discomfort at
the process. Part of this disquiet stems from the role of a midwife where
the centre of attention is always a woman and her baby. As a midwife, I
endeavour to create a cocoon of safety around a woman and her partner
as they became transformed into parents by the wonder that is birth. As a
midwife my role was to fade into the background as a supportive but
almost absent presence that could facilitate a woman being in touch with
her earthy, primal self. Working in maternal fetal medicine exposed me to
a very different field which was populated by women with complex
pregnancies, screening, diagnosis and care of couples whose fetus was
diagnosed with a fetal anomaly.
Considering how personal history, background and assumptions (some of
which may be below conscious awareness) would affect analysis of the
data is a difficult task. I believe having known the pain and suffering that
accompanies the loss of a loved, young sibling made me sensitive to the
loss of others but also made me more vulnerable. It was important to be
emotionally engaged and attentive to participant stories but this also
caused exposure to their sorrow and grief. Polit and Beck (2012, p. 314)
discussed the risk of researchers becoming too involved and being
‘overwhelmed’ by the suffering witnessed. Once a researcher becomes
‘enmeshed with participants’ it may be difficult to disentangle their
experiences (Jootun et al., 2009, p. 43). This became a problem for me and
at one stage of analysis I had to temporarily disengage myself from
immersion in the data to gain space and equanimity before I was ready to
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be submerged in the participants’ lives again. The potential for ‘significant
emotional distress’ occurring when a researcher is exposed to ‘emotional
narratives’ has been recognised by Lalor, Begley and Devane (2007, p. 179,
p. 182).
The data analysis has been infused with the ethos of Merleau-Ponty’s
phenomenology because his philosophy has altered my personal
assumptions. My thoughts have been opened to the experiential flux of a
life that is not static or isolated where ‘[t]omorrow, with more experience
and insight’, things may be understood ‘differently’ (Merleau-Ponty,
1945/2004, p. 403). Data analysis incorporated knowledge of how we are
intertwined with the world and others in an historical and sociocultural
context. Prior to this discovery I may have focused more on the
participants’ story as it related directly to the pregnancy and neglected to
analyse and write about dynamic relationships between people, their
society and culture.
It is hard for me to ignore my inner, over-responsible oldest child who
wants to offer advice and support. One of my personal assumptions is that
the loss of a child is a parent’s worst nightmare, a catastrophic and
dreaded event. Perhaps it is what all parents are most fearful of and it was
something I feared. I understood grief and the loss of the opportunity to
say goodbye when death strikes suddenly and unexpectedly. How different
my last meeting with my brother would have been if I had known I would
never see him again. I am not sure if it was my experience of loss that led
to some interviews transporting me into the world of the participants, to a
chiasm where we met in a shared place. Perhaps it was the contact with
another Being like me, a Being my body cannot help perceiving and
understanding because they feel as I feel, see as I see. Only through the
embodied self can the other be known and it was only through knowing
myself that I could grapple with and understand the story of someone who
was other.
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Data analysis commenced with an awareness of the fact my history and
interpretations could influence the data analysis. As the researcher I had
no direct access to the actual event as experienced by the participant,
although at times I was an observer within a clinical role. The participants’
narratives were their retelling of the story from their perspective at a
particular time and place as they lived through undesired circumstances
that were often unpredictable. The data analysis was an enlightening
process and I could never have predicted the themes that eventually
emerged from the data.

Data analysis
Phenomenology is ‘practiced and identified as a manner or style of
thinking’ (Merleau-Ponty, 1945/2004, p. viii). It is less formal and rulegoverned than most qualitative research methods (Gadamer & Hegel,
1976; Thomas & Polio, 2002; van Manen, 1990). Phenomenology is not an
austerely prescribed method but a work that progresses through action.
The data analysis did not proceed as a strict list of steps but subscribed to a
creative phenomenological process that honoured the spirit of
phenomenology. The analysis followed the general guidelines of
phenomenology and was inductive but also arose from being immersed in
the data and finding ways that intuitively felt like the right way to proceed
in a phenomenological manner.
Data analysis commenced with an immersion in the data which allowed a
complete and oriented focus on the human story that was presented. Data
immersion began with transcribing interviews verbatim, followed by
reading each transcript several times to grasp its holistic context in a
phenomenological manner. Having an initial overview helps to grasp the
essential characteristics and salient points from each interview and form a
tentative sense of how the themes were emerging (Cohen et al., 2000).
With 53 interviews the sheer amount of information to analyse was
daunting. Following initial orientation to the data, each transcript was read
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in detail and extensive notes taken during the process of entering what
Piantanida and Garman (1999, p. 159) described as ‘an intensive discourse
with the data.’

Part and whole
Many tangents were evident within the transcripts; however, it was
important to consider the data holistically and consider how all the parts
related to each other in building the overall picture (Thomas & Polio,
2002). Interpretation was based on a circular process of relating part to
whole as interpretation was continuously related back to the entire text;
this is known as the hermeneutic circle. It began with a description that
revealed participants’ experience within its context and included meaning
and psychological insights. This also necessitated watchfulness for
elements of experience that were hidden as well as those that were
obvious. On a broad level the data analysis proceeded towards a coherent
whole that was built on its parts, like nested Russian dolls with the outside
doll providing a framework and structure that contains all the inner dolls.
Each doll is a part of the whole and they envelop and build upon each
other. The primary focus was on this ‘nested’ data that held the nuanced
detail and meaning embedded within the participants’ words.
The data analysis centred on the experience of the participants as they
lived with the diagnosis. The phenomenological analysis sought to
incorporate ‘situational perceptiveness, discernment, and depthful
understanding’ (van Manen, 1990, p. 156). Words from the transcripts that
illuminated the phenomenon were used extensively because as Thomas
and Polio (2002) said, their words are more vivid than paraphrasing.
Divergences and different ideas that did not fit in with the common themes
were noted. The data from women and their partners was considered as an
equally valid but different perspective on the same life-altering
phenomenon.
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The initial overall readings were followed by detailed line-by-line readings
of the transcripts. Attention was paid to patterns, ideas, meanings,
concerns, similarities and differences, the words used, how concepts of
motherhood and fatherhood were expressed, ambiguities and omissions.
Being intensely immersed in the data allowed hidden dimensions and
impressions to emerge and these impressions became fuller and firmer
with subsequent readings. A dialectic process between myself and the text
occurred as I deliberated over the transcripts and tried to conceptually
grasp the large mass of data while considering the overall context. I
vigilantly reread the transcripts with an open, discovery-oriented attitude.
Merleau-Ponty (1964/1968, p. 4) said ‘The world is what we see and … we
must learn to see it.’ The data analysis was part of learning to see.
A period occurred during the data analysis where I felt too close to the
participants’ experiences. The identification could be so close that a scene
reported by the participants could be played in my head with such
vividness it did not feel like I was watching a video replay but felt as if I was
actually there. The experience was part of what Merleau-Ponty identified
as the merging of self and other.
According to van Manen (1990), reading of the transcripts resulted in the
following questions being asked during data immersion and thematic
analysis. First, are the transcripts examined using an open and insightful
approach? Second, what is the meaning, where is the focus and how does
it help to reveal and understand the experience? Third, do the themes
clarify the phenomena and can they be written into a meaningful
expression of the phenomena? Four, is the theme grasping the core
essence of the phenomenon and grasping the whole and its parts? Five, is
the theme embedded in the lived experience emerging from the
transcript? Finally, is it providing shape and expression to what has
previously been invisible?
Questioning and seeing what is given by ‘the things themselves’ either
confirms or denies the vision and ideas we hold (Merleau-Ponty,
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1964/1968, p. 4). Asking questions of an experience we are ignorant of is a
way to 'make them speak’ even though the ‘vision of the world’ is
constantly being ‘formed within’ (p. 4).
As the transcriptions were read, decisions were made concerning the
relevance of the interview data. Digressions such as phone interruptions or
the needs of a toddler were not considered essential data. Verbal fillers
such as ‘you know,’ ‘like’ and ‘um’ were eliminated when they did not
change the character of the interview transcript. As a general
understanding of the transcript developed, phrases illustrating participant
experiences and themes were recorded in the margins. When possible
themes were identified, narratives supporting them were typed and cut
into pieces and sorted until they appeared to fit together. This was
challenging because so many of the themes seemed to overlap in multiple
areas, creating about 30 initial themes. These themes were written on
sticky notes which were moved around on a large sheet of cardboard to
determine where they belonged. These strategies were used to develop
the tentative overarching themes and sub-themes.
The transcripts were printed and each quote was cut into a separate piece.
These hundreds of quotes were sorted into overarching categories. This
process was repeated using NVivo Version 7 qualitative data analysis
software (2006) to organise the data and see if similar categories emerged.
The transcripts were entered into NVivo under each participant’s
pseudonym and were coded again without reference to the previous
analysis. Each transcript was read line-by-line and inserted into a tree of
thematic categories. When the transcript words did not fit into any
category, a new category was created. Each category was printed and
when similarities were noticed between categories, they were coalesced
into one category to become sub-themes. Using NVivo 7 helped to
systematically deal with the large volume of data. The messy process of
cutting and sorting all the quotes was repeated. Finally, and with difficultly,
the data converged and coalesced into four broad themes which were
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placed in large envelopes representing each theme. The sorting process
was repeated to determine the sub-themes.
Phenomenological data analysis resembles sifting and sorting a huge pile
of pebbles and developing an intense familiarity with the spectrum of
colours, shapes and textures (Piantanida & Garman, 1999). The pebbles
can create differing mosaics but the analysis requires decisions on the most
truthful, ‘meaningful’ and ‘compelling’ arrangement of the mosaic (p. 145).
The analysis did not proceed in a linear fashion but was an intertwining
between the detailed pieces and the whole, with each informing the other.
The process reflected what Piantanida and Garman (1999) described as a
movement between particular and general, concrete and abstract,
idiosyncratic and universal, situational and conceptual.
The participants’ words were deconstructed by physically cutting the
transcripts into separate quotes and reconstructing them with attention to
the salient features through a process of in-depth cognition that
considered the meaning inherent within the words. Delving into the
participants’ words line-by-line allowed the meaning and essence of their
words to gradually emerge. During this intimate dialogue with the
transcripts, ideas and knowledge flowed outward. New connections
between opposite behaviours occurred, producing many ‘aha’ moments.
The data sorting and conceptualising was a lengthy cognitive process.
Attention to the descriptive and contextual sense of the transcripts and a
fluid movement between specific and general concepts helped unmask the
meanings buried within the data.
At this stage, four large ‘theme’ envelopes contained all the participants’
quotes that had led to each theme emerging. Each envelope was opened
and the quotes were sorted into what became the sub-themes for each
chapter. The writing up process had commenced in earnest!
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Writing up
Writing the data into findings is a heavy responsibility and continues the
process of phenomenological analysis which seeks to ‘capture’ meanings
and the essence (common features) of subjective experience (Starks &
Trinidad, 2007, p. 1374). The act of writing and rewriting the text is a vital
part of the analysis process (Cohen et al., 2000; Smith, 2004; van Manen,
1990). Writing forms part of the quest to reveal the meaning embedded
within the transcripts with as much clarity as possible (Daiute & Fine, 2002;
Fleming, Gaidys, & Robb, 2003; Johnson, 2000). The participants’ voices
prevail in the findings which bring forth the meanings within the transcript
data. However, the work can never totally reveal all of the hidden crevices
of their lives. As Johnson (2000) indicated, the gap between researcher and
researched can be minimised but never entirely eliminated; it is romantic
and naïve to assume the participants’ voices can be absolutely free from
contamination.
Deciding on what to include and what to omit was a difficult process.
Multiple quotes were available to illustrate each theme and the impulse
was to use them all. It was extremely difficult to make these decisions but
gradually and painstakingly, quotes were subtracted in order to reach a
reasonable word limit. The goal was to bring the experience of the
participants to a wider audience by making invisible experiences visible by
writing with integrity and insight.
The findings were written, drafted and redrafted until they adequately
captured the significant aspects of the participants’ experiences. It was
impossible to directly experience the participants’ lives; however, the
findings chapters were written with the desire to render the spirit and
meaning of their stories as faithfully as possible. During the writing up,
reflexive awareness continued because as Riessman (2008) cautioned, the
researcher is not neutral but is implicated in analysis, decisions and the
resultant findings.
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Following the recommendations of Gilgun (2005, p. 722), the findings
chapters strived to illustrate ‘multiple dimensions, general patterns, and
exceptions to those patterns.’ Embedded within the interpretations are the
participants’ quotes which provide direct evidence for the interpretation
expressed. Individuals may see the ‘same’ event differently (Smith, 2004, p.
256). As the findings were written, these different perspectives of similar
events became layered, painting a thicker and richer picture that could be
examined in detail and as a whole.
Intimate knowledge of the material creates resonance between the data
and the researcher. This helps to create a text that portrays the essential
nature of the phenomenon experienced and insights produced (Piantanida
& Garman, 1999). The text is written in a movement between what has
been collected and what is written to convey the data interpretation and
findings to the reader (Cohen et al., 2000). A continuous dialectic occurred
where attention alternated between the local and global structure of the
transcripts that brought them into view simultaneously (Cohen et al.,
2000). Gradually the detailed analysis and themes became incorporated
into the findings chapters in a back and forward relationship between
detail and larger, more abstract concepts. The minutiae of the transcripts
were contextualised within the broader aspects of family, community,
culture and society. Gradually the separate pieces of the data transcripts
coalesced and became interwoven into a meaningful whole. During this
period discussion with my supervisors encouraged me to seek the
connections between seemingly disparate actions and develop more highly
conceptualised themes. This interweaving dialectic is the ontological
foundation of how people understand each other (Cohen et al., 2000). It
forms the basis of the horizons outlined by Merleau-Ponty in his
phenomenology.
The analysis of the transcripts was a search for meaning but meaning was
not always readily apparent. As Merleau-Ponty (1960/1964, p. 20) wrote,
‘everything we do ultimately has a meaning and a name — even if we do
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not know at first which one.’ The data analysis sought meaning and the
ability to clarify and name that meaning. The participants’ transcripts were
the centre of the search just as the human body is the centre where
experience of the world originates, stretches out and, through ‘trial and
error, questioning and correcting’, finds meaning within the context of its
worldly horizon (Cohen et al., 2000, p. 74). The same process occurred
during the writing of the findings chapters. As the data was examined
tentative impressions began to form and themes were written, dissected
and mulled over. Multiple possibilities were analysed, interrogated and
revised until they best epitomised the experiences articulated by the
participants.
During the writing, comparing, critiquing and revising of the findings
chapter, the themes crystallised and were refined. Writing, thinking,
lingering, sorting and trial and error formed part of the analytic process.
The contextualised themes were extracted, labelled, and clustered
alongside similar themes. The meaning of each cluster was explored and
compared with existing knowledge through discussion. The contextual
nature of the participants’ stories as Beings-in-the-world was retained.
However the findings can never capture the limitless, infinite possibilities
of human life. New meanings and understandings will no doubt develop for
participants as time goes on. ‘There is no absolute truth, neither in
knowledge, nor in ambiguity. There are no certainties. The question and
the investigation remain open, always in transformation’ as new
possibilities come-into-being (Sadala & Adorno, 2002, p. 286). There is no
‘single answer or truth, but rather a coherent and legitimate account that
is attentive to the words of the participants’ (Pringle et al., 2011, p. 23).
The analysis sought the essence (universal aspects) of the phenomenon as
well as differences.
Merleau-Ponty sought to define essences through describing them in a
profoundly phenomenological manner. The analysis remained consistent
with this approach. Creative imagining is not carried out as a
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transcendental or abstract variation of imagination as espoused by Husserl.
Instead it is arises directly from and is grounded in the lived experience
described by the participants. It is a way of looking at the manifestations of
existence and meaning that enable the essence to be founded in
experience, by searching for commonalities and differences that were
essential parts of experience. Husserl may suspend belief in the world but
Merleau-Ponty remains anchored to the real world, never doubting the
presence of the world and its role in experience. Merleau-Ponty believes
description of ‘the objects of consciousness’ requires an ‘aesthetic
sensitivity’ which is receptive to the world as revealed through direct
contact (Priest, 1998, p. 21). The participants’ experiences do not arise
from my internal imagination or intuition, but from artistic and creative
receptivity to the world as revealed through the participants’ stories.
In keeping the phenomenological connection between part and whole and
self-world-other, the findings and discussion have been written up as
integrated chapters with each chapter relating to one of the major themes
emerging from the data. Several qualitative researchers demonstrate a
preference for writing up qualitative research with findings and discussion
blended into a single findings section (Blignault & Ritchie, 2009; Smith &
Osborn, 2003). This method of writing up the findings and accompanying
discussion was congruent with phenomenology as the participants’ data
were intertwined with the literature and thereby contextualised within and
linked to a social world. Blignault and Ritchie (2009, p. 142) consider
combining findings and discussion ‘desirable’ and more in tune with
qualitative research because ‘interpretations’ are revealed and become
‘embedded’ in the work. This approach helps to ensure participants’ voices
are the central core of the discussion (Blignault & Ritchie, 2009; GreatrexWhite, 2008) and enhances the likelihood that the meaning of the
participants’ experience will not be detached from their world, nor
‘decontextualized’ (Johnson, 2000, p. 139).
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Interpretations evolve over time and ‘are constantly changing’ (Taylor & de
Vocht, 2011, p. 4). During the writing up, my understanding continued to
evolve. However, it is never entirely possible to see the world through
someone else’s eyes and the knowledge of another can never be complete.
The best that can be hoped for is to describe the other person’s experience
as closely as possible from a place of shared understanding. Before
listening to the participants, I thought I had some understanding of their
situation. My experiences were like Merleau-Ponty’s description of reading
a thought-provoking writer and finding the words became alive:
[t]hese words are given a new twist. The cross references
multiply. More and more arrows point in the direction of a
thought I have never encountered before and perhaps never
would have met … words reveal even more majestically the
new meaning with which he endows them. I get closer and
closer to him, until in the end I read his words with the very
same intention that he gave to them … the author’s voice
results in my assuming his thoughts.
(Merleau-Ponty, 1969/1973, p. 12)

Chapter summary
This chapter described how the methodology informed by Merleau-Ponty
was integral to all phases in the data collection, data analysis and the
writing up process. The participants’ experiences were considered part of
an interrelated world interpreted through an existential phenomenological
lens that sees humanity as one with its body, embedded and intertwined
with the world. Throughout data analysis, the findings remained anchored
in the transcripts which have been examined with an open heart and mind.
The four findings chapters that follow aim to provide a meaningful analysis
and interpretation of participants’ experiences.
The words of the participants dominate the findings because their words
are what Merleau-Ponty (1969/1973, p. 14) calls ‘a vehicle of truth’.
Listening, transcribing and analysing the participants’ words has
transformed and possessed me. The findings chapters are presented with
the desire for others to discover and also be transformed by words and
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concepts which may seem dissonant or paradoxical. Philosophically the
participants’ words can prompt a renewed ‘awareness of a world which
consumes and destroys our established significations but also renews and
purifies them’ (p. 17). It is the participants’ words that shine through in the
findings and make us capable of understanding.
The data analysis has endeavoured to work faithfully towards revealing the
phenomenon of continuing pregnancy following the diagnosis of a serious
or lethal fetal anomaly. The four major themes constitute the findings and
discussion chapters. They begin with Chapter Five, ‘Compressing a lifetime
of love into distorted time’, followed by Chapter Six, ‘Competing realities
and the uncertainty paradox.’ Chapter Seven, ‘The alterity of the other’ and
the findings and discussion section of the thesis are completed with
Chapter Eight, ‘A tapestry of hope, despair, acceptance and meaning’. The
first of the four findings chapters, ‘Compressing a lifetime of love into
distorted time’, follows and will show how, as Merleau-Ponty (1964/1968,
p. 208) informs us, ‘every action, every human enterprise is a crystallization
of time’.

Chapter 4: Method

108

Chapter 5:

Compressing a lifetime of love
into distorted time

Overview
I am not the creator of time anymore than of my heart-beats. I
am not the initiator of the process of temporalization; I did not
choose to come into the world, yet once I am born, time flows
through me, whatever I do.
(Merleau-Ponty 1945/2004 p. 496)
This chapter constitutes the first of four findings chapters and begins by
examining the nature of time and then exploring how the participants’
perception of time became distorted as they lived through difficult
circumstances. Their voices are primary and will be used to illuminate the
experiences they describe on this journey. Exploring participants’
narratives reveals the depth and breadth of their lived embodied
experiences which are examined with the fresh inquiring eyes demanded
of a phenomenological researcher. The participants’ narratives are
dialogued with existing literature and theories, particularly those of
Merleau-Ponty. Time is an indispensable part of lived experience and every
action — every human story is told through the lens of time — and all
humanity exists within its invisible cocoon (Al-Saji, 2007; Callender, 2010;
Zhou, 2010). It was evident that temporality became a central issue for
participants after they received the diagnosis of a fetal anomaly. They
described their efforts to compress a lifetime of love into a brief period of
distorted time.
The participants’ journey through pregnancy commenced with the first
sub-theme ‘Envisioning the future’ which described the positive vision of
their future that changed dramatically after the fetal diagnosis suddenly
presented a radically different scenario. The second sub-theme describes
how participants struggled to accept this different future. The third subtheme describes how past losses resurfaced and invaded the present
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moment as past, present and future intertwined whilst simultaneously
influencing decisions about the future. The fourth sub-theme ‘Distorted
time versus chronological time’ describes how the pregnancy became the
focus of their lives as they carried out everyday activities, attended
multiple appointments and adjusted to their new situation. During the
pregnancy, birth and hospitalisation of their babies, they had to fit in with
hospital time while they were living in deep, meaningful, perceptual time.
Time distortion occurred as participants began to live more in their own
subjectively experienced time, which changed in quality and depth and was
very different to the linear clock time of the health system they interacted
with. The final sub-theme in this chapter describes how participants sought
to maximise precious time. It outlines how living in the present moment
became important as participants felt the finite nature of pregnancy and
the temporal nature of their body.

The nature of time
What then is time? If no-one asks me, I know what it is. If I wish
to explain it to him who asks, I do not know.
(Augustine, 397 AD/2009)
Understanding the participants’ experience of time distortion requires an
exploration of theoretical constructs of temporality. Without knowing what
constitutes time it is impossible to know how time distortion can occur.
Time is a complex concept that has attracted philosophical debate
throughout history and is notoriously difficult to define (Callender, 2010;
Ziegert, Fridlund, & Lidell, 2009). The Collins English Dictionary lists 51
definitions of time beginning with ‘the continuous passage of existence in
which events pass from a state of potentiality in the future, through the
present, to a state of finality in the past’.
Western culture (including health system culture) is dominated by linear,
regulated clock time, whereas in eastern cultures, time is seen as more
cyclical and involves interplay between concepts and embodied
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experiences (Bruce, 2007; Lee, 2000; Shahar, 2000). Receiving the
diagnosis of a fetal anomaly resulted in the participants’ concept of time
becoming attuned with the more subjectively experienced Eastern model
of time.
Time is embedded in our language, therefore when people speak of time
going quickly or slowly, others know what they mean (Callender, 2010).
The nature of time is intuitively understood because it is one’s temporal
body that ‘inhabits space and time’ (Merleau-Ponty, 1945/2004, p. 161).
This means the existence of time is subject dependent; it can only be
experienced by a person who is both embodied and temporal (Elstad &
Torjuul, 2009).
The subjective experience of time aligns with the work of Einstein and
many contemporary theoretical physicists who believe the universe is
basically timeless and time is only perceived because people are in the
world and relate to others who are also present in the world (Callender,
2010). Merleau-Ponty (1945/2004) describes this relationship when he
says it seems as if time and the human subject communicate with each
other internally. For participants this meant time only existed for them
because they were situated and present in a particular place and time.
Present, past and future were not separate entities but were intertwined
and participants’ experience was considered in light of the present
moment and how this was influenced by history, immediate circumstances
and expectations of the future.

Envisioning the future: ‘It’s just all your daydreams’
When you’re pregnant you have this idea of your baby and it’s,
it’s just an imaginary thing at that point, it’s just all your
daydreams. Bridgette
At the beginning of pregnancy all participants were excited. They began to
imagine their future life with the perfect baby of their imagination — the
culmination of all their hopes and dreams of parenthood and a result of
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their intimate relationship. Many couples had multiple attempts and
disappointments trying to conceive and fulfil their perceived social
mandate to create a family. Historically, women have been socialised to
view themselves as the gender that gives life and protects and nourishes
the young, with motherhood considered a primary purpose (Young, 2002).
Whether planned or unplanned, all participants desired the pregnancy and
were prepared to make sacrifices to achieve this:
I want this baby. I was willing to do a lot of things. Krystal
The unwritten part of the message idealising motherhood is that their
babies should be healthy and this influences the future expectations of
prospective parents. Society values babies that conform to medical and
social norms of perfection (Spar, 2006; Tankard Reist, 2006). Birth is a rite
of passage that is shaped by culture and current reproductive medical
technology views a ‘defective’ baby as a tragedy resulting in a burden to
families and societies that could have been prevented (Rothschild, 2005).
Rhys expected a healthy baby:
We always have the idea that your baby’s going to be this
perfect baby and to find out that’s not going to be the case is …
really difficult. Rhys
Prenatal testing is promoted as a way to have a ‘perfect’ baby (Spar, 2006,
Parens & Asch, 2000). However, Davis-Floyd and Sargent (1997) argue it is
medical hegemony that positively promotes technologies leading to
dilemmas that no-one would choose. In fact there was no option for a
healthy thriving baby for the participants in this study and this caused great
angst. Anna expressed how mothers imagine the perfect baby who will be
a wonderful addition to their life:
You find out you’re pregnant and you just envision yourself with
the beautiful baby at the end … I was so excited that we were
going to have a baby and going to have this great life and, oh
my gosh, I’m thinking about pre-schools. Anna.
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The previously imagined child did not have a serious, deforming or lifethreatening

anomaly.

Therefore

the

moment

of

diagnosis

was

overwhelming as participants tried to deal with the loss of hopes and
dreams about their future as a parent. To understand the participants’
relationship to time means understanding that past, present and future
arise from what Merleau-Ponty (1945/2004) describes as a person’s own
unique finite perspective. It is because a person lives in time and sees time
from a particular point that they experience it as having a before and after
nature. Nevertheless people exist within a fullness of time that includes
past and future and is fully present in every given moment (Bruce, 2007;
Kaushik, 2008). The past is fully and inescapably present because it informs
decisions made about the future either consciously or unconsciously.
Although this is a difficult concept to understand it is inescapable.
Participants began to struggle in the present moment with the fear
initiated by an irrevocably altered future.

Struggling to accept a different future: ‘Vulnerable and
scared’
When you first get the news it's just so overwhelming to begin
with … you're struggling to understand. Anna
When participants received the diagnosis their world changed in a dreamshattering instant. The imagined future was destroyed and replaced by an
undesired and unexpected future. Anna echoed Murray’s (2000) findings
that, following a traumatic diagnosis, everything changes, including all that
came before. The diagnosis of a fetal anomaly also led to loss of the
desired future and what Diprose (2006, p. 435) described as ‘a haze of
incoherent thought and feeling’. Daniel expressed how the diagnosis was
something he and his wife had never envisaged:
They first told us they were concerned and sent us for more
testing and more ultrasounds. We both were … mostly surprised
… all our siblings are healthy, our parents are healthy … so you
don't really expect that, first two kids were totally normal … so
we both were stunned … the nurse doing the ultrasound just
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said 'there's something abnormal with his head’ … for me I think
the surprise of it kind of rendered the rest of the day kind of
hazy. Daniel
Bridgette and her husband also spoke about the unexpected diagnosis:
We'd had certainly conversations before about what if
something abnormal were to happen but I think it was
completely the furtherest thing removed from our mind at that
moment … Callum became emotional right away … very
vulnerable and barely keeping it together … as soon as I knew
my parents were going to come in … I got emotional because I
knew that they would see … how vulnerable and scared … so I
started crying just as my parents were walking in and I'm sure it
just terrified them … your mind I think immediately goes to the
worst possible scenario … and I didn't know what the
magnitude of it was … I couldn't get a scope of it. How bad?
Bridgette.
Participants grappled with understanding what the bad news meant and
the implications for the life of their baby. They were frightened and
emotionally vulnerable. Most participants felt waiting for the doctor to
come in and tell them what was wrong took forever as time stretched out
with an unbearable numbness. Juanita expressed the trauma of receiving
the diagnosis:
The doctor called me … it was pretty shocking, it was
devastating to me, I was totally in shock, I was getting ready to
go to work but my world totally spin around, I just couldn't
believe it … the picture they gave me … it was really traumatic,
it was really harsh, I definitely felt that I was going to faint … it's
pretty hard just to hear something like that happen to your
baby. Juanita
Participants were intensely shocked by the diagnosis. Murray (2000) noted
that stress, anxiety and feeling overwhelmed affected a person’s sense of
time and, once bad news was received, time seemed to stop. Not only did
time seem to stand still but sometimes participants could not feel anything
and they delayed or suspended their bonding with the baby and waited to
see what unfolded over time:
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He immediately said … ‘there is something wrong with the
baby’ … I actually felt … oh no it is something bad … but I
couldn't really feel anything about it. Amelia
I was only three months at the time … I just figured maybe I
might miscarry or something would happen … so I guess we’ve
been kind of ambivalent about the whole pregnancy. Selena
Being unable to feel emotions or delaying bonding would seem to be a selfprotective mechanism for many of the participants as they grappled with
the rapid change from the excitement of the pregnancy to trying to
comprehend their future when the fetus was diagnosed with a serious
problem. People live in linear time but a life-altering diagnosis interrupts
and reconstructs their sense of time, the passing of days and the future, as
they come to terms with the diagnosis (Bruce, 2007; Murray, 2000; Zhou,
2010).
Time reconstruction includes changing priorities in a way that gives limited
time more depth and meaning as well as increasing personal reflection on
life and relationships (Zhou, 2010). Participants in this study reconstructed
time from their own perspective as they dealt with the news:
We were just excited when we found out that we were
expecting and it was really hard when we got the news … the
technicians were really quiet the whole time and that shook me
up … usually you think you'd be happy about baby and watching
it move … she said, 'I’ll go get the doctor' and it seemed like
forever until the doctor got there, so your mind's just reeling,
wondering what's going on and so when he got there he took
my hand and I'm like, 'this can't be good'… and I’m just aahhh in
shock. Bella.
Bella was on her own when she received the news her fetus had a lethal
anomaly. Her husband was away and she did not have any close friends
nearby. Knowing the diagnosis was not synchronous for Bella and her
husband. She had been given the fetal diagnosis and he was still oblivious
and living in a time of different expectations. Bella was concerned about
getting in contact with him and how he would respond and what support

Chapter 5: Compressing a lifetime of love into distorted time

115

was available for him. With difficulty, Bella’s husband was contacted and
pulled into an office where he was given the news:
‘Well son, you can always try again’… He didn't know there's a
problem so he called me and he was shaken up … I had to tell
him what the doctors told me and … he couldn't even talk, he
was just completely deflated so it's been really hard on him.
Bella
Bella and her husband had been very excited about the pregnancy and
looked forward to being parents. Now they had to completely remodel
their image of the future.
Isolde expressed her reaction to remodelling the future. Her thoughts
became very negative as she looked forward in time and imagined her
baby’s funeral. All her time was consumed with thoughts about the baby.
She was unable to interact with other people and actually closed up the
house so it appeared no-one was home:
They had been trying to call me, I was in the middle of a
meeting and I kept hearing my phone ring … I called my doctor
and she said you need to go to the hospital right now. I
remember that so clearly, I came out to the parking lot and
practically collapsed in my husband's arms … it was really hard
… at first it was really depressing and I thought really negatively
… for about a week … I just kept the door closed to the nursery
and planned her funeral … it's been really, really difficult. I
mostly didn't leave the house, I called in sick a couple of times
and just cried all day, had a migraine from crying so much.
Isolde.
Once participants received the diagnosis, the time of a healthy and
‘normal’ baby was in the past and they could not go back to a time of not
knowing about the problem. Time became fragmented into the time
before they knew and the time afterward. Participants faced living every
day with the knowledge of the diagnosis; there was no return to what was
before, no way to change the diagnosis. The diagnosis shattered and
invaded the present moment and was always with the participants. The
diagnosis also invaded the future as participants looked ahead and
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wondered what was going to happen and how they would cope.
Participants often reacted in the moment and behaved in ways that
reflected their emotional trauma at the time even if this was a departure
from their normal behaviour as Jasmine indicated:
I have incredible respect for the doctors and I just started
thanking them for telling me bad news because I realise how
tough it is to do that because people do react in the moment …
and it is not pretty. Jasmine
Some male participants, including Ben and Callum, needed time to cope
with the diagnosis. Ben explained he wanted some private time to adjust to
the news and Callum expressed his incredulity when the doctor asked him
why he looked concerned:
It seemed like they give you the bad news first … the doctors like
'I'm so sorry, this bad news' and how bad is bad, we really
didn’t know and I said 'can we have about five minutes alone'.
Ben
It was pretty fast the news … and I remember doctor … pointing
out … you have a furrowed brow, why? What’s the issue, what's
the problem? And I just kind of wanted to say 'what's the issue?'
you just told me that my baby has … until five minutes ago… I
thought he was totally fine … I remember being scared and I
wanted to make sure my wife was okay. Callum
As well as being confronted with the diagnosis, participants were often
informed of their options which included termination of pregnancy,
comfort care, hospice care, and possibly fetal or neonatal surgery. At times
the diagnosis was indeterminate or was on a spectrum with a wide range
of prognostic outcomes. In Bella’s case the lethal diagnosis and its
implications were explained clearly. Bella was told her past behaviours
were not to blame and options for the future were discussed:
I remember him … telling me that it was inoperable, there
wasn’t anything they could do … that she wasn’t going to be
healthy and she was pretty small … that it was a really simple
procedure to terminate the pregnancy … that just felt like
fingernails on a chalkboard … he told me … they couldn’t do
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anything and he was really sorry, he said it was nothing I did.
Bella
The shock of the diagnosis can be so overwhelming it is difficult to absorb
and to consider future actions. For some participants it was important to
have time to consider but as time continued the decision was made:
I just remember … how shocked, shocking it was when the
doctor said ‘oh you have the option to terminate or to continue
or whatever’ that was really hard to hear … you just never think
it’s going to happen to you … being like this can’t be happening
to me. I think my major reaction was I wanted to terminate
’cause I didn’t want to deal with it … they wanted me to come
back in a week, so it was nice to have a week to think about it
and let it sink in … I couldn’t decide that right away I guess but I,
me and Andrew talked about it and we were both more
comfortable with just continuing and I guess I never intended to
go full term but I just didn’t want to quit right away. Tara
Time limits and availability of termination of pregnancy vary between
states and countries. Having a time limit in which to decide also added to
the stress experienced and even though there was a finite amount of time
it was something they wanted to delay thinking about, as Wanda
explained:
He had to explain to me what my options were. He said
basically at that point I had three weeks left before, if I wanted
to have an abortion, I didn’t want to think about that at all, it
put me right over the edge. Wanda
It is normal practice to offer termination of pregnancy for lethal or serious
fetal conditions. Rempel et al. (2004, p. 69) studied parents given a fetal
diagnosis of congenital heart disease and indicated parents examined their
own values and beliefs in order to make the best possible decision for their
child. Some parents will know very quickly what they wish to do while
others struggle and at times there are different views between parents:
We spoke to a counsellor here and they gave us all our options,
and so they spoke about termination of pregnancy and if we do
carry out the pregnancy what to expect and … well I never had
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a doubt in my mind that I was going to keep the baby, my
husband was a little doubtful. Amelia
The information parents received at diagnosis and afterwards was
intertwined with past beliefs and actions and projected forward to make
immensely difficult decisions. Participants wanted accurate information to
help make these momentous decisions. Anna’s words illuminate how
difficult this was, particularly when the information was not clear:
When you first get the news it’s just so overwhelming to begin
with. It’s something that as adults you’re struggling to
understand … you have to make these enormous decisions …
you’re faced with something that is so devastating. They’re
giving you news that there’s all this stuff that’s wrong but
they’re not being very clear about what is wrong. It’s frustrating
and I think that could have been handled a little bit better,
especially for people who are asking. It’s one thing for people to
say ‘okay wait a second I don’t want to know yet — don’t tell
me anything until you’re absolutely sure,’ but we wanted to
know what we were faced with. Anna
Once participants received the diagnosis they had to decide what to do
with the information:
You’re making huge decisions and you’ve got people all around
you and my family and his family were both really great about
being supportive and trying to help us … you don’t know if
you’re doing the right thing and … you agonise over it. Is this
the right thing? … The prognosis still was that he wasn’t going
to make it. Jasmine
Your first major decision is of course whether or not you’re even
going to stay pregnant, and we agonised over that. On the one
hand, you’re trying to just do what’s best for everyone, that’s
your whole goal, what’s best for us, what makes sense for us,
what’s best for the baby. Anna
Participants are emotionally vulnerable and are often unprepared for the
impact of the diagnosis. Renata saw a specialist who confirmed the
diagnosis:
That’s when we found out exactly what was happening with
Addison … I thought I was going to handle that emotionally
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okay but I broke down because I guess it was a little more than
what I expected. Renata
At appointments it was difficult for participants to take in the information
and they appreciated having others with them. When they heard the bad
news, time became altered and they could not focus on further
information due to their emotional distress:
I usually brought my Mum or my husband with me … they’re
directly connected but … they don’t have this person inside
them … another set of ears is better because if I was the only
one that was there I would miss probably half the information
because … my emotions ... It’s like you almost … shut down.
Renata
The quality of time changed for the remainder of the pregnancy,
sometimes passing so quickly it was compressed into a moment.
Alternately, time seemed stretched out and expanded and felt agonisingly
slow. This was particularly evident after participants had a scan and then
had to wait for the doctor to come in and tell them what it meant:
The technician was with us for a long time and then she left and
Doctor [name] came in like 40 minutes later. It took forever and
we were sitting there thinking of course all of the different
things that go through your head. ‘Yeah what if there’s
something wrong?’ Shelley
Time is a referent for the course of pregnancy which is marked off as the
weeks and trimesters pass and the moment of birth inches closer. Time is
necessarily inherent in the progression of a condition from beginning to
end and integral to how the experience is understood (Charon, 2000;
Reiser, 2000; Samet, 2000; Zhou, 2010). Health professionals also witness
the unfolding teleology of diagnosis, treatment and the progression of the
condition (Samet, 2000). However, time is not experienced by health
professionals from the same turbulent emotional context. For many
participants, time became confused and intertwined in the juxtaposition
between alternating periods of believing or hoping everything was normal,
and finding out something was possibly wrong:
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I was so excited because I thought everything was fine, I was
worried when I went to the ultrasound because it's the first one
… you're like oh my god I hope nothing’s wrong … and I was so
relieved because they told me everything was fine and I was …
talking to my husband and I was telling him that I was worried
that something was going to be wrong and I was like, 'but
everything's fine and I was … so glad. Then I get home and my
answering machine's beeping … and it's my OB, sounds horribly
panicked … there's something on, in your ultrasound that was
wrong and I need you to call me right now and it was five
o'clock at night, his office was about to close … he sounded like
he thought something was horribly wrong so I mean I really
freaked out. Daisy
Participants had to adjust to the new and frightening scenario of expecting
a baby with a significant anomaly and to begin grieving the loss of a healthy
child. They were finding out about the baby’s condition and its possible
manifestations. As they did this they were also coping with the past and
concerned about the future. At times the diagnosis was not given clearly
and they struggled to understand what the implications were, as Anna
described:
I was very worried, extremely, extremely worried … the doctor
… he was very cryptic … the only thing he was willing to divulge
was that there was a long list of concerns … and those are really
the only things that they told us … ‘Here, make an appointment
with these people so we can look into these concerns’ and my
husband and I were adamant about saying ‘well tell us! What
are they? Concerns with what?’ Anna
The trauma of the present moment seemed to bring past adversity to the
foreground. There was fluidity to the infiltration of the present by the past.
Time is embedded in personal stories which ‘weave together’ the threads
of a person’s life (Utley, 2010, p. 128). Many participants discussed past
difficulties and how they had coped.
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Past losses resurface in the present moment: ‘I had a
hard childhood’
Participants frequently described their journey towards achieving a
pregnancy. This journey included medical issues such as requiring IVF or
having a history of previous miscarriages or endometriosis-induced
infertility. Many participants discussed their childhood history and how
past traumas intruded into the present moment. Their histories invaded
the present and influenced their thoughts about the future in a multitude
of ways. The influence of the past included a loss of confidence in their
ability to achieve a healthy pregnancy, relationship difficulties and
memories that lurched unbidden into their present moments and
increased their anxiety. Many participants also described how decisions
made in the present moment were influenced by reflection on their
childhood and past traumas that helped them decide on their path into the
future.
Bruce (2007) argued that within each person and those who are close to
them exists a collectively-held knowledge of past and future which feels
fully present in each moment. According to Diprose (2006) events that
occurred in childhood are given meanings that partly depend on how these
incidents have been reflected on over time. Aaron and his partner Amber,
who was 18 years old, did not have difficulty achieving pregnancy but their
relationship and ability to cope was affected by Aaron’s childhood. Aaron
had endured an abusive childhood and discussed how his father taught him
to take drugs and break into people’s homes. His father was physically
violent and emotionally abusive:
He used to just beat me up and yell at me and tell me I’m
worthless. Aaron
Aaron said he had no example of what a good father was and knew he was
on a life path that included ‘drinking and druggin’ as well as prison
sentences. During the interview he struggled to find words to express his
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feelings. He felt these factors made it difficult for him to support his
partner even though he had good intentions. The past was always present
for Aaron and influenced his responses to his partner’s pregnancy.
Participants reflected on traumatic events that had occurred in their lives.
A traumatic past is part of an invisible structure that influences what is
occurring in the present and flows on into expectations and decisions
about the future. Merleau-Ponty called this the invisible depth and lining
beneath the visible (Merleau-Ponty, 1964/2000). The past is not something
that has gone and will never come back; instead it is present within every
person and continually shapes and influences them (FitzGerald, 1995).
Aaron did not expect to be treated well by staff; he would sink behind his
hoody and seem to disappear into his oversize track pants and sweatshirt.
He felt staff did not consider him when making decisions. He was very
offended when confronted by staff who asked him what he was doing in
the unit and treated him as someone who did not belong and had no
rights. His expectations may have been the legacy of his past and the
messages he received from his violent father.
Both Aaron and Rhys had fathers who did not show any interest in them or
the baby and this was painful for them. This was what Aaron expected
because his interpretation of the situation was informed by his past
experiences with his father. Though expected, it still wounded him in the
present:
Still hurts … I’m not really prepared for it. Aaron.
Rhys contacted his father, wanting him to be pleased about the pregnancy
and to give his support:
So I called him, but, yeah, you know so, that’s tough then … I’ve
never felt like I’d gotten a lot of support. Rhys
Both of these men expressed their desire for their family, particularly their
fathers, to be interested in them and care about them. It is possible that
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acceptance and support from the family was even more important in the
vulnerable time after the diagnosis of the fetal anomaly. These men also
expressed a desire to be different, to act in the future in a way that would
create a different legacy. Time and experience increase wisdom and selfknowledge through reflection and evaluation of past experiences (Evnine,
2007). This reflection led to an element of wishing to rewrite the story of
their own childhood and to avoid perpetuating the issues that wounded
them onto future generations. Aaron described what kind of father he
wanted to be:
Somebody who’s there for their kid and provide for him
physically and emotionally ’n money wise ’n pretty much be the
Dad my Dad never was. Aaron
All participants had to make multiple decisions and many recognised that
although they were independent of their history, it still influenced them.
Even when participants theoretically understood problems from their
childhood, it was not easy to sever the effects and many responses to
situations were made subconsciously. The past was always with
participants, it infiltrated and resurfaced in their present and sometimes
the memories came unbidden. The past formed the foundation of
decisions made in the present and flowed forward into their future.
Ben described how he tended to bury his feelings due to difficulties he
faced during his childhood. He recognised this pattern and had worked
through a process of healing and realised becoming a father himself would
bring those memories back into sharper focus:
I’ve wept hundreds of hours, just part of the process of healing
my heart … used to grow up stuffing my feelings … being a
father probably will bring back some memories of things …
there was some challenges growing up a few things that they
[parents] readily admit that they … should have done a few
things differently. Ben
A person’s perception is ‘borne by the past as massive Being’ without
exhausting it (Merleau-Ponty, 1964/2000, p. 244). For the participants, the
Chapter 5: Compressing a lifetime of love into distorted time

124

invisible aspect of the past existed within the present and made it possible.
FitzGerald (1995) describes personal history as a lens through which people
comprehend their current experiences. It constitutes and reveals their
identity and values in the present (FitzGerald, 1995). Penny and Darcy were
a professional couple who had wanted a baby for years but their pregnancy
was complicated by painful ovarian hyperstimulation:
We … finally got pregnant … through IVF and … then we found
out we had twins … so that was exciting. We actually had a
really rocky start to the pregnancy because of my reaction to
the fertility drugs … it was pretty severe and so for the first 12
weeks of the pregnancy I was extremely sick and we were
draining … fluid from my abdomen every other day. Penny
Penny perceived her pregnancy as precious and hard-won despite, or
because of, the trauma she had experienced. Participants reflected Al-Saji’s
(2007) description of the personal past as a compilation of former present
moments that have been preserved and leave an invisible aspect of the
visible in the actions of the present. The past makes possible the present
and the past infiltrates the present. For participants any past trauma
increased their anxiety. Individuals who were already anxious and stressed
reacted more strongly to negative external stimuli and experienced time as
moving more slowly when they were under threat (Bar-Haim, Kerem,
Lamy, & Zakay, 2010). For many participants in this study, traumatic events
in the past reduced their confidence in the future. Other people were also
influenced by their past and this could negatively affect participants’
interactions with them. Personal issues or past issues could invade the
work of health professionals in the present moment with unfortunate
consequences. Selena and Charlie described this experience:
There was this really bad experience at the clinic because this
woman, the genetic counsellor … she had some health issues
and then when she told me about it she was crying, so that
really stressed me out … we didn’t really know what it was.
Selena
She made it seem worse. Charlie
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When this occurred, participants were adversely affected by the state of
the health professional who was unable to be truly with them in the
present moment and ensure the interaction revolved around participant
needs.

Past disappointments influence present expectations:
‘I just resigned myself’
Many participants’ stories indicated a lack of confidence in the future
resulting from their past. Amelia did not believe she could become
pregnant and carry a pregnancy because of her history of past losses:
We miscarried … I didn’t know why … and then I had a
laparoscopy … and then I … had an ectopic pregnancy and so …
we just thought that maybe we wouldn’t be able to fall
pregnant again, or we would but it wouldn’t work out … and I
fell pregnant again and everything was going fine up until 16
weeks when they saw something on its spine. Amelia
Shelley had so many disappointments trying to become pregnant she could
not believe she was pregnant despite three positive pregnancy tests. Again
the past was invading the present moment in time. As Zhou (2010)
discussed, people experience construction and reconstruction of meaning
as they encounter and consider their experiences. For Shelley and many
other participants, past difficulties became part of the meaning of current
events because of their reflection and understanding of what had gone
before:
We tried for a year and a half … doing the temperature … taking
Clomid … getting a blood test every month to see if I’d ovulated
… I said, maybe, maybe I should just take one more pregnancy
test, just to see before we get into the full fertility things … I
hadn’t wanted to take one ’cause I just didn’t want to see
another negative sign … I happened to have three tests left, and
took one and it was positive, ohhh, and I took another one
before I went to bed and it was still positive, and I took one the
next morning and it was still positive so I called the Midwives …
cause I think I’m pregnant and ‘why do you think you’re
pregnant’ ’cause I had three pregnancy tests that are positive,
‘We’re pretty sure you’re pregnant if they’re all positive’ I still
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want a blood test … so we were ecstatic, my family was just
thrilled ’cause … we’d been trying for so long and everybody
was kind of feeling a little heartbroken that it was so hard for
us. Shelley
Both Dean and Kate understood they had no control over some aspects of
their lives and had developed a tolerance for bad news. They expected the
past to be perpetuated in the future:
I did a lot to get this pregnancy, and so we did play a part but
you can’t control everything, so I just resigned myself to,
whatever happens happens. Kate
The previous miscarriages to this point have kind of taught us …
a bit of tolerance for the pretty bad things that do happen, so
now … we were prepared for bad news. Dean
Dean and Kate expected to get bad news because they had so many
disappointments in the past. Their past experiences led to the expectation
of more bad news and more problems in the future. The past influenced
their response to what was happening in the present and also influenced
future decisions, expectations and coping skills. As Merleau-Ponty
(1945/2004, p. 478) argued, ‘past, present and future exist only too
unmistakably in the world, they exist in the present.’
Each participant held within them their past and future and this influenced
their actions and belief systems. Layla considered how her actions would
have been different in the present if she had been aware of a past family
history of spina bifida. Layla imagined and shared her grandmother’s pain:
My grandmother had a son die from spina bifida but I didn’t
even know … I wish I had known that, I could have pounded the
folic acid more, I didn’t know it was in our family. But my
Mum’s older brother died of spina bifida … so that just broke
my heart picturing her… he died at about a year and a half and
it was from the hydrocephalus. Layla
The past also had the capacity to build resilience and confidence. Layla
brought the past of her husband’s near death into the present moment
and remembered she had faith he would survive, even though:
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The doctor told me … they put him in a medicated coma … and
he continued to seize … there’s nothing we can do to stop it and
… you need to call his parents … so that’s when I realised okay,
this doctor thinks he’s gonna die. Layla
Similarly, Tara’s past included traumatic surgery during her previous
pregnancy so she expected everything would be normal as she had already
dealt with her fair share of problems:
I wasn’t expecting anything and then they had found a tumour
on my ovary with my first pregnancy … I had a surgery to
remove it and … that was pretty traumatic and so this second
time around I was like, at least I’m not dealing with that and I
had no idea. Tara
For participants in this study, the past was intricately linked to both their
present and future. However, their perception of time, be it past, present
or future, was not an objective commodity but rather a reconstructed life
force that seemed to have become distorted.

Distorted time versus chronological time: ‘It seems like
a lifetime ago’
Time is too slow for those who wait, too swift for those who
fear, too long for those who grieve, too short for those who
rejoice.
(Van Dyke, 1904/2007)
It sucked, I mean time just stood still. Charlie
Circumstances and bodily emotions affect the perception of time and the
interpretation of information (Bruce, 2007; Kern, 2000; Murray, 2000;
Niedenthal, 2007). For people who are coping with illness, time tends to be
experienced as felt, embodied time in contrast to the disembodied way
linear or clock time is structured (Young, 2002). This was the experience of
participants in this study who became bodily immersed in their own
subjective perceptual time, describing how it felt as if it time had sped up
or slowed down.
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Just after diagnosis Amelia described the overwhelming task of trying to
consider all the aspects of the diagnosis and what decisions needed to be
made when time seemed to be passing too rapidly:
Everything happened so quickly that there was a lot to think
about at that point. Amelia
When participants looked back it seemed as if time had warped and the
experience had a different, other worldly quality, similar to watching it
happen to someone else. For many participants, time with the baby in
hospital was stressful and there was always an underlying level of concern
and anxiety they had to deal with:
I went back there [hospital] and it was just like two weeks ago
that I’d been there, but it’s like it seems like a lifetime ago ... So,
it’s been really strange. It’s been sort of surreal … the whole
experience at the hospital, it was really difficult but we were
just going with it and … when we got home … I realised it was
this level of anxiety that we were just kind of dealing with. Rhys
Once Rhys and Wanda were home they could see how much stress they
were under while in the hospital with their sick infant. Anna also expressed
how time became distorted for her:
I look back from when we first found out … and although that
was what three months ago I feel like it was just ages ago …
boy it seems like just yesterday that I thought everything was
just fine and dandy and … to where we are now, it just seems
like sooo long ago, it’s almost like time has flown but time has
gone by so slowly at the [same] time. Anna
Linear clock time dominates Western society and hospitals (Ziegert et al.,
2009). However, individuals dealing with illness or trauma find their own
subjective self-perceived and reflective experience of time is the most
significant for them (Ziegert et al., 2009). This occurred with participants
who, though very aware of the institutional hospital schedule, lived mostly
in subjective time which was associated with their feelings about the
events occurring. Once home with their seriously ill infants, time continued
to be altered:
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Well it’s been sort of a roller coaster ride, really, it’s just
amazing to look back on everything that’s happened. It seems
like, I mean he’s been with us for months now; it seems like six
months of stuff happening. I mean it’s so packed. Rhys
Well it feels like, I mean he’s only like a little over two months,
but it feels like it’s been six months. Selena
The sense of how fast time was passing was distorted for participants. They
were subject to anxiety and change and multiple procedures and events
while in an emotionally charged situation. The subjective perception of
time is strongly linked to external factors such as changing circumstances,
emotions, and cognitive factors (Bar-Haim et al., 2010; Danckert et al.,
2007; Droit-Volet & Meck, 2007; Murray, 2000; Thomas, 2005; Walsh,
2003).
When subjective time is overestimated it is known as ‘time dilation’, ‘time
subjective expansion’ or ‘chronostasis’ (van Wassenhove, Buonomano,
Shimojo, & Shams, 2008, p. 1437). Time estimation is subjective with
unpredictable events resulting in greater temporal dilation where time can
seem compressed or contracted (van Wassenhove et al., 2008).
Participants in this study experienced both time dilation and time
contraction and were living with their own personally perceived time yet
they could not avoid interacting with institutional time.
The linear model of sequential time used by the health system requires
multiple appointments which could be time consuming and involve long
waiting periods for already stressed parents:
I look at my calendar and I think, ‘oh gosh, I’ve got that
appointment with the paediatric surgeon, I’ve got this
appointment the next day … I get a little apprehensive before,
and a little bit tense before appointments because I know that
we’re going to be talking about things that are difficult to talk
about. Anna
The multiple appointments and the changes participants were confronted
with initiated an alteration in their experience of time. Difficult procedures
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seem to make time last longer and time is perceived as going more slowly
when people feel threatened (Bar-Haim et al., 2010; Murray, 2000). The
human brain also has a bias toward the perception of negative stimuli
which is perceived as longer lasting than positive stimuli (Bar-Haim et al.,
2010). Participants often felt overwhelmed by their multiple appointments
and responsibilities. Being overscheduled and overwhelmed is known to
disrupt everyday life and lead to fragmentation of time (Ziegert et al.,
2009).
Time distortion was evident in the participants’ stories and was an
important part of their experience. Cognitive research indicates the
estimation of temporal intervals is a critical aspect of everyday behaviour
(Esposito et al., 2007). Multiple brain regions are involved in time judgment
and this shows how complex and important temporal experience is and
indicates that time, space and action may interface and be multimodal
(Bueti, Bahrami, & Walsh, 2008). Temporality was an important factor for
participants as they felt the relentless and unavoidable passing of time.

Maximising precious time: ‘This is all I have, this time’
The participants knew their pregnancy was finite and must end. They were
acutely aware their baby’s birth was inevitable at some point in time.
However they knew while the fetus was in-utero their maternal body could
maintain life. Participants spoke of wanting to delay the passing of time
because birth would bring to an end the protection that pregnancy
afforded them and their baby:
It was stressful, I kind of wanted him to stay inside forever for a
while, but then I realised he can’t stay in there forever, but I
would have rather kept him in there because I knew when I had
him inside he was safe but as soon as he came out it was going
to be bad. Daisy
If the pregnancy could last forever or be prolonged indefinitely, there
would be more time with the unborn baby and the trauma of dealing with
the anomaly or with death would be delayed. Merleau-Ponty (1945/2004
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p. 388) recognised ‘a present without a future, or an eternal present, is
precisely the definition of death.’ Bella’s baby had a lethal anomaly and
went home on hospice care where she awaited her baby’s inevitable
death. During an incident when Bella’s baby stopped breathing it was as if
time had stopped:
You don’t realise how much you love somebody until something
like that happens and I, oh my gosh, it was like, my whole life
was just on pause and everything, oh, it’s almost, it’s just still
during that moment when I thought I was losing her and it’s like
no, this can’t be how it happens. Bella
When a frightening event occurs, time is distorted; it feels fragmented and
surreal and time seems to pause as the moment of crisis expands. This has
been described by Murray (2000) who argued that serious life-threatening
instances made life seem to stop.
Participants began to focus on the present moment with the baby as a way
to maximise contact with them because time moved forward relentlessly
towards a future that held the baby’s last day of life. Not knowing how long
the baby would be with them created tremendous anxiety and every
moment of time with the baby became precious. So much had happened,
and time seemed so densely packed with events and emotions that it was
altered significantly as the present became privileged time for participants:
I made a promise to myself that I was going … to enjoy the rest
of my pregnancy … this is all I have, this time. Anna
Merleau-Ponty said as the ‘body unites present, past and future, it secretes
time’ where ‘events project round the present a double horizon of past and
future’ (1945/2004, p. 278). This projection occurs ‘on the basis of the
implications contained in the present’ (p. 210). Because of the baby’s
anticipated short life, experiencing the present moment became vitally
important. The implications of the diagnosis ‘contained in the present’
radiated forward and formed the intentions and desired actions. In keeping
with the work of Al-Saji (2007) the participants found time was
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reconfigured and became more directed to the present moment so that
moment could be lived and perceived with more richness and depth.
Being immersed in the present moment by living one day at a time helped
participants establish some control of their life and take the focus off the
future. Life is what is lived, therefore the baby had very little time to live a
life that would be remembered and held onto, so every moment became
invaluable:
In the beginning I felt like if I am not thinking about her all the
time then I’m either not being a good mother or, I think because
… I didn’t know … when her life was going to end. It could be a
week or it could be two weeks so I wanted to spend every
moment thinking about her and letting her know that she was
loved and so when I wasn’t thinking about her I felt like, Oh my
gosh I’ve just wasted 10 minutes not telling her I loved her.
Isolde
At the death of an adult, one can look back at the life they lived and who
they were by examining the totality of their life’s actions (Priest, 1998). The
participants in this study are not grieving the loss of an adult but rather an
infant. When the time to live a life is short, each moment is treasured.
Participants honoured the past and future in the present moment as they
experienced it. Participants wanted to delay the inevitability of time
passing and distorting time was a way of achieving this. All participants
were very conscious of the limited time they would have with their baby.
They were aware that once the baby was born the clock would be set in
motion:
It’s very difficult because I know once I do have him, it’s like the
clock just starts ticking and I almost just want to keep him
inside me where he’s safe and sometimes that’s just
overwhelming, I just think of all the things that I have to do and
before he even gets here, and there’s … just so much planning
involved … how do you just wrap your head around the fact that
you have to plan your son’s birth and potentially his funeral
shortly after. Anna
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After birth the clock continued to mark the passing of the time that would
define the baby’s life. Jasmine described her experience of being given her
baby boy and awaiting his death:
I just watched the clock, literally I laid there in bed and I held
him … and I watched the clock and I listened to him breathe and
I watched the clock, it was … this real journey, night time was
really my special time with him. During the day he would be
passed around from the Grandpas and Grandmas and Aunties
and Dad … he had a really special time with his Dad. His Dad …
beforehand he’d really had a tough time just processing
through it, and the second he was born he … turned into a
superhero, and he was … comforting him and singing to him …
that was really meaningful. That night … it was him and me and
the clock and I just watched and prayed … My sister was
holding him, I mean we were literally watching the clock … she
thought she had heard him kind of labour in his breathing. …
My Mum and Dad were going to go take a shower and come
back and she was like, don’t go, you need to stay here ... so I
started panicking, I’m like ‘oh my gosh he’s going, he’s going.’
Jasmine
Bruce (2007, p. 153) describes complete moments of ‘being-time’ that
holds within it past, present and future; parents appeared to enter this
realm of time when they met their baby. The participants did not want to
miss any of their baby’s precious life, nor did they wish their family to miss
it. When they met their baby they held within them their background, the
unknown future and the present moment which they tried to live day by
day.
I get a little crazy, I think too much, she’s like one day at a time.
Charlie
Living one day at a time helped participants survive. Bella indicated how
she coped by being engaged with the baby in the present moment:
You can’t afford to look forward, I mean, there’s just too much
that could happen and you miss out on what is happening when
you do that … You just live kind of a day-to-day, and just take
care of the now instead of what could happen, that’s how we
really got through, and how we’re still getting though. Bella
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Bella’s experience echoes Bergson and Merleau-Ponty’s concept of
‘attention to life’ which adds dimension and depth to experience by
attending to the present moment (Al-Saji, 2007). Parents wanted to enjoy
the time they had with the baby and were bonded to them. This occurred
both during pregnancy and after birth. Anna considered what was
important to her:
To enjoy the time that I have with him and this is it, so I talk to
him … every day. Anna
At birth, parents wanted the baby to be in their arms and to do as much as
they could with their baby. This time was vital for women and interference
with these irreplaceable moments made bonding more difficult. As Shelley
described:
I was visiting with this child and I didn’t really feel like I had a
bond, like this was my child … and of course I loved him but … I
didn’t have that overwhelming parental feeling for him when I
first spent time with him. It was really hard for me to make a
connection at first … it really wasn’t until about a week later,
when we got to hold him for the first time, and I finally felt like
okay this is my son … the other thing with having a c-section
you don’t really experience having him, I didn’t see him come
out of me. Shelley
Women have a desire to connect with their baby and when the baby is
removed at birth it becomes more difficult for women to form that
connection (Dahlen, Barclay, & Homer, 2010a). Anna’s baby had been
expected to die at birth but survived. Anna described how she started to
live in real perceptive time and appreciated the present moment even
though she was preparing for the inevitable death of her baby:
It’s really … how you choose to handle the situation in real time
… that’s kind of how you get through it. It’s still in the back of
my mind that … I could lose him at any time and that’s still
difficult … the biggest thing that I’ve learned so far … is the
importance of living right now, just taking every day one day at
a time, everyday is a blessing. Not looking too far ahead
because sometimes what’s most important is what’s in front of
you right now at this very moment and we have him and …
today is blessed … you just have to go through day by day by
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day … but we’re still mentally preparing ourselves … it’s kind of
an ongoing thing, we had mentally prepared ourselves before
we had the baby for what we thought would happen
immediately but we’re blessed to have this chance, but are still
in the back of our minds preparing for an eventuality … we
don’t know when, but he will eventually pass away, but right
now we’ve got him. So, we’re delighted. Anna
Anna also supported her children in appreciating what they had in the
present moment rather than focusing on how long his life was. As a family
they made a choice to love their baby unconditionally even though it made
their loss more painful:
When you know he’s not going to be here for very long then …
some people would tend to back off and say ‘well you know I
don’t want to get too close because it’s going to hurt all the
more when he does go.’ So I think as a family … we’ve stressed
how important it is to … just enjoy this, let’s not focus on how
long we’re going to have him or the life that we’re not going to
have with him, let’s focus on what we’ve got now, and right
now we’ve got him and he’s precious. Anna
No one could predict how much time participants would have with their
baby so they wanted to maximise time with their newborn.
We were doing everything to maximise that time with him.
Jasmine.
The length of time the baby was expected to live made a difference to
future plans that revolved around time with the baby. Isolde planned to
spend every moment with her child:
In the beginning, we weren’t sure if she did make it to term,
then we weren’t sure how much time after that she would live
… so then I was thinking that, oh I’m going to quit my job, I’m
gonna make do with one income … I don’t know how, but one
income, so one of can spend as much time with her as possible
and so it’s just thinking of ways to spend more time. Isolde
When she found out the baby would most likely survive she was able to
relax:
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We’re not sure how long she’s going to live afterwards … it
could be an hour after birth that she dies or maybe a year or
two afterwards, if I have two years with her then I’ll spend
every day, two years with her but now it, it looks like she’s
gonna live till adulthood, so then, I don’t have to think that way
anymore … so we still love her and appreciate her, but not feel
like, every waking moment we’d be with her. Isolde
Existence is finite and a person’s being is always moving toward death, but
to live a complete life means to be in the moment, feeling what happens,
not merely contemplating it (Priest, 1998). Participants wanted to be in the
moment experiencing the life of the baby. Whatever happened, having
time with the baby in their arms was an absolute priority:
I want to be with him, and if it’s looking like he’s in great
distress, to where they’re thinking he’s going to be dying almost
immediately, then he’s going to be in my arms. That’s what I
want … any sort of aggressive diagnostic tests … we don’t need
to know any more than we already know, it’s not going to make
anything better, if anything it’ll make it worse … if we’re in an
emergent situation … where he’ll be in distress and could die
instantly, I would like some time with him, even if they need to
stabilise him for a little bit just to give us a little bit of time with
him … but, I want him in my arms or my husband’s, I want to be
able to dress him and bathe him … I guess it’s cramming a
whole lifetime of things into whatever time you’ve got so that’s
going to be important, so those are things that I’m thinking
about in my birth plan. Anna
Medical testing to confirm the diagnoses, and routine procedures such as
giving the vitamin K and Hepatitis B injections, were no longer considered
important. The participants needed the baby with them:
I got to experience every precious second of those first few days
because I didn’t sleep, I never slept for three days ’cause …
there was no way I wanted to miss, I couldn’t imagine the
feeling of missing him and you know, he’s gone and I never get
to see him again and so I never slept. Jasmine
When their baby did not live, the grief of participants was in a sense
timeless. None of the twin pregnancies in this study resulted in two living
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babies and the surviving baby was a constant reminder of past loss and the
loss of the future with their baby who had died:
I think it gets harder … one of my colleagues in Canada had lost
… an infant and he just said, people will always tell you time will
lessen the pain, but he said it doesn’t lessen and, I think Penny’s
right, you hit milestones, she rolls over now, she does
something … you’re like well this sucks but … we didn’t have
time to think about it, but now, and especially I think as she
gets older I think it’ll be harder and harder for us. Darcy
Participants described their direct experience with time and how past,
present and future seemed like the tributaries of a river that ultimately
become one. Time could not change the loss that was grieved in the
present.

Chapter summary
Participants directly experienced situations where their sense of time
perception was altered by their emotions and the way they interacted with
the world as embodied temporal subjects. The commonality of time
distortion for participants indicates it was an important aspect of their
experience. Time distortion commenced at the diagnosis and occurred on
many levels. The present was considered through the filter of past
experiences and influenced future decisions.
Difficult or painful situations could pass distressingly slowly, alternatively
future events regarded with dread seemed to come all too quickly and
waiting for them caused stress and anxiety. Time was also experienced as a
precious, limited commodity that allowed treasured time with the baby.
Participants wanted to maximise time with the baby both before and after
birth. It is suggested time distortion was a coping mechanism that helped
give participants space and resources to deal with the situation.
Participants were also faced with the unknown future-to-come and this
uncertainty added to their anxiety. The next findings chapter ‘Competing
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realities and the uncertainty paradox’ will discuss the experience of
participants after their lives were invaded by uncertainty.
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Chapter 6:

Competing realities and the
uncertainty paradox

Introduction
The experiences addressed in this chapter involve juxtaposition between
competing realities and the uncertainty paradoxes these created.
Uncertainty had a paradoxical nature because participants were told there
was certainly a fetal anomaly but the prognostic outcome was often
uncertain. Pregnancy had given joy to the heart but the diagnosis had
caused paralysis to the soul. Participants were continually oscillating
between opposing thoughts and emotions. Five sub-themes are discussed
in this chapter. The first explores how participants constantly faced
competing realities and paradoxes arising out of uncertainty. The second
examines how participants sought safety in a world that suddenly felt
strange and alien. The third sub-theme describes how participants sought
some normalcy in a sea of abnormality. The fourth describes how they
opened to the unseen as the fetus became visible. The final sub-theme
addresses how participants continued to function while seemingly
drowning in a chaos of uncertainty.
Categorising the sub-themes for this chapter has been difficult as they are
so interwoven. Time was addressed in the last chapter; however, it
continues as an ‘essence’ that weaves through all chapters. In a
phenomenological sense the participants also dealt with the embodied
nature of pregnancy and the intertwining of mother and fetus. The
Merleau-Pontian concept of the visible and invisible is relevant to the
exposure of the fetus previously hidden within the maternal body as
participants were opened to the things unseen. The visible and invisible
sides of experience and its reversible nature are also present throughout
each sub-theme in this chapter.
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Torn between competing realities: ‘I go back and forth’
The majority of fetal anomalies are diagnosed in women who are in good
health and considered low risk (Phadke et al., 2003). Previous studies have
demonstrated the incongruence that left mothers feeling incredulous and
deeply shocked when they received a diagnosis that was diametrically
opposed to their expectations (Lalor, Begley, & Galavan, 2008; Phadke et
al., 2003; Schuth et al., 1994; Statham et al., 2000; Van der Zalm & Byrne,
2006). McCoyd (2007, p. 39) argued parents have ‘mythic expectations’
about pregnancy, believing healthy people will have healthy babies, and
their ‘healthy denial’ combined with taken-for-granted expectations result
in a cruel and unexpected violation of their worldviews when a serious
problem is uncovered.
Ultrasound has evolved into a routine social procedure that is increasingly
seen as a way of confirming a healthy, viable pregnancy. It was not viewed
by the participants as a medical procedure with the purpose of diagnosing
a fetal anomaly and although parents may have considered the possibility
something could be wrong, this thought was held in abeyance. As Tara
explained:
Going to the appointment … it’s like oh yeah I want a healthy
baby but, is it a boy or a girl? That’s really what’s on your mind.
Tara
The perspective that ultrasound is a simple routine procedure to confirm
fetal health (Eisenberg & Wapner, 2002; Ekelin et al., 2004; Jones et al.,
2005; Kowalcek et al., 2002; Seror, 2007) and find out the gender is widely
supported by the literature (McCoyd, 2007; Schoonen et al., 2011). In
Western nations, it is increasingly assumed that sophisticated, modern
medicine and medical technology can protect pregnancy and will produce a
healthy baby. However, rather than the expected reassurance, ultrasound
often creates a burden of uncertainty and anxiety (Aite et al., 2011;
Borsellino et al., 2006; Kowalcek, 2007; Statham, Green, & Kafetsios, 1997).
Therefore parents end up torn between competing realities involving the
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life they had believed they would have and the reality they were given. This
was the situation participants were thrust into at the time of their initial
ultrasound. As Anna said:
You just take for granted that you find out you’re pregnant and
afterwards you just come home with your beautiful baby ... and
that doesn’t happen all the time. Anna.
Believing the ultrasound will provide positive reassurance, and avoiding
thinking about the possibility of a fetal abnormality is seen as a protective
defence mechanism that reduces maternal stress resulting from placing the
pregnancy under surveillance (Ekelin et al., 2004; Fisher, 2011; Kowalcek,
2007). According to Schuth et al. (1994) all women have a degree of diffuse
concern over the possibility of the baby having an anomaly. However,
some healthy denial of risk to the fetus is protective (McCoyd, 2007).
Generally individuals estimate their risk of a fetal anomaly as lower than it
is for others due partly to an optimistic denial of the possible risk
(Kowalcek et al., 2002; Kowalcek, 2007).
For participants the ultrasound was an important experience with
enormous emotional significance that initiated a transition towards
parenthood. Both male and female participants were affected by the
ultrasounds. Dean visualised repeated scans and then identified himself as
a father with a strong bond to the fetus:
I’ve seen more than I think most fathers, that cements,
reinforces the bond of, and that’s what makes this baby so darn
valuable because we’ve seen it so much … You feel a stronger
link than I think if you didn’t see an ultrasound … it means a lot
and as a father seeing that it’s important. Dean
Previous studies have indicated visual access to the fetus increased men’s
commitment to the pregnancy and enhanced their identity as a father and
this began with the first ultrasound they witnessed (Draper, 2002; Fisher,
2011; Kowalcek, 2007). As the fetus became a baby, the man became a
father. Visualising the fetus on ultrasound is frequently the partner’s initial
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contact with the fetus, hence their strong psychological involvement in the
scan (Kowalcek et al., 2002).
At eight weeks’ gestation, the pregnancy is not visible externally but
women often experience their pregnancy through tender breasts, nausea
and fatigue even though fetal movement is not yet felt. Samantha and Max
discussed how the early ultrasounds made the pregnancy real and turned
the fetus into a visible child:
Definitely it’s something that affected wanting to keep the child
… having seen … the eight week ultrasound and it actually
scooted back and forth and … you know it’s really alive in there
even though you can’t feel it. It really makes it concrete.
Samantha
The first scan definitely brought it all home … we’re having a
baby … Samantha would say ‘I feel him moving’ and … when
you actually saw it on the scan … it made it so you were seeing
the same things as Samantha was feeling, so that was nice to
get that connection. Max
Technological access to the fetus through early ultrasounds is reported to
increase parental happiness, establish fetal reality and endow personhood;
this includes personality, character attributes, identity and autonomy,
which encouraged emotional bonds to develop earlier in the pregnancy
(Alhusen, 2008; Brisch et al., 2002; Draper, 2002; Ekelin et al., 2004; Fisher,
2011; Kowalcek, 2007; McCoyd, 2007; Perrin, Von Wyl, Burgin, Simoni &
Klitzing, 2005; Williams, 2005). Some parents have found the fetal
ultrasound pictures disturbing if the fetus looks distorted or alien
(Cadogan, Marsh & Winter, 2009; Campbell 2006).
The image from the ultrasound may become the first picture in the baby
album, one to proudly display, enjoy and discuss with friends and family.
Ultrasound has become a social procedure that is part of the initiation to
parenthood; it is a way to meet the baby and is looked forward to with
excitement. This was no different for Bella, who said:
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When I come home … it’s fun to put her little pictures on the
fridge, just enjoying every moment that I have. Bella
Ultrasound has the ability to make the fetus a child, something that
previously occurred at birth (McCoyd, 2007). The ultrasound is considered
a unique and important milestone that is part of the process of becoming
parents, and is also capable of inspiring amazement and love for the baby
(Ekelin et al., 2004). Callum and Bridgette took their family to the
ultrasound appointment to share the exciting experience with them. After
the scan they had planned a party where they would open an envelope the
sonographer had given them and let everyone know the gender.
Instead, Callum and Bridgette received the diagnosis of a fetal anomaly at
the appointment and then drove to their house, arriving just moments
before their guests. Their planned celebration then became an emotional
ordeal. Strong emotional reactions were evident in Callum and other men
in this study. The shock sent Callum into what he described as a state of
paralysis:
I just remember thinking … I don’t know what to do right now. I
don’t often have moments of kind of paralysis … I saw my Mum
and I just couldn’t say anything … I just knew that if I would
start talking I would probably start crying and so I just went like
this with my hand just come back … my Dad put his hand on my
… back as we were walking and I started to tear up a little bit …
and Doctor [name] explained the condition to them and showed
them some ultrasound pictures … I feel like things slowed down
a bit then and I could start to pick up what she was saying and
my Dad wrote down the name of it, ’cause at that point … it had
come by me in a blur and I couldn’t have told anybody what it
was and they were a little calmer so they could ask questions
that I had not thought of … what was it?... life expectancy?
Quality of life? ... I don’t really remember leaving. Callum
Emotional numbness and overwhelming shock are generally accepted as
the initial stage of a parental reaction to a serious fetal anomaly detected
on ultrasound (Aite et al., 2006; Hunfeld et al., 1993; Pelly, 2003). It is also
normal for parental distress to be so strong at diagnosis that their ability to
comprehend and recall information is seriously compromised (Skari et al.,
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2006). Phenomenologically speaking, a person is enmeshed in their world
and when this enmeshed connection is disrupted by the diagnosis,
equilibrium is dramatically disturbed and replaced by a feeling of total
disequilibrium. The heart is in the body as the body is in the world, they are
interrelated and intertwined (Merleau-Ponty, 1945/2004). Tara described
this disequilibrium:
You just have no idea till you find out, so … that kind of limbo
was weird … I remember feeling numb, not knowing what to
expect. Tara
Larsson, Crang Svalenius, Lundqvist and Dykes (2010) argued the
ultrasound diagnosis of an anomaly results in powerful emotions that have
variously been described as including anger, anxiety, depression,
loneliness, sadness, hopelessness and grief. Other studies noted extreme
sadness, eating and sleeping disorders, fearfulness, inadequacy, anger,
intrusive thoughts, images and dreams (Hunfeld et al., 1993; Statham et al.,
2000). Skari et al. (2006) found women with a prenatal diagnosis exhibit
significant psychological distress, and this distress is said to be the price
paid for ultrasound screening. Both male and female participants in this
study indicated their distress at the diagnosis. Fisher (2011, p. 46) noted
that during pregnancy, couples already feel like parents expecting a baby,
therefore a diagnosis even in the first trimester initiates grieving over ‘the
loss of a healthy baby’ not an immature fetus.
All participants eventually became strongly attached to their ‘baby’ during
the pregnancy as the fetus was part of the mother, known uniquely by her,
hidden and protected in her body, bathed by feelings of maternal warmth
and love that invaded her pregnant body and wove themselves around the
fetus, protecting and nourishing the baby. The maternal love and
attachment to the baby did not occur at birth but gestated and grew with
the pregnancy. As Bella described:
I get to feel her all the time hiccupping and kicking and
squirming around, but actually being able to see her, and see
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her little hands ... her nose, her Dad’s nose ... it’s really neat to
actually be able to see her… it kind of brings it to a different
level, real, instead of just a squirmy thing in your tummy. It’s my
baby girl. Bella.
It was a privilege to witness how the female participants in this study
caressed their abdomen or whispered gently to their unborn child; they
were already mothering. They did this subconsciously while engaging
consciously with the interview that was taking place. There was no
Cartesian distinction between subject and object, instead an intertwined
and symbiotic relationship where the fetus and mother interacted,
responded and changed each other.
The nurturing attachment of parent to child is an essential prerequisite for
human survival, hence parents have a strong predisposition to be attached
to their baby (Siddiqui, Hagglof, & Eisemann, 1999). The bonded
relationship between mother and child commences during early gestation
as the physical changes inherent in pregnancy and fetal development occur
and influence each other (Alhusen, 2008; Lathrop & VandeVusse, 2011;
Robinson, Baker, & Nackerud, 1999).
Attachment is important for motivating mothers to provide a safe,
protective environment for their baby. The mother’s attachment is
determined by her past history, the present situation and her support
structure and environment. Even in a normal pregnancy the transition
towards motherhood is both a challenging and complex process which
necessitates ‘extensive effort psychologically, socially, and physically’ and
women often feel ambivalent in early pregnancy (Alhusen, 2008, p. 324).
During this transition to motherhood new ‘possible selves’ emerge as sense
of identity is transformed (Smith, 1999, p. 281). Many complex events and
milestones influence the process of attachment between a mother and her
unborn baby including feeling fetal movements. Women begin
transitioning to their role as a mother by preparing for the baby, planning
maternity leave, conceptualising the newborn and how life will change
(Alhusen, 2008; Robinson et al., 1999). These are the subtle intangible
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changes that provide the deep stirrings that culminate in the bond
between parent and child (Robinson et al., 1999). As Bridgette reflected:
I’m thinking about being a Mum all of a sudden on Tuesday and
I’m pretty terrified today … when we found out the date I was
just excited and really ready, and feeling like oh boy, in less than
a week we get to meet our son but I think I go back and forth,
and I think this is true for all of pregnancy, you feel so excited
and you feel so happy and so anticipatory about meeting your
child and getting to know a whole other person and seeing the
embodiment of you in the person you love most, I think that all
those things are so exciting tempered with you know, you’re
terrified your life is changing and you’re giving up a huge part
of yourself. Bridgette
Some participants described feeling unable to prepare for the baby and
this initial distancing probably served a protective function. Isolde
describes how she felt:
I was supposed to go to, with my sister-in-law to go register [for
baby items] but I felt almost like that would be a waste of her
time, my time, her energy, doing that so I held off … I couldn’t
get myself to think positively about investing anymore, I guess
energy into it, so I held off on putting her room together. Isolde
Isolde’s reaction indicated the diagnosis was so onerous and life-fracturing
it required a period of adjustment before she could make any decisions.
Åhman (2010, p. 91) argued that women have a powerful biological need
to bond with their baby but may experience problems attaching to a
‘damaged’ baby due to anxiety and fear of negative outcomes. They may
oscillate between the enhanced bonding they feel during the ultrasound
and the tentativeness and ambivalence induced by the diagnosis. Isolde
discussed her emotional response:
At first it was really depressing and I thought really negatively
and in the beginning … I think for about a week … I just kept the
door closed to the nursery and planned her funeral. It’s been
really, really difficult. Isolde
Kowalcek (2007) noted a cascade of psychological and psychosocial
conflicts and repressed fears may be initiated by the diagnosis. More than
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half of the mothers in a study by Aite et al. (2006, p. 651) had a ‘difficult
relationship’ with the unborn baby until the prognosis was clearer to them.
Other studies have identified that when parents were informed about a
fetal anomaly their reactions were severe enough to indicate a serious
mental imbalance (Van der Zalm & Byrne, 2006).
Initially Isolde had difficulty bonding but eventually became strongly
bonded to her baby. Brisch et al. (2002) found women with a high risk
pregnancy, including a serious fetal diagnosis, expressed more ambivalence
and were less accepting of their pregnancy. In this study all participants
became bonded with their baby, even if some initial ambivalence did
occur, as it does even in normal, healthy pregnancies. Instead, as Layla
indicated it seemed bonding was enhanced following the diagnosis:
I feel way more bonded with him than with my other two before
they were born just ’cause I see pictures of him all the time, I
know his habits a little more, I monitor him more when, I’m
more aware to feel him to make sure he’s moving. So it has
been entirely different than my other two in a lot of respects.
Layla
A study by Allison et al. (2011) found invasive fetal testing resulted in
stronger maternal-fetal attachment. This occurred with the participants in
this study; however, most other studies have indicated a decrease in
attachment with anxiety.
Participants were now dealing with the loss of the healthy baby and trying
to determine what the implications of the diagnosis were. They were
plunged into a world that felt unsafe and began to search for ways to feel
safer and less threatened by their new and alien circumstances.

Seeking safety in a world suddenly alien: ‘It’s not a safe
enough environment’
Once a problem in the pregnancy was suspected, participants were
confronted with an uncomfortable, alien world. Part of seeking safety from
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discomfort was finding out exactly what they were dealing with as soon as
possible. Multiple participants talked about the frustration and the almost
unbearably difficult task of waiting for confirmation of the diagnosis:
I was really frustrated because when I first called to get the
appointment they said ‘oh well we don’t have anything … I was
like ‘oh my god, I don’t want to wait a week and a half to find
out’. Samantha
Waiting for test results caused parents extreme discomfort (Åhman et al.,
2010; Ohman et al., 2006). Isolde described waiting to find out if her baby
was alive at the next scan:
We had the ultrasound done, they took her measurements and
they confirmed that her limbs were short, and her ribs … would
prohibit … the growth of her heart and her lungs so they said
‘we’ll measure her again in two weeks’, so the two weeks
following that day were really difficult ’cause I don’t know if
she’s still alive or she’s dying. Isolde
The wait for an ultrasound to confirm the diagnosis was agonising for
Isolde and for other participants who were still partly in denial about the
diagnosis, and still hoped it was incorrect. As Anna described:
That week that we waited in between ultrasounds was very
difficult ’cause … you hope of course that what they’re seeing is
not really there and they did say that the baby wasn’t in a great
position and maybe they’re wrong and so you hope for that
whole week, but … they did confirm all the concerns. Anna
As parents dealt with the emotions and difficulties of the pregnancy they
sought safety. Aite et al. (2006) noted that after antenatal diagnosis of a
surgically correctable anomaly, mothers found it difficult to believe the
diagnosis could be correct. Their denial helped protect them emotionally
by providing a temporary distance from this overwhelming event. For
participants, the ultrasound room and the clinic room were both safe and
unsafe. As Jasmine indicated:
I get a little anxiety … sometimes it feels like when I come here
they find something new wrong and I’m like ‘oh no, I don’t want
to go back.’… I really have felt this is a comforting place to go to
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… and so outside of getting bad news I haven’t minded … in
some ways it’s encouraging for me to be able to see him move
and certainly sad when I get bad news, but it’s nice … I feel like I
can connect with him in some ways. I get to see him and his
chubby cheeks … is kind of fun ’cause I may not have a lot of
time. Jasmine
For Krystal the ultrasound room and the clinic were not safe places to
express her feelings. Her home was her safe haven, providing an inner
sanctum that allowed her freedom to express her feelings. Even though the
professionals in the clinic were pleasant to her the clinic could not provide
the safety of her home:
I always felt a little bit nervous coming in ’cause I felt like I was
going to get bad news so that wasn’t comfortable emotionally
… I would internalise it and the day after I would cry the whole
day ... I was purposely not dealing with my feelings in the office.
I wanted to wait until I could do it how I wanted at my house.
Krystal
The diagnosis left participants in this study feeling unsafe and estranged,
thrust into a world suddenly strange and alien. Bruce and Schultz (2001)
describe how, when the normal expected world is threatened, people have
to balance between the known comfortable familiar world, and a dreaded,
frightening world which feels like having one foot on either side of a deep
abyss. The normal, accepted world is taken-for-granted until it is
threatened, then human fragility and vulnerability become visible as safety
is jeopardised (Bruce & Schultz, 2001). At times it was difficult to see what
was behind the observed external appearance of participants as their
visible state did not always reflect their internal reactions. Merleau-Ponty
(1945/2004, p. 67) said, ‘Nothing is more difficult than to know precisely
what we see.’ Feeling unsafe sometimes caused participants to shut down,
making them seem detached and unconcerned, but this outward
presentation was not a true reflection of their internal feelings. Krystal
described how she suppressed rather than expressed her feelings at the
ultrasound appointments:
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I didn’t do anything, I didn’t say anything. It probably looked
like I didn’t care … you can’t really tell how people feel by how
they act. Because I didn’t say anything, they said ‘are you
okay?’, I would nod my head because I didn’t even want one
word to come out because that one word might have led to …
uncontrollable sobbing … I didn’t want to lose control and also
it’s not the safest place for me to do it … I wanted to deal with
the feelings, I just didn’t want to deal with it in front of her… or
him, or whoever… it’s not a safe enough environment for me to
break down. Krystal
Participants also used humour to diffuse stressful situations. Charlie
describes Selena’s caesarean section and the effect it had on his behaviour:
Trying to be a bit of a clown, keeping it … not so worried, not so
scared about what was going on, trying to make it seem like it’s
just another walk in the park, it’s going to be over in a few
minutes and then everything’s going to be all right. Charlie
A person’s emotional distress often has bodily expression. This was evident
when Kate vomited prior to every ultrasound. Her anxiety may have been
heightened by her experience in her second pregnancy when everything
was progressing normally until at a routine ultrasound there was no fetal
heartbeat. When Kate was in the ultrasound room her safety was
threatened, even though this may have been below her level of cognitive
awareness. From a phenomenological perspective, Kate’s vomiting was the
result of the integration of her mind, body, feelings and emotions into the
wholeness that was her. Kate’s embodiment integrated the meaning of the
scan into a physiological bodily reaction that resulted in the vomiting and
the muscle tension that broke her teeth. Even though she found them
distressing, Kate counted down the days until the next ultrasound:
I couldn’t wait for them, I was scared and excited at the same
time … I would also feel nervous and apprehensive … I didn’t
throw up very easily at all throughout the previous pregnancy,
but I’d get in there and she’d start doing the ultrasound and I’d
say, ‘I don’t feel so good’, and Dean would bring the bucket and
I’d throw up and so Doctor [name] like, ‘you’re kind of a sickly
kind of person aren’t you’… and Dean actually said … ‘no she’s
not’ and I, I tried to explain to Doctor [name] that I love roller
coasters, I always go on the twirly rides, I could eat anything
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and never throw up but I guess … it just made me so nervous.
Kate
The vomiting was not only a physiological event for Kate, it was the
manifestation of the emotional meaning of the ultrasound experience and
indicated the wholeness of the body and the inability to depersonalise
distress. Kate’s mind and body could not be separated despite the process
of the ultrasound making her abdomen a separate body part to be
scrutinised, diagnosed and investigated.
It is the medical model that separates mind and bodies, and looks at a
situation from a biomechanical perspective. Kate’s experiences are
individual and related to meaning, attribution and personal history. Kate
was trying to reassure herself everything would go well but there was an
underlying dread that events would go badly because her life experience
had indicated this could occur. Assigning meaning to events is part of being
human and the meaning the person gives the event influences the
pathology (Cassell, 2001). The body’s narrative has ‘validity’ and should not
be ignored (Utley, 2010, p. 137). Participants’ physical reactions indicate
the importance of attending the embodied nature of pregnancy and
emotions.
Reflection and rumination on events occur and may alter the interpretation
of experience and how the future is predicted (Cassell, 2001). The future
had become a threat to the integrity of participants and this included
serious worry about future possibilities. Cassell (2001) notes an individual’s
integrity includes all dimensions of the entire person and a factor that
affects one part affects the whole. The mother is unable to escape from
her lived body and what it feels like, and health practice can only be
enlightened by fully attending to a person’s experience of lived
embodiment (Leder, 1984). Participants found their whole existence
altered. The plans they had made for pregnancy became impossible due to
the complications. Not being able to achieve plans for their imagined
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normal pregnancy was felt as a loss and participants sought some
normality.

Clinging to normalcy in a sea of abnormality: ‘Be like a
normal pregnant Mum’
Once the diagnosis was established the participants felt the loss of the
normal trajectory of pregnancy and all the joyous rituals that usually
accompany it. With a healthy pregnancy, women are happy to be
congratulated. They attain special status as a prospective mother bringing
a new life into the world. This is celebrated by rites such as baby showers,
antenatal classes and the sharing of stories about pregnancy and
motherhood. Women normally discuss preparing for their baby and share
the excitement of these activities.
The loss of the normal rituals and expected order of pregnancy may cause
mothers to feel inadequate and diminished (Jones et al., 2005). None of
the participants in this study mentioned feeling inadequate but they did
search their past and their behaviours during pregnancy for possible
causes.
Living in the uncertain world of high risk pregnancy, feeling different and
the knowledge of the fetal anomaly, made participants cling to any normal
aspects of the pregnancy in order to reclaim some of the routine aspects
that had been lost. Having a degree of normalcy became very important.
Bridgette wanted reassurance indicating her baby was growing normally:
I asked her, ‘well how big is the baby?’ because it was the one
thing to me that I could cling to and say, ‘well he may have a
cystic kidney but at least he’s growing big and strong’. And she
was hesitant to even give us that information cause she said
‘well you know the abdominal circumference really affects the
estimation of his size and it’s really going to make him look like
he’s bigger than he is’ and I just thought well aaahhh! You can’t
even give me that. I want something to celebrate and
something to indicate that everything’s okay. Bridgette
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Jasmine also discussed how she missed having the normal, happy
experiences that are expected during pregnancy:
I was mourning a little bit around the fact that I didn’t get to
have that experience with him, the happy experience, and
people coming to the hospital … to enjoy those moments … and
I have found myself since, really envious of people where
they’ve … had babies and … it‘s like no big deal and everything’s
happy. Jasmine
Scant literature exists documenting the loss of the ‘normal’ in a pregnancy
where a fetal anomaly has been diagnosed. However, literature relating to
people with serious or incurable illnesses indicates a struggle for normalcy
that attempts to integrate normal aspects of life into their altered situation
(Ohman, Soderberg, & Lundman, 2003). During serious illness confusion
often exists between professional explanations and personal embodied
experiences (Ohman et al., 2003). It was evident participants in this study
experienced a similar difference as there was incongruence between what
the perinatologists were telling them about the severity of the diagnosis
and their embodied lived experience of feeling the baby was kicking and
growing normally. As Jasmine related:
It’s hard, sometimes it doesn’t feel real because he gets hiccups,
he does all the things that babies do. Jasmine
The babies’ normal behaviours added to parents’ disbelief and sense of
unreality about the diagnoses. Larsson et al. (2010) reported that when in
some aspects the baby appeared normal and mothers felt physically
healthy, they often came to the conclusion the baby may be healthy.
Likewise, participants found it difficult to believe the baby had problems
when the baby was growing well. The assurance of the baby moving and
seeming ‘normal’ has been shown to lead to difficulty assimilating the
diagnosis (Fisher, 2011). Anna expressed this concept:
It is still extremely upsetting to me … and I think it’s
compounded by the fact that this pregnancy is … just so normal,
it’s just so uneventful, things are going along perfectly, it’s
almost hard not to think, why is this baby not healthy? I just
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can’t even fathom it … everything is going so well in terms of
this pregnancy… I feel good, I feel healthy … my energy levels
are up, how could this baby not be healthy? So there’s still days
where … I’m still in disbelief. His heartbeat is beating just as
strongly as any other little baby’s and why is that? Why is that if
his heart is so abnormal? Why is he growing just like any other
normal baby? Anna
Participants experienced many losses and this included the loss of their
desired type of birth. Laura wanted a natural birth with a midwife. The
sudden diagnosis meant she lost any possible chance of her desired birth
because she was high risk with twins, and one twin had a fetal anomaly:
I was planning on doing everything with the midwife. Laura
After the diagnosis, participants still wanted to be able to enjoy the normal
aspects of pregnancy and this was described by Anna and Jasmine:
I want it to be just like any other … expectant Mum … especially
with this one because this is my chance to be his Mum … I’m
coming up to 34 weeks now … we’re still … planning on a
normal birth … of course his problems won’t start until after
he’s born … but for the most part we’re treating it like a normal
pregnancy. Anna
Yeah ’cause there’s not a lot of that so I try to look at it as an
opportunity to watch him grow and … be like a normal
pregnant Mum. Jasmine
In normal everyday life, the body is invisible, silent and taken-for-granted
but when something goes wrong the body’s silence is lost, resulting in a
sense that bodily integrity has been disrupted. Perception has a bodily
basis and during traumatic events a person’s orientation to their world is
disrupted, resulting in the body being experienced differently (MerleauPonty, 1945/2004). Participants in this study could no longer take their
pregnancy for granted and grieved the loss of the ‘normal’. One moment
participants were ordinary, expectant parents, the next they were
considering the implications of nothing being normal. Shelley describes this
experience:
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That first day … we … ran the gamut … at one point we were
just talking like normal expectant parents, about looking
forward to doing this, and that was good, and then it was like,
well what are we going to do if he’s got a severely compromised
heart, where he can’t do normal activities? How are we going
to make that fair for our second child, that might be normal …
and … if [he] … died … how would we handle that? Shelley
An uncertain prognosis was common and the participants’ uncertainty was
infused with threats of a relentless, dynamic nature. Not knowing what the
future held generated feelings of fear and chaos. This uncertainty coupled
with the loss of the expected trajectory of pregnancy resulted in
participants wanting to cling to some of the normal aspects of their
pregnancy.
Bridgette described how she felt supported to try to have the vaginal birth
she had wanted even though she had to have a caesarean section which
for her, represented the loss of another normal aspect of pregnancy:
He wanted me to be able to have more, more like the birth
experience that I wanted to, I think it’s not going to be natural,
it’s not going to start spontaneously … may not be
unmedicated, we won’t be with our midwife, I mean there’s so
many things about it that have changed but he wanted me to
be able to experience as close to that as what I had imagined.
Bridgette
Ultrasounds appeared normal to participants until they were shown how to
view the image so the unseen anomaly was revealed. Tara described this:
To me the baby looked fine up there, I just didn’t know what I
was looking for until afterwards they pointed stuff out that was
wrong … so when the doctor came in and said that the baby
wasn’t going to live it was a huge shock. Tara
Parents see what they are instructed to see because the real condition of
the fetus requires skilled professional ‘interpretation’ followed by
‘translation’ (Draper, 2002, p. 784). This also means power rests with the
person who controls access to and interprets the ultrasound (Draper, 2002;
Sandelowski, 1994). However, even with ultrasound confirmation and
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preparation, the true prognosis seemed vague until it was confirmed as
undeniably evident after birth. Aaron found the reality of his son’s
gastroschisis was only truly evident at birth:
I’ve seen all of his intestines and everything and no matter how
much they told me it was going to happen I still wasn’t really
prepared for it and … I knew it was going to happen, but when I
seen it everything they said just wiped out … even if they told us
from the first day we found out we, that she was pregnant I
don’t think it would have prepared me enough, not to be
shocked. But I’m glad they let me know ’cause if I wouldn’t have
known, it would have been so much harder. Aaron
For Wanda, it was difficult to align the anomaly with the normal aspects of
the fetus the sonographer had pointed out during the scan:
So I felt more confident, but I was still upset … It’s still a lot of
unknowns … I really don’t think that the baby’s going to be born
with any chromosomal disorder because … everything else is
looking normal and healthy. Wanda
Seeking normalcy was important for participants but they struggled to
incorporate the normal aspects of the baby with the unknown diagnosis. It
was difficult to integrate the different messages they were receiving. As
Anna said:
Every single ultrasound, he’s measured to the day exactly where
he should be … why is that? Anna
Fisher (2011) found parents sought reassurance of a normal baby from
prenatal screening and only when they had this reassurance did they feel
confident to share their happy news. After a negative (normal) screening
test, participants were confident and felt nothing could go wrong, they
could simply relax and enjoy the pregnancy. Jasmine had waited until she
received the reassurance of normal screening tests before letting anyone
know she was pregnant:
It was really the first moment that we hit that joy point around
‘wow we’re having a baby and maybe we’ll have a lot of babies’
… and then our doctor gave us the news. Jasmine
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After the ultrasound results, they felt betrayed by technology and shocked
an anomaly had been diagnosed after earlier tests had given them
confidence everything was normal. Their trust in the test rapidly changed
to mistrust. As Jasmine said:
The quad screen … we’d done that and everything had come
back just fine … so it was a real surprise … we were joking with
the doctor, we had just arrived back from a trip … we’re really
relaxed and it really hit … we had done the test. Jasmine
For Anna, the nuchal translucency had been normal so she anticipated the
20 week scan would confirm the previous findings:
At our 20 week routine ultrasound … it was a low level
ultrasound, just a brief scanning of making sure everything
anatomical was anatomically correct, things were looking good,
and they did find some concerns but they couldn’t clarify at that
time, apparently baby wasn’t in the optimal position … and I
also wanted to mention … I did take that nuchal … translucency
test which came out normal at the time. So I debate sometimes
the validity of some of those early testing because it came out
normal for me. Anna
A dichotomy existed because the scan revealed both the ominous
diagnosis and the baby’s normal aspects which parents clung to as they
hoped for a miracle to discount the reality presented to them. Technology
was both appreciated and viewed as a creator of difficulties. Participants
realised the technology had created their dilemma:
I’d been torn up with the facts and thankful that science was
really there to help me but then angry that I had to make all
these decisions that usually nature would make. Kate
Before the ultrasounds were out there for pregnant women to
use, before that, there was nothing, so how many babies were
born with that? Nobody knew. Juanita
Appointments and ultrasounds were significant events for participants and
they clearly remembered how the staff behaved and what they said. They
watched their faces and paid attention to the tone of their voices to try
and interpret the situation. There was a reciprocal relationship between
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parents and health professionals with each affecting the other. Participants
felt more comfortable with providers who were friendly and put them at
ease. They were disturbed when health professionals’ behaviour and facial
expressions did not match their words. Selena recounted her experience:
The doctor, just the look on her face, you thought you had a
deformed baby or something and then she explained everything
to me and she says well it’s not really that big of a deal … My
sister and I were just really upset, we just wanted to get out of
there … after a couple of days we went back in, got the test
done, and then the doctor that did the CVS he was really nice,
he was funny, kind of put us at ease. Selena
The face of another provides important information about their inner state
(Budell, Jackson, & Rainville, 2010). When a person feels empathy or
conversely horror for another, processes occur such as ‘emotional
contagion’ and ‘cognitive empathy’ that are traceable to where the
‘perceived emotional state’ is represented in the brain of the observer
(Budell et al., 2010). Participants appreciated when the sonographer was
honest and were distressed when given the impression everything was
normal but later found there was a lethal anomaly. Jasmine and Wanda
spoke of these different approaches:
The sonographer didn’t give us any idea at all, in fact she was
cracking jokes with us. We were laughing and carrying on.
Jasmine
Peter [the sonographer] was really good about answering a lot
of questions and telling me what he thought he saw but he
didn’t want to say too much because he knew that Doctor
[name] wanted to talk to me too, and I was just crying, right
from the start. Wanda
Incongruence between information increased uncertainty for parents and
created problems with how information was perceived, particularly when it
was

continually

changing.

Many

participants

mentioned

looking

information up on the internet. Wanda’s doctor warned of distressing
pictures on the internet and suggested it was best not to look at them:
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He did recommend ‘don’t look at any pictures before and after
… because on the internet they’re going to show you the worst
case scenario’. Wanda
Internet information could be problematic for bilingual participants as
information from their country of origin may involve very different
approaches to treatment of the same condition and this could add to
uncertainty. Many participants spent hours researching the fetal condition
and often felt overloaded:
I did a lot of research after I found out about his condition and I
read on the internet a lot about it … Being bilingual you can get
information in both languages … but I got more information in
Spanish. I was able to see images from other babies and their
stories, how it went with their surgery … I got to the point that I
said I’m going to quit reading, ’cause I’m going to go crazy here.
But I got enough information to understand. Juanita
I would go on the internet and I did my own research, which
made it worse… and I find such a huge gamut of information
out there and I was drawn to the worst, just thinking okay if she
has the worst what do we do? Isolde
Participants found their friends were looking up information and passing it
on to them. Many participants found the information upsetting and began
to feel depressed and overwhelmed:
A few of my friends have, they actually look it up on the internet
… I actually stopped looking for information on it because I just
feel like when you find out too much when you’re pregnant you
tend to feel a little low so I’ve taken all the information that I
could possibly get and now I’m like ‘yeah I’m done for now.’
Amelia
Participants searched for information on multiple levels. Wanda found a
woman whose baby had the same condition and asked her about it:
How did she cope with it … and I did ask, I was not prepared for
… one of those worst case scenarios … so that really freaked me
out. Wanda

Chapter 6: Competing realities and the uncertainty paradox

160

Participants had the difficult task of deciphering information from the
internet, various other sources and from health professionals. Due to
increased appointments and ultrasound surveillance throughout the
pregnancy, they were often confronted as the unseen was opened up and
revealed to them along with inconsistencies and uncertainties.

Opening to the things unseen: ‘I could see his face’
Participants had to become open and aware to what was previously
unseen when they attended frequent ultrasounds and struggled with the
opposing constructs between what they felt and hoped with what the
ultrasounds opened up and disclosed. The ultrasounds seemed neverending:
There’s been so many. Rhys
That first week I maybe had five ultrasounds that were two
hours each. Anna
Often the ultrasounds seemed focused on what was wrong with the fetus.
This resulted in participants feeling thrown into a technological world
where they were caught between the diagnosis disclosed by the ultrasound
and the conflicting emotions that forced the unseen to be seen. This did
not always coalesce with what participants felt and wanted to see. Dean
described how he felt about seeing the ultrasounds:
I don’t think of it as a fetus, I think of it as a little person. It was
very disappointing and hard … that’s a part of me that little
person on the monitor … it’s not the omphalocoele and the …
heart defect … You just so want it to work and to erase that bit
of it. Dean
The ultrasound experience vacillated between being reassuring and being
frightening. Some participants were disillusioned when the technology
proved inaccurate because some aspects of the condition would remain
unseen until birth:
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We were going in so frequently ... We would see something that
didn’t quite look right and so we would be really worried and
not knowing … and we’d come back the following week and …
everything looks awesome, and then you leave just feeling like
this huge weight has been lifted off your shoulders and then you
go back in, and maybe two weeks later it’s back, or something
else … you just ride that roller coaster … you carry the fear and
worry and sometimes I think we could have skipped over several
weeks … so what if we didn’t know about it … At the time we
wanted to go in every day if we could, because we wanted to
get an answer … the technology, it can tell you a lot but it can
only tell you so much. Penny
Participants were torn between wanting to see the ultrasound and
disappointment at the results. They often expected a lot of their concerns
would be dealt with at appointments and found it difficult when they were
not treated well. The overall ambience and first impressions were
important to the experience and set the scene for future appointments and
the ongoing ultrasound monitoring. The way participants were treated
made a difference; they felt more comfortable when listened to and having
their questions answered. Charlie discussed these differences:
A lot of times there’s high expectations and you go there and …
you’re just not being treated that well and it sucks but here,
immediately it was like wow … everyone’s so helpful and
everyone’s so sweet and it really made me feel comfortable and
then the doctor helped a lot because he answered all of my
questions and he’s just a soothing guy too, really mellow, put
things in perspective and then once I saw the scan then it really
started making me feel comfortable and really just overjoyed
when I saw that picture. Charlie
Participants preferred to have their baby treated as a baby and not as an
anomaly. As Bridgette outlined:
I think it’s okay to take educated guesses that are positive and
negative and give parents the benefit of the doubt … they are
simply predictions and educated guesses and that whatever will
be will be and that was the best that they knew at the time …
you ended up feeling like you’re talking about a condition
instead of a baby. Bridgette
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Only one participant, Samantha, described feeling comforted by the
technology that could see and ‘know everything’. However, her baby’s
diagnosis was not life threatening and gradually improved throughout the
pregnancy so the ultrasounds provided reassurance and good news:
We’ve … been monitored so much more closely … you know
everything, and see how it’s all going and so … if there were
anything else going along they’d probably catch it at the
growth ultrasounds so it’s I think in a way that’s a good side.
Samantha
Participants were suspended between ultrasound-enhanced parental
attachment and the ultrasound as a technological tool of diagnosis and
surveillance that constantly reminded them of both the anomaly and the
normal aspects of the pregnancy. Bruce and Schultz (2001, p. 7) used the
term ‘non-finite loss’ to refer to losses that depend on future
developments over time, as well as a disparity between normal hopes and
expectations. This occurred with the participants in this study — they came
to the ultrasound appointment expecting confirmation of a healthy
pregnancy and the creation of a family but left with a serious diagnosis
hovering over them. In a normal healthy pregnancy, women gradually
adjust to their pregnancy and make a transition to motherhood. The initial
excitement of pregnancy is often tinged with ambivalence regarding the
life changes the pregnancy will cause. When there was a fetal anomaly,
ambivalence and uncertainty were exacerbated.
For many participants the ultrasounds induced contradictory emotions —
the pleasure of seeing their baby on the screen and the fear they would
also see something else that was wrong or worse:
I came to dread ultrasounds I just didn’t enjoy ’em at all … I
didn’t like to complain about them to my wife ’cause she had
enough pressure … and it was hard for me to see the cysts …
just didn’t like it at all because we most of the time couldn’t see
his face it was just looking at bone lengths and circumferences
and the big ominous cysts, and so I was always ready to have it
be done … there was a time when they did the 4D image and it
was pretty cool and we have that up on our fridge … and it had
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his face … but yeah I wasn’t a fan, I think it will probably shape
how I feel about them for our other children, I’ll probably be a
little nervous before our other kids’ ultrasounds and I’ll be
relieved if nothing shows up. Callum
The measuring and quantifying at ultrasound made the fetal patient the
focus. Leder (1984) argued that under the ultrasound’s technological gaze,
the mother can feel like a depersonalised, passive object subject to a
procedure but the mother brings her lived body to the clinical encounter
and she is much more than a Cartesian object. The ultrasound images had
a profound impact and influenced participants’ decision-making. As Anna
said:
It’s not just a pregnancy, this is my son and especially when
you’ve gone through these ultrasounds and you see the pictures
... and they have these beautiful 3D ultrasounds now, where
you can see your baby’s face … when we got to that 24 week
mark, when we’re having to decide whether or not we’re going
to terminate or continue … the only thing I could picture was
the ultrasound pictures and I could see his face and … that’s my
son … and I have to take care of him … there is that connection,
that bond, that Mum and baby becoming one, he’s so much a
part of me. Anna
The ultrasound was a two-edged sword: it was the means to reveal the
diagnosis and to find further defects. The ultrasound increased bonding
despite the trepidation and vacillation participants felt about the
pregnancy outcome. Isolde described her experience:
It became an emotional roller coaster once we found out
something was wrong ... I feel like I’m really at the mercy of
what the doctors are letting us know … one week we hear she’s
doing great, you know, positive and so it’s a great week and
then the next week … it’s not good news and so that’s a really
bad week. Isolde
Participants felt vulnerable and ambivalent as the ultrasound results
vacillated between good and bad news. Sandelowski and Corson Jones
(1996) found the ambiguity of diagnosis was particularly troubling as it led
to a diagnostic limbo infused with a burdensome, prognostic uncertainty.
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Once the fetal anomaly was seen it could not be unseen or ignored and
participants had to continue the pregnancy with the knowledge of the
diagnosis. The assumption of normality created a paradox that denied the
imagined future as well as replacing the ‘fantasy’ baby with a baby who
had an anomaly. Their future hopes oscillated with the result of each fetal
surveillance. Like Isolde, Renata described this as a roller coaster:
It was like a roller coaster … you have the positive feelings
thinking everything’s fine and then … it’s like hitting the bottom
part of the roller coaster and thinking ‘oh my god I’m either
going to lose him or … he’s not gonna make it’ … it’s like a roller
coaster … it wears you out emotionally. Renata
Ultrasound technology has penetrated deep inside the opaque womb and
exposed the hidden fetal condition concealed within. For Anna there was
very little good news, only repetition of the bad:
Everything is in turmoil and you’re trying to make sense of all
the information and you’re being barraged by information, the
emotional toll … compounded by the fact that you’re going
through test after test, ultrasound after ultrasound,
appointment after appointment, you’re hearing … the same bad
news over and over. Anna
The language of medicalised pregnancy has a dichotomous nature when
the fetus is viewed as a separate patient, and this fetocentric view does not
account for women’s feelings and their experiences of pregnancy. When
the fetus acquires the status of a ‘bona fide’ patient, prospective parents
feel a ‘technological imperative’ to act (Bliton, 2001, pp. 395–397).
However the fetus cannot be considered in isolation even though the
ultrasound makes the mother’s body disappear as it reveals the fetus. Fetal
existence depends on the maternal body and this must never be forgotten
in the search to treat the fetal patient.
Pregnancy and birth are intimately related to the body in its entirety and
Merleau-Ponty (1945/2004) recognised the essential nature of embodied
experience. Leder (1984) argued the medical profession often acts in a way
that disembodies the pregnant woman by ignoring the lived body. The
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ultrasound makes the mother’s body disappear as the ultrasound
penetrates her womb and focuses on the fetus. Opening the participants’
vision to the diagnosis through the ultrasound frequently led to uncertainty
as the information varied throughout the pregnancy.

Living with uncertainty: ‘I like knowing’
Participants lived with uncertainty because even though they knew about
the diagnosis it was often provisional, complex and unclear and its
implications could not be fully determined until after birth. Mishel (1990)
argued that it is a characteristic of Western world views to seek certainty.
Certainty and accuracy are valued attributes because they lead to a
predictable, secure, controllable world with stable, coherent outcomes.
The esteeming of certainty and accuracy is reflected by the technological
world of medicine which has a mechanistic orientation to diagnosis and
cure. Society prefers certainty and generally fears uncertainty, viewing it as
a problematic state with the ability to disrupt and unbalance normal life.
Uncertainty is discomforting and disorienting because it disrupts being-inthe world.
For participants the relentless, enduring and unresolvable uncertainty
could become intolerable and exceed their ability to cope. The resulting
instability and disequilibrium destroyed coherence and meaning. Scarce
information exists on the experience of uncertainty and the labyrinthine
interplay between certainty and uncertainty but this subjective experience
is at the heart of understanding (Penrod, 2007).
After the fetal diagnosis was given the participants were inevitably thrown
into a dynamic world of continuing uncertainty. Penrod (2007) discussed
states of uncertainty that are situational (contextual) or existential (within
the broad context of existence). The participants in this study were
necessarily embedded within both contexts; a phenomenological approach
indicates the impossibility of separating the two integral sides of lived
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experience. Participants struggled with uncertainty and wanted to know
what to prepare for.
Penrod (2007, p. 661) found the discomfort of uncertainty induced a
‘present-oriented’ state of being which resulted in re-evaluation of past
experience, assessment of resources and consideration of the new normal.
Living with uncertainty influenced the experience of the future by inducing
fear and distorting time, causing a focus on the present modified by past
and future perceptions (de-Vitry Smith, Dietsch, & Bonner, 2012).
Uncertainty becomes the new state and is lived with rather than resolved
(Penrod, 2007). Darcy and Ben both struggled with the unknown:
That’s where it’s been difficult, so much unknown … you
struggle. Darcy
He’d suspected there was a genetic reason … to what degree it
was or wasn’t you didn’t know … I like knowing. Ben
Participants were told something was wrong but they did not have answers
to all their questions until the birth of their baby, and sometimes not even
then. The unknown yet-to-unfold future was very concerning. Often, as
Renata articulated, all they could do was live with the unknown and
concealed future and wait to see what was revealed at birth:
The unknown bothers me so much … the unknown is I think the
scariest thing ’cause you don’t know what to expect and you
won’t know until he’s out … from the beginning, just the roller
coaster ride … it’s been really hard … I don’t want to go through
it again. Renata
Lack of a firm diagnosis left participants in a discomforting limbo. Renata
and Layla felt they would be relieved when the baby was born and they
would know exactly what they were dealing with:
That will actually take some weight off my shoulders too, so it’s
not the unknown anymore. Renata
The thing with spina bifida, they can’t know until after they’re
born, well they don’t know when they’re born, it just depends,
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it’s a life process to see what his challenges are … what he can
and can’t do. Layla
Often a fetal diagnosis is ambiguous and the severity of prognosis
indeterminable until birth, or much later, and not knowing what exactly is
being dealt with creates substantial distress (Moutard et al., 2004;
Schoonen et al., 2011; Ziegert et al., 2009). When the fetal prognosis has a
wide spectrum of possible outcomes, anxiety increases more than with a
well-defined condition and parental anxiety is due more to the uncertainty
than the seriousness of the condition (Aite et al., 2009). Often there are
difficulties in predicating outcomes with various anomalies (Statham et al.,
2000).
Uncertainty and the stress of the unknown future made participants worry
if they could deal with the future. Moutard et al. (2004) acknowledged it is
difficult to provide information to parents about their baby’s anomaly
when the information is extremely complex, no reliable prognostic criteria
are available and uncertainty is the reality. Uncertainty is characterised by
ambiguity, vagueness, unpredictability, complexity, unfamiliarity and
inconsistency (McCormick, 2002; Mishel & Braden, 1988).
Participants were thrown into uncertainty when the diagnosis was
indeterminate. This forced them to live with inconsistency and gave no
clear guidance for decision-making. Normally the future has a taken-forgranted certainty but now this future was infused with doubt, lack of
information, unpredictability and uncertainty. High-risk pregnancy,
including pregnancy with a diagnosed fetal anomaly, has been found to
increase the level of uncertainty experienced about the outcome of
pregnancy and is linked with psychological distress (Giurgescu, Penckofer,
Maurer, & Bryant, 2006).
After being virtually assured of a good outcome, despite the diagnosis
being uncertain, Penny and Darcy were ultimately confronted with a
traumatic, totally unexpected situation when one of their twins died. Darcy
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felt they were misled by the doctors and expressed his frustration at being
subjected to multiple tests that resulted in a diagnosis that totally misled
them about the severity of the condition. The diagnosis and continuing
close surveillance caused them extreme anxiety throughout the pregnancy,
at the same time as reassuring them they would have living twins. The
technology was not something that Darcy and Penny could rely on:
The confidence that the doctors showed, I mean you can never
be 100 per cent sure but, we felt like … they messed up … I
guess we were always kind of angry and frustrated at the fact
that we did all these tests all along, and every time we’d come
back for all our visits it was like, well what are we doing it for?
It’s just getting to the point of stupid. And so I think the problem
at the end was you know, we end up losing her and we didn’t
have to do all these stupid tests every day. Put us through all
that anguish all the way through it, do we have to listen
through nine months of never knowing for certain … the whole
technology … I know that it’s valuable and it helps you prepare
… but in certain circumstances it only does so much for you, it
doesn’t give you a 100 per cent answer. Darcy
A whole series of doctors were evaluating her and ultimately it
was just determined that her kidneys weren’t functioning
properly and her lungs weren’t … she wasn’t going to survive,
by their expertise they didn’t feel that anything could be done.
Penny
Participants in this study found change and uncertainty were constantly
with them as they made decisions about the partially known, but still to be
revealed, future-to-come. Participants’ decisions had to be made within
several horizons: first, the medical prognosis and available treatments;
second, the ideas and concepts inherited from their family and culture; and
third, their personal beliefs and values. McCormick (2002) discussed how
uncertainty had the ability to shatter the form and structure of the
individual’s world, resulting in a feeling of floundering in a situation where
they had no frame of reference. Stockl (2007, p. 1551) used the terms
‘existential uncertainty’ and ‘existential insecurity’ to describe the
frustration that resulted from elusive diagnoses. Uncertainty is often
inherent in the diagnosis but individuals exhibit a preference for clarity and
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predictability rather than an ambivalence that results in a proliferation of
uncertainties (Stockl, 2007). As Ben expressed:
Sometimes I will start to worry … when you hear the doctors, or
the genetic counsellors say ‘here’s your worst case’… you know,
start to project that, how would this look like, for years, and
realise … there was a lot more unknowns. Ben
Wanda and Rhys were expecting to be reassured by the ultrasound and
had planned a celebratory dinner. Instead they were left pondering the
meaning of the diagnosis and wondering if they could deal with it:
That day was really tough, we were planning to go out to
dinner … we would be celebrating … so it was very hard ’cause
we weren’t really … celebrating so much as wondering well
what does all this mean and what should we do with it. Wanda
Participants were often presented with contradictory prognoses.
Interpreting the diagnosis was difficult when specialists gave differing
opinions. Participants were thrown between optimistic and depressing
interpretations of the pregnancy outcome. Initially Amelia was told the
baby’s spina bifida was:
A very small defect and it was really low on the spine and so
that could mean that there’s probably a very good outcome.
Amelia
Then a specialist gave a worse scenario which initiated concern about the
future and the interpretation of the ultrasound findings. Stockl (2007, p.
1550) argued that a multifaceted diagnosis and an intricate, complex
diagnosis creates chaos and ‘epistemological disorder.’ The fetus now has
what Mol (2002) calls a ‘body multiple.’ An oppositional tension is created
between the striving for an accurate diagnosis and the continued fetal
surveillance which often only adds to complexity. As Amelia said:
They gave us more of the negative information … on bad cases
of spina bifida because they have to, because they don’t know
exactly what’s wrong with our baby until she’s born ... the
people are nice … but of course the issue around spina bifida
was a lot more scary when I went there. Amelia
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Some participants were led to believe their diagnoses were accurate. This
made participants feel secure in the knowledge the condition could be
treated successfully. Not long before the birth of his twins, Darcy expressed
his expectations:
They’re pretty confident … they’re not concerned about a lifethreatening type of issue so that it has helped relieve us a lot …
kept us hopeful … baby’s growing normally … this baby is okay.
Darcy
Unfortunately the condition ended up being very serious and their
beautiful baby daughter died on the day of her birth. This was particularly
heinous because Penny and Darcy had been led to believe the condition
was non-lethal. This led to a lack of confidence in the medical advice:
You begin to doubt everything that you’ve been told and you
don’t know — is everything else okay? Darcy
During the pregnancy, Penny and Darcy kept trying to get answers about
the fetal condition when the scans alternated between optimistic and
pessimistic results. This sent them on a spiral between reassurance and
misery:
You keep digging for an answer, thinking you have it figured out
and then you get thrown another loop … we were so desperate
during the pregnancy ... we talked about it constantly … any
information that would reveal itself, that we could prepare for
and then … we did at some point say, ‘we know what we know
and until she’s here … this is all we’re going to know’ … And
then she did appear and then it was … still a mystery … then we
thought … the autopsy would reveal some information that
would say ‘oh well here’s what happened’ … We will never have
all the answers that we hoped to have. Penny
Penny incorporated uncertainty into her expectations. Mishel (2006) notes
uncertainty is characterised by ambiguity, complexity, lack of information
and unpredictably. It would seem all of the aspects of uncertainty
described by Mishel (2006) were present for Penny and Darcy. Uncertainty
also persisted for other participants after birth as indicated by Shelley:
Chapter 6: Competing realities and the uncertainty paradox

171

Once he was born it was just crazy, it was highs and lows, one
day you’d be excited because this looks good, the next day
you’d be floored because this looks bad. Shelley
The body and the self form a single identity therefore a threat such as
uncertainty is a threat against the body and the real self (Toombs, 1992).
The diagnosis causes ‘existential agony’ and contradictory feelings such as
living with uncertainty in a place where there is loneliness and suffering
that cannot be shared (Ohman et al., 2003, p. 531).
Uncertainty is a major stress and is defined by Mishel (2006) as occurring
when an individual has no accurate and definite prediction of the outcome.
Inherent in uncertainty is the difficulty involved in constructing a new
schema around distressing events (Guadalupe, 2010). Uncertainty and an
outcome different to what was anticipated also had the ability to
vicariously traumatise health professionals. This was recognised by Darcy:
I think they were all pretty … shocked about it … Dr [name] even
came in that night. It was like 11 o’clock at night, he was in
tears … yeah he was shocked. Darcy
Those who are involved with participants including family and staff may
have difficulties dealing with uncertainty and bad or unexpected outcomes.
Yet life somehow goes on, parents must go to work, take children to school
and prepare meals. Health professionals continue to see other parents.

Continuing to function while drowning in chaos: ‘Are
we ever going to survive this’
Participants were trying to overcome uncertainty by reconciling their
desired outcome with what the health professionals were saying and their
feelings. It was extraordinarily difficult for participants to continue day-today while they felt their lives were consumed by chaos. At times they
doubted their ability to continue functioning. As Anna said:
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I just thought I was going to die … I could not even imagine that
we were going through this and how are we ever going to
survive this. This is the worst nightmare. Anna
Participants wondered if they would be able to survive the experience that
had altered the whole trajectory of their life and priorities. The backward
and forward rhythm of suffering allows people to deal with more tolerable
amounts of emotional distress and provides a temporary safe harbour that
protects them from being overwhelmed by the demands and uncertainty
they face (Bruce & Schultz, 2001). Anna described her alternation between
days of being incapacitated and days of functioning:
There are some days where I feel okay, I feel strong, I feel like I
can think about it and face it, and those are the days that I try
to think more clearly about the birth plan, what we’re going to
do and think more clearly about making arrangements. I’ll be
able to look at that funeral home website, and there’s some
days where I can’t even go there. Anna
The stress of the pregnancy could be exhausting for participants and they
often had no choice but to continue to function. Jasmine expressed the
difficulty of living with the relentless presence of the diagnosis:
I don’t have that option, to not function. I actually am really
looking forward to leave, I need some time to … just recover
from everything … I feel like I’m holding up so many things … I
really want to get to that space where I can let everything go
and … really process through everything and rest … I feel
exhausted. Jasmine
The participants’ descriptions meshed with the work of Bruce and Schultz
(2001, p. 8) who considered being informed of a congenital malformation
qualified as a ‘non-finite loss’. This loss was described as having a ‘haunting
and inescapable’ nature that was ‘continuous, invariably insidious’ and
persisted as a ‘vivid physical or psychological presence’ (p.8).
At times participants were so preoccupied and so overwhelmed by their
situation they neglected themselves. The time after birth was very busy
with mothers still in hospital recovering and often being discharged early
or pushing themselves physically so they could be with the baby as soon as
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possible. Partners were often commuting between hospitals if their baby
was admitted to a specialised neonatal unit. Steve discussed the period
after his son’s birth:
I’ve never really experienced low blood sugar before and I got to
the point a couple of times where I was going to throw up … but
then you know if you eat something you’ll be fine … for the first
couple of days I did a pretty rotten job of taking care of myself.
Steve
Participants tried to be mindful of how their situation affected them and
recognised they had to let their feelings out so they could cope. Jasmine
did not let anyone at her work know about her baby’s diagnosis, so her
true reality was hidden at work but revealed at home:
You gotta suck it up and go back to work, you can’t just sit
around and cry … I’ve continued to just work ’cause I don’t
really have another option. And so you do have to find the time
to get everything out, ’cause if not it just leaks over into work
and then all of a sudden I’m having a coaching conversation
with someone and I’m biting their head off or I’m doing
something that’s not appropriate … On the weekends I just
collapse, I just sleep and sleep and sleep. I become much more
emotional and it’s my time to … let everything out from the
week so I can get back … to work again on Monday and get
through the week again. Jasmine
Participants wanted to be healthy to foster the development of their baby.
They used various coping strategies to manage their stress and provide a
safe home and this helped them to continue functioning. Jasmine used
humour as a coping mechanism. During the interview she was crying and
was offered some tissues. This was her response:
Oh it’s fine, that’s how I lose my water weight, I just cry it out.
Most women go to the bathroom or swim. Jasmine
Several studies have recognised high anxiety levels during pregnancy are
more than an emotional issue for the mother, as maternal stress can also
result in a reduction in uterine blood flow (Brisch et al., 2002). Stress and
traumatic events could also have a negative effect on cognitive
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development and fearfulness in the child (Bergman et al., 2007). Anxiety
and stress have also been related to a decrease in fetal heart rate
variability, and depression has been associated with poor fetal tone,
increased irritability, crying and fussiness at birth (Austin, Hadzi-Pavlovic,
Leader, Saint, & Parker, 2005). Deleterious effects on development of the
fetal brain, predisposition to mental health problems including depression
and difficult infant temperament have been found with increased maternal
stress (Allison et al., 2011). Participants wanted to provide a safe fetal
environment and used methods such as exercise to reduce stress:
I have tried to do everything I can to stay happy and healthy
’cause I know that it’s good for him and I want to provide a
good house for him and so I’ve tried to keep my sense of
humour and I’ve tried some exercise and different things to try
and cope. Jasmine
Diprose (2009) notes historically a women’s body is considered a safe
home, which provides unconditional hospitality to the fetus. Coping is a
mechanism to help manage issues that challenge or exceed an individual’s
resources. Coping can focus on managing the emotional response or
developing problem-solving strategies (Giurgescu et al., 2006).
Miquel-Verges et al. (2011, p. 576) found women whose fetus had
anomalies with a ‘grim prognosis’ wanted the consultant neonatologist to
be realistic but also provide an opportunity for hope and optimism. Denial
and the hope the scans were wrong was, likewise, a common initial
reaction among participants:
I didn’t want to look anything up, I didn’t want to find anything
out and stress myself out … part of me was trying to convince
myself that maybe they saw something wrong, that maybe
there was just like a shadow or something … maybe there’s not
really anything there. Wanda.
The participants saw the diagnosis as fluid and they continued to hope it
was incorrect or at least, not as bad as predicted. The specific nature of
loss continued to be revealed over time and the impact was not all
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absorbed at the moment of diagnosis. As the ultrasounds continued each
week and the results remained indefinite, the participants found the
medical information either diminished or encouraged their hope as they
alternated between hope and despair, belief and disbelief. Ben planned for
various options:
There could be some other complications that they can’t see in
the ultrasound … we’ve got a plan for it if it comes up. Ben
Participants questioned the value of knowing the diagnosis because it
created loss and anxiety. However, ultimately all thought it was beneficial
to know the diagnosis during pregnancy as it enabled preparation. As
Jasmine explained:
It would have been just nicer not to know … I get really jealous
of people who are in la la land, they’re like ‘oh it’s a baby and
all this’, and I was in agony about everything … from a
pregnancy standpoint … it really would have been nice to have
those months. It was super character building and it helped me
get some really good perspective, and get to creating my life
about what was important, but … it took several months of my
life away that I won’t ever get back, it’s an experience that is
deep and rich and very painful. And so in some ways you do
wish you could just be in la la land. Jasmine
Participants experienced ambivalence as they were torn between wanting
to enjoy a normal pregnancy and grieving the loss of a happy pregnancy
that could be enjoyed in blissful ignorance of the fetal condition. However,
knowing enabled preparation and the ability to make life and death
decisions after a period of contemplation. Anna shared her thoughts and
experience of knowing the diagnosis:
That’s always the million dollar question … a friend … went
through the whole pregnancy thinking everything was perfectly
fine and … when the baby was born and I heard the baby had
Downs, there was a small part of me said ‘how lucky is she, she
had no idea, she enjoyed her entire pregnancy to the fullest’
whereas I went through my pregnancy … struggling to enjoy it
at times, but always in the back of my mind thinking ‘oh … how
am I going to handle my … pregnancy, my baby’s going to die’,
so there was a small part of me that just wished I didn’t know,
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but in hindsight I’m so glad I did … I couldn’t imagine not
knowing and having a child like this born who was so sick and
having to make those decisions right then and there … you’re
told this is wrong with them … he’s going to die ... I’m
absolutely glad that we knew ahead of time … that we worked
with the team of professionals that we did to get the
information that we needed to get to make these kinds of
decisions. These are life and death decisions … for your infant
son who, in my case I hadn’t even met, he was still in my
stomach, and that’s difficult. So yeah, I’m one hundred per cent
glad that we knew ahead of time. Anna
Participants were pleased to have an opportunity to learn about the fetal
condition. They were reassured when preparations were in place to give
the baby the best chance of survival. As Daisy said:
His cardiologist at home explained everything … I had a really
good idea as to what they were going to do … I wasn’t walking
into it blindly or anything which is good. So I had time to
prepare myself and … everybody was prepared … if I had him at
home and they don’t do the surgeries there … he would have
died … no it’s much better to know before, for him and for me …
at least this way I knew what was coming and … I was prepared
… so kind of all hit me at once that I … don’t like surprises, I’d
rather know exactly what was going on. Daisy
Time to prepare was appreciated despite making the pregnancy more
stressful. Foreknowledge enabled both physical and emotional preparation
and facilitated planning which gave participants some control:
As much anxiety as it was through that whole pregnancy … I
would rather know because I think I prepare myself better that
way, than if you … think, oh everything’s great through the
whole pregnancy … and this way at least everyone was … ready
to go. And they were there for him and me so … hard as it was I
would rather have it that way than to be, it sprung on … ’cause
it gave me time to prepare over the months. Renata
I like having known … we could assess the situation pretty
rationally and get the facts that we needed to understand
exactly what we were facing … if you walked in there expecting
everything to be as it was with the first two and it wasn’t you
could definitely get more emotional about it. Daniel
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All participants said they were glad they knew about the diagnosis
prenatally even though it made the pregnancy a difficult experience.
Rempel et al. (2004, p. 65) noted parents said it was ‘one of their most
difficult life experiences.’ Statham et al. (2000) found no empirical
evidence indicating that knowing the diagnosis during pregnancy was
psychologically helpful. This was in direct contrast to what the participants
in this study expressed. Every single participant appreciated knowing
ahead although they acknowledge how difficult it was. Bella described how
knowing ahead allowed time to develop a team of support people and to
prepare emotionally:
I’m so glad I knew, I, it was so nice just to build up my support
network while … I was still carrying her … I cannot imagine what
it would be like expecting something great, setting up a nursery
and then just have your heart crushed I mean it still is painful
but, gosh I can’t imagine what it would be like if you wouldn’t
have prepared for it. Bella
Participants appreciated the opportunity to research the nature of the
condition and felt it was less overwhelming when they had time prior to
birth to learn as much as they could about the implications of the fetal
condition. Preknowledge of the diagnosis allowed participants, including
Bridgette, to focus on bonding and getting to know their new baby:
Learning about it while we were pregnant gave us the
opportunity to really read studies, to really feel like we
understood it, to talk about all the options … yeah, I’m definitely
glad we knew cause we felt, I felt equipped to handle it by that
point ’cause I had … processed a lot of the emotional response
… and I could focus on my baby and being happy and I wasn’t
trying to understand his condition … I was trying to get to know
my baby, not try to understand something new, that alone's
hard. Bridgette
Participants preferred having time to come to terms with the diagnosis and
this was less overwhelming emotionally. Uncertainty appeared to be
unsettling and difficult to deal with. Charlie described how it would have
been difficult emotionally to deal with the condition at birth with no
knowledge ahead of time:
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I think we would have been totally freaked out and … it would
have been too much, going through a pregnancy and then a
birth and then not knowing what was wrong with him … it
would have been extremely difficult I think, emotionally and
physically, but probably more emotionally than anything, so
absolutely glad we knew. Charlie
For participants, the future of their child was threatened, distorting their
image and parental identity as well as their future as a family. Bruce and
Schultz (2001) likened a catastrophic threat to a constant and distressing
interplay between what should have been and reality. They argued the
future is seen as predictable with a person’s life expected to take a
particular path with a future that can be planned. People like to feel they
have some degree of control over their life; trauma seems unfair and
engenders loss of control. Preparation included being aware of an
inevitable separation from the baby and this afforded Layla the
opportunity to grieve during the pregnancy:
Not being able to be with your baby when your baby’s first born
is a hard thing. It’s not a natural thing and I was able to cry
about it before he was born … I was able to just sleep okay and
concentrate on me getting better … so I could be with him, so I
think because of how prepared I was I would much rather know.
Layla
Tara’s baby had a lethal anomaly and she felt it was less devastating to say
goodbye because she had been aware of the diagnosis and therefore had
not been planning for a healthy baby at the end of her pregnancy:
I was able to say goodbye to him and … I was really sad but I
don’t think it was devastating. It was more devastating finding
out in the beginning so I liked … being given the option of the
control of deciding things along the way even though I didn’t
know what I wanted but just having that option … I liked that …
I’ve thought about … before the days of ultrasound …you just
wouldn’t know and that would be horrible … you would be
planning and expecting a baby and then all of a sudden have
that whisked away. It would be more devastating than at least
finding out earlier on. Tara
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When the diagnosis gave an increased risk of other problems as well,
participants were pleased to be forewarned. Even when participants were
aware of the condition and its possible physical manifestations, they could
still be shocked by the baby’s appearance:
It was already just a little bit of a shock to see that it was a little
worse than we thought … I can’t imagine what parents would
feel … if they didn’t know and how shocking that might be. …
That we had time to, to research … time to understand it … I’m
definitely glad that we knew … he’s a beautiful little guy
anyway… tubes and wires and tape, it doesn’t matter. Wanda
Participants also wanted the reassurance of being able to see the baby and
know they were stable at birth when the unseen diagnosis and the loved
baby became directly visible. Amber and Penny illustrate the difference
between having and not having the opportunity to see the baby after the
caesarean section. The reassurance of seeing the baby even for a moment
was indescribably powerful:
I couldn’t see him real well at first ’cause my boyfriend was
standing right in front of me, but I heard him cry and I just
started crying. I was like ‘oh, he’s mine, he’s awake, and he’s
alive’, that’s all I cared. And then they took him over to the little
bassinet to wrap him up in the bag for his bowel and all of that
and then I saw him before they left and I was like ‘he’s so cute’.
Amber
It was hard because I never got to see her even when she was
pulled out of me. I didn’t get to see her at all, ’cause she was
just immediately taken away so I felt this need to see her and to
just remember that as she was being transferred I remember, I
just kept asking the nurses can I see her? Penny
Not being able to see the baby created uncertainty, whereas seeing what
happened made it real for participants. Birth was a momentous occasion
where they felt amazement and awe. Mothers had an overpowering and
primal desire to see and touch their newborn baby. The moment a mother
first sees her baby appears to be a vital moment. Mothers who were
denied contact with the baby were left with a yearning to see them in the
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flesh. It seemed incredibly important for mothers to be able to see and
preferably touch their baby:
It was disbelief, it was just amazing … seeing this human
emerging from my body… they had that window pane … so I got
to look at when they pulled him and I wasn’t grossed out by the
fact that my body was cut open. I was really in awe that it was
real. Bridgette
When circumstances changed rapidly and traumatically, it was difficult for
participants to cope. Penny and Darcy were private people and had not let
others know about the fetal diagnosis but others knew when their
caesarean section was scheduled and arrived at the hospital to celebrate
the birth of the twins. In Penny’s case events preceded information
transmission and visitors expecting a happy occasion were arriving at the
hospital as the news the baby would die was unfolding. This placed Penny
and Darcy in a difficult dichotomous situation. Penny described the
difficulty of dealing with visitors at a time of uncertainty and in a situation
where there had been an expectation that the baby would live:
People were showing up at our hospital room to wish us well
and to see the twins and to share in our excitement … bringing
flowers … it was really, really bad timing and it was really hard
because at that point for me, I didn’t really know what was
going on with Celeste … and then you have other people asking
you and at a certain point it was just like, ‘we can’t have all
these people coming to see us.’ Penny
The loss of a baby is experienced as a catastrophic crisis, a ‘primal agony’
that forever alters life (Krueger, 2006, p. 164). Participants expressed fear
about how events would occur when the diagnosis predicted the baby
would die at or soon after birth. This was an anxiety-infused situation and
help and guidance was appreciated. Participants wanted to be reassured
the baby would not suffer. As Tara said:
The one thing I was the most scared of … during the whole
pregnancy I couldn’t stop thinking about it was the whole
delivery … I didn’t know if I wanted him to be stillborn or not, if
that would be easier I mean you just can’t know … seeing him
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and having to say goodbye and … I was really anxious … he
wasn’t stillborn … he was gasping a little bit in the beginning
and that was the thing I was most worried about. I didn’t want
him to be struggling … I was comforted by the fact that I did
meet with the NICU doctor beforehand and he assured me that
… they would do everything to make sure he was comfortable
and that made me feel a lot better and … after he was born
they assured me he wasn’t in any discomfort so we just got to
hold him and stuff … he kind of gasped a couple of times, mostly
he was just really still. Tara
Planning for birth, including imagining and considering possible scenarios
allowed preparation for the difficult circumstances that lay ahead.

Chapter summary
Parents were torn between competing realities on multiple levels as they
struggled to live with the uncertainty created by the diagnosis. Technology
had revealed what was normally concealed within the womb and
introduced incredible stress and anxiety as the invisible became visible. The
diagnosis resulted in multiple losses, including grief over loss of the
imagined perfect baby. Living with the diagnosis of a fetal anomaly
suddenly and irrevocably changed the world into an alien place that no
longer felt safe and predictable. The illusion of a predictable life that is able
to be controlled was shattered and the resulting disequilibrium changed
participants’ lives in an instant. They could no longer be the parents they
had planned to be, their priorities were altered, their identity fractured.
Seeing the ultrasound was a paradox that gave parents opportunities to
see and bond with the baby while illuminating the serious fetal condition.
Often participants had difficulty reconciling the normal aspects of fetal
behaviour and growth with the reality of the abnormality. As the
pregnancy progressed, participants sought comfort in safe havens such as
clinging to the normal aspects of their pregnancy and planning for the
future. Initially participants reacted with denial and disbelief which
gradually evolved into a more realistic appraisal of the evidence.
Participants found accepting the diagnosis difficult; however, they all
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appreciated knowing as this provided opportunities to research the fetal
condition and to prepare. They were able to consider priorities and plan for
birth and care after birth. Participants wanted opportunities to bond with
their baby and be together as a family.
The diagnosis was embodied, personalised and felt in the context of
participants’ entire lives as they sought ways to cope with the lifefracturing diagnosis. Their emotions included searching for safety for
themselves and their baby. Uncertainty and loss significantly impacted on
participants’ experience as they were constantly facing an existential
uncertainty that bounced them between known and unknown. They lost
confidence in technology and science when the diagnosis proved to be
incorrect.

Participants floundered

their

way

through

unresolved

uncertainty as joy to the heart confronted paralysis to the soul.
The lived body was inescapable, the mind and body inseparable. Distress
was bodily expressed when they felt safe or concealed by numbness and
fear when they felt unsafe. Part of the collateral damage was the loss of
the normal rites associated with the transition to parenthood and these
losses were grieved.
Participants felt the incongruence between a baby that was growing,
hiccupping and moving and the serious diagnosis. This fuelled uncertainty
and disbelief as participants moved from discussing a healthy baby to
discussing a panoply of abnormalities. For many participants the diagnosis
initiated a search for information regarding the disorder and its
implications. This search for information often left them feeling overloaded
with information, which in many cases was worse than what they had been
told by the doctors. During the pregnancy participants described the
oscillation between good and bad news as a roller coaster which left them
both desiring and dreading ultrasounds.
The participants’ experience occurred in a world with others and it was
impossible to understand or appreciate their experience without
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understanding how they interacted with others. The next chapter will
examine how participants’ lives intertwined with others who were part of
their world.
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Chapter 7: The alterity of the other
Introduction
The real substance of our lives is to be found in our dealings
with other people.
(Russon, 2003, p. 51)
The previous chapters explored the participants’ experiences of time and
uncertainty as they melded into each other, interweaving past, present and
future. The shock of the prenatal diagnosis had fractured the participants’
existence and thrown them into an uncertain trajectory. The reality of the
predicted but ultimately unknown outcome of the pregnancy did not occur
in isolation. Instead, it was shaped and coloured within a web of
relationships with others who were an integral part of their journey.
As participants faced a new and unknown future, made decisions and lived
their lives, they were continually relating with other people. The
importance of their interactions with others and how these relationships
affected, transformed, distressed and supported them in their journey is
the focus of this chapter.
Humanity is bound together through relationships and these relationships
are at the heart of human existence. As embodied beings living in a shared
world, people are connected and alive to each other because they know
each other (Hass, 2008). People do not exist as solitary beings but are
entangled with each other in a shared world infused with history and
culture; they are ‘involved in the world and with others in an inextricable
tangle’ (Merleau-Ponty, 1945/2004, p. 528). Others are instrumental in
shaping an individual’s view of the world and the foundational aspects of a
life are forged and shaped in the emotional heat that extrudes from and
moulds relationships between people.
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The experience of participants as they interacted with others is viewed
from a Merleau-Pontian perspective where humans are embodied and
interrelated in a shared sociocultural world. The participants’ words
provide a pivotal centre that is interwoven with discussion in order to
contextualise them in the world they live within. People are capable of
empathy and understanding or alternatively of failure to listen and
comprehend each other. These interactions occur through lived, concrete
experience via direct engagement in a shared and complex world (Moran,
2000). This co-existence occurs in an environment shaped by the historical
period, enculturated ideas and the gendered bodies through which the
world at hand is experienced.
Participants frequently described their interactions with other people. This
included interactions with partners, family, friends, acquaintances, health
professionals and strangers. It was obvious these relationships and how
they unfolded were of great significance. Understanding the nature of
relationships requires an understanding of alterity or otherness.
Participants exist as individuals with their own thoughts and actions but
they also live in a world where other selves exist and are part of their lives.
Five sub-themes emerged from the data regarding relationships with the
‘other’. The first sub-theme, becoming public property, refers to how
women were judged and advised, particularly in comparison to their male
partners (de-Vitry Smith, Dietsch, & Bonner, 2013). Others felt free to ask
invasive questions and to tell women how they should behave. The second
sub-theme, the other as gendered embodiment, discusses how
participants’ interactions with others were influenced by their gendered
body. The third sub-theme, protecting the other, refers to how participants
tried to protect and support each other and minimise distress to others.
The fourth sub-theme, finding a safe other, explores factors that helped
participants to feel supported and safe. The final theme, the powerful
other, outlines participants’ interactions with health professionals which
could be beneficial or harmful.
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Becoming public property: ‘People treat you like public
property’
Pregnancy occurs in the public realm and women who are obviously
pregnant are often subject to comments, judgments and advice from
others they encounter (de-Vitry Smith, Dietsch, & Bonner, 2013). They
must respond to questions from others who assume they are happily
expecting a healthy baby. Many societal factors influence the attitudes,
beliefs and expectations surrounding pregnancy.
Communities and societies celebrate birth but when it goes wrong, it is
met with ‘silent disregard’ (St. John, Cooke, & Goopy, 2006, p. 8). Others,
including family and friends, influence parents in both negative and
positive ways (Chaplin et al., 2005). Couples who chose not to terminate
their pregnancy also had to deal with the judgment of others who
expressed their incredulity at their decision to continue pregnancy after
diagnosis of an anomaly (Redlinger-Grosse et al., 2002). Prenatal
surveillance results in couples knowing the diagnosis. Parents must then
live in a public world that assumes they have a healthy baby. The public
also deems them to bear some responsibility for a baby who is not healthy.
Pregnancy is unavoidably public for women due to the visible nature of
their enlarged abdomen. Being treated as public property had positive
aspects when women were shown consideration and given special
treatment by others due to their pregnancy. However, there was also a
powerful negative side when others judged women for their behaviour in
public. The difficulties of their situation were magnified when their actions
were met with disapproval from others. Comments were even more
hurtful for women who had already suffered the distress of diagnosis and
blamed themselves for failing to produce a perfect baby. Women were
very aware of being treated as public property. Bridgette described the two
faces of being public property:
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People treat you like public property ... yesterday I had two
ladies let me skip in front of them to use the bathroom … I have
people smile at me when I’m walking through public places. You
get the other side where … if you get a coffee they assume that
you’re uninformed and irresponsible. Bridgette
Women who are pregnant must negotiate their existence in public places
within a complex social surveillance system that polices the behaviour of
pregnant women to see if it meets sociocultural norms (Fox, Heffernan, &
Nicolson, 2009). Women are also subject to a barrage of advice, with even
strangers feeling entitled to touch their abdomen, comment on their size
and behave in ways that would be considered inappropriate with a nonpregnant woman (Bainbridge, 2006; Elvey, 2003; Munson & Leuthner,
2007).
Questions regarding the unborn baby and preparations for birth seemed a
constant, inescapable occurrence. This was a repeated reminder of their
shattered hopes and dreams. The juxtaposition between the public
assumption of normality and the invisible diagnosis they were living with
was painful:
Oh, all day long, ‘Do I have the baby’s room ready?’ and ‘How
excited am I?’ ... all these things that are fairly difficult. Ever
since I’ve been showing, the whole world wants to be involved
in it. You go to the grocery store and they want to talk to you
about it and that becomes really hard. Jasmine
Participants had to deal with others who had heard and commented on
their progress. Random comments can ‘pierce’ a person’s defences and
‘overwhelm’ them (Bruce & Schultz, 2001, p. 105). Participants were
frequently surprised at the level of knowledge, interest and discussion that
occurred in relation to their pregnancy:
You don’t realise … how many people want to know ‘Hey, how
is everything going?’ and these are people maybe you don’t
come into direct contact with but they know who you are.
Renata
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Being subject to the public gaze required women to respond to uninvited
questions and comments. The participants’ responses were informed by
the complex backdrop of their pregnancy and they had to decide whether
to conceal or reveal information. It was difficult for participants to decide
what to say and how to respond to questions regarding due date, gender
and the pregnancy in general:
Every day, every day … ‘oh how are you doing? You must be so
excited’… it is just an everyday reminder and then you struggle
with ‘Okay, do I tell them? Do I not?’ Anna
Language is grounded in perception, therefore when the diagnosis was
invisible, concealed from other people within the opaque womb, people
felt entitled to give well-meaning though unsolicited advice. Even with
knowledge of the medical diagnosis and despite a poor understanding of
the implications and complexities involved, some still gave unsolicited
advice. Bridgette described her experience:
We’ve gotten a lot of really well-intended uninformed advice
from people that don’t understand the complexity of the
situation; they filter it through their own experience and their
limited knowledge and they try to give us advice about what
they think that we should do, that’s been really difficult.
Bridgette
The public has strongly acculturated beliefs about how a pregnant woman
should behave. This includes dressing modestly, eating well, avoiding
alcohol, avoiding smoking, ceasing active sports and stopping anything they
consider may jeopardise the health of the baby (Paff Ogle, 2011). If women
breach the dominant societal ideologies by behaviour deemed
inappropriate they are liable to receive harsh disdainful judgments. In
reality, having control of the body is a myth; women may behave perfectly
by following the multitude of rules and still have a baby that has an
anomaly through the tyranny of chance.
Pregnancy is no longer a private experience as it is monitored through
continued surveillance that exposes the fetus and places them in the realm
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of public property: observed on the ultrasound, diagnosed, tested,
discussed and treated in the womb. Wynn (2002, pp. 6–7) discussed how
the ‘public fetus’ has gained personhood and independent rights, with
technology eclipsing a mother’s experience. Medical detachment serves to
invalidate the lived experience of the mother who is placed under the
public gaze. The mother is perceived to be a potential danger to her fetus
and is warned to follow the rules to avoid fetal harm (Wynn, 2002).
The term ‘medical gaze’ was used by Foucault to describe a medical
discourse focused on a condition rather than a whole person (1963/2003,
p. 17). The medical gaze uses scientific evidence to dictate requirements
for having a healthy baby: it is as if all women need to do is follow the
instructions accurately and a perfect baby is guaranteed. This is a false
notion because technological power, scrutiny and knowledge cannot
guarantee a perfect outcome.
Advice received by participants included the possibility that, miraculously,
a healthy baby would emerge at the end of the pregnancy. The social and
family networks that people are embedded within can be oppressive or
supportive (Felmlee, 2001). Tara’s experience within her family network
was oppressive at times. Her baby was diagnosed with a lethal anomaly but
others in the family were not facing the reality. Despite the presence of the
lethal condition they continued to ignore the reality:
A lot of people seem like they wanted to give you advice … ‘oh
it’s a good thing you’re continuing, ’cause you never know the
doctors can be wrong’ … that’s not what you need to hear. And
I have my brother who is like ‘well we’re going to pray for you
guys and pray for the baby’ and I said well … ‘there’s not going
to be a miracle here.’ … It’s just frustrating ’cause they’re trying
to be helpful … and it’s hard too because … you’re in this
heightened emotional state too, where you’re trying not to get
offended by every little thing. Tara
Through not listening, Tara’s brother ignored the reality of her situation
and dismissed her reality as untrue. Occurrences such as this invalidated
the participants’ lives by ignoring their concerns and problems; it was as if
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others did not want to listen or accept the reality. Invalidating
conversations reminded participants they did not have a healthy
pregnancy. They had wanted to deny the reality themselves and were now
faced with defending the diagnosis. Jasmine had to telephone her parents
and inform them of new and worse medical findings:
I may have, not good news to share … I’ve been the one who
calls that information with my parents and his parents and
sometimes they can be in denial about things … it’s like ‘well,
what if it’s this? Or what if it’s that?’ And so then I feel like I
have to defend what the doctors have said. Jasmine
Societal expectations dictate mothers should be prepared to sacrifice
themselves in order to have a healthy baby (Davis-Floyd, 2003). Therefore
a mother’s wishes are seen as a low priority compared to anything related
to the health of the fetal patient. Bridgette was extremely disappointed
she could not have a normal birth and expressed her feelings to a relative
whose own births had occurred naturally at home. Bridgette experienced
the judgment of the other:
I really thought she would sympathise but she said to me … in a
somewhat judgmental way ‘Whatever’s best for the baby’ and
… I felt defensive … who loves this baby more than I do? … but
they just don’t understand … what the options mean and the
risks involved … you do feel like you have to defend your
decisions. Bridgette
It was impossible for participants not to respond to their situation and to
others. Even ignoring others was a decision to respond in a particular way.
Persistent questions often felt invasive. In these interactions people are
shaped by and help shape the truth of others and also of the world they
see and touch (Simms, 2001). Often the easiest response was to pretend
everything was fine. At a sports game another mother questioned Anna:
She was asking questions … ‘Well, have you done up the
nursery? How have you done it up?’ So what do you say? … So I
told her … that’s been a struggle for me … how do you tell
people? … You come up to me and you say ‘Oh, how are you
doing? How are you? How’s your pregnancy going?’ and I tell
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you, ‘Oh yeah, I’m great, I’m going to have this baby and I know
he’s going to die shortly after I have him’. Well, what are you
going to say to me? What can I expect you to say to me … so
more often than not I just find myself just putting a smile on my
face and yeah, baby’s due end of February. Anna
The fetal anomaly prompted a different way of looking at the world. New
feelings and considerations were reflected in participants’ inability to
respond happily to questions about preparations for the baby. Instead they
were troubled by what to say and the response they may have received
from the other. A study on parents who continued their pregnancy after
diagnosis of a neural tube defect found parents became strategic about the
level of information they gave people and were sometimes ‘dismayed’ by
other people’s responses (Chaplin et al., 2005, p. 158).
During interactions with others, participants often felt pressured to share
intimate details. The pressure to respond in a particular manner can leave
people feeling open and exposed (Davis-Floyd, 2003). Even people who
knew of the diagnosis sometimes asked invasive and insensitive questions
and then judged women on their ability to be the right kind of mother who
seeks appropriate emotional support. One of Krystal’s twins had an
anomaly and died in-utero. Krystal continued the pregnancy with the living
twin and was upset by the morbidly insensitive curiosity about being
pregnant with one dead fetus for the remainder of her pregnancy:
I’ve actually even had friends who felt our relationship has been
jeopardised because I haven’t shared as much with them. And
I’ve tried to explain to them that emotionally it’s not helpful for
me to go through the details … even close people, but we’re
talking even grocery store people, or people that I hardly even
know, they wanna know every single thing and hardly anybody
says ‘I’m sorry for your loss’. Krystal
Dialogue has mutuality, it moves and shapes each person involved. Each
must respond to the other and through this interaction, meaning takes
place. Innocent comments that would normally be welcomed became
distressing in the context of the participants’ lives. When a participant
disclosed their situation and received a negative or shocked response, it
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influenced how they responded next time. Participants also had to deal
with being watched and judged but found it helpful when friends were
honest:
It feels like being in a fishbowl ’cause people are watching you
at every moment. Is she okay? Is she crying? … People are
always asking ‘Are you okay?’ Of course I’m not okay, this is a
really tough thing. But I don’t want to go into it with everybody
around … I’ve had some really good conversations with friends
who said ‘I don’t know what to do, I don’t know how to respond
or reach out to you’. Jasmine
The way participants and others responded during interactions related to
multiple layers of issues and could not be reduced to single isolated
factors. People act from the beliefs they hold about what they see. People
may avoid women with an ‘abnormal baby’ or limit conversations to quick
superficial topics because it contaminates them with the fear this could
happen to them. Participants had no choice but to deal with other people
who responded to their circumstances in different ways that did not always
mesh with their preferred coping methods:
I tend to do better grieving privately and so it’s really hard for
me ’cause I have now become the grieving machine for
everyone … they want to work their grief through me and that
becomes really difficult because I’m trying to work it through
for myself and so people grieve different ways and some people
want to do it really publicly and want to talk about lots of
things. Jasmine
There was a complex interplay between past feelings and the current
interaction. The inner reactions were sometimes unobservable during the
dialogue. Thoughts and feelings may have been repressed rather than
expressed as things were left unsaid and the knowledge of the condition
remained absent for the other. The difficulty of dealing with the public
nature of their pregnancy made some participants very wary of exposing
themselves to others and resulted in them becoming more isolated:
It’s not like you go around telling everybody ‘Hey I’m pregnant,
baby is not going to live’ ... you’re not going to offer that up …
Chapter 7: The alterity of the other

193

during the pregnancy I kind of closed myself off from all other
social situations. Tara
Other participants protected themselves by being selective about the
information shared, giving a minimal response that did not refer to the
fetal diagnosis. Language involves sharing but it may be an incomplete
sharing, an utterance that does not disclose the participants’ reality — the
unsaid lies behind the spoken words. Participants responded with
politeness or frustration and anger. Mostly participants used avoidance for
self-protection:
If it’s total strangers, I don’t want to get into the whole spina
bifida … so I would just say that I’m due this day. Amelia
Humans are essentially relational creatures whose existence is ‘intrinsically
related’ to the chosen actions and responses of others (Green, 2009, p.
265). Participants’ experiences of the diagnosis of a fetal anomaly were
invisible to others and they often coped by keeping their situation
concealed unless they felt safe enough to share the diagnosis. Invisible
assumptions about a healthy pregnancy had the ability to seriously disrupt
the equilibrium of participants who often tried to avoid potentially painful
situations. As expected, Tara’s baby died shortly after birth. During
pregnancy she dreaded the thought of being asked about the baby later on
when it was obvious she was no longer pregnant and this led to attempts
to conceal the pregnancy:
I tried to hide it with a few people, maybe they’ll just think I’m
fat or something, but it seems like it didn’t work and they’d ask
about when is your baby due blah, blah, blah and so I didn’t tell
them right away but, so I’m dreading them asking me about it
later when they see that I’m not pregnant anymore, ‘Oh how’s
your baby?’ Tara
Ongoing relationships in the workplace were difficult for the participants.
However, Jasmine found the workplace was a safe haven where she could
be a normal person, not the mother of a baby who was destined to die at
birth:
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I don’t regret leaving them in the dark … that was my sane
place to go, that was the only place I could go that I could just
be me and didn’t have to be grieving, could have something else
to focus on and that I think was really saving. I can’t imagine if I
wouldn’t have had that safe place to go. Jasmine
However, the social nature of the work environment led to difficulties.
Assuming everything was normal, Jasmine’s colleagues wanted to give her
a baby shower, an event that is usually a joyous part of the ritual of
pregnancy and the transition to motherhood:
My team wanted to throw a shower for me ... I didn’t want to
share with them what was going on, it was too hard, and
everybody’s asking about the nursery. Jasmine
Interaction with others such as work colleagues constructs a history. Now
others know of the pregnancy and are interested in the outcome. Many of
the participants were troubled by having to explain what happened to the
pregnancy. For Jasmine the prospect of going back to work and having to
tell people what happened was daunting:
Work, I’ve really been trying to process through how I tell them,
’cause I can see coming back and being in a meeting with
twenty people and someone says ‘Oh, I can’t wait to see the
baby pictures’ … and what do you say? Jasmine
Communication with others was part of being public property as they were
expected to let people know what was happening:
A lot of my time was spent on just communicating with specific
family and all our friends and having to do things we didn’t
really have plans for, like putting together a funeral. Darcy
The birth of a baby with an anomaly occurs within a family, society and
culture. Participants worried about how others would react to their child
after birth and felt the support of other mothers who had been in a similar
situation would be helpful. Wanda and Isolde described their experiences:
I’m hoping that knowing other Mums … will make me feel
better when I’m out in public, if people are giving me weird
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looks or giving the baby a weird look … maybe if I know I have
some support somewhere … that would help. Wanda
I’m a little nervous because as much as I want them to meet
her, I don’t want them to be afraid of her either. So I think a lot
… about how I’m going to introduce them to each other. Isolde
There was a perceived lack of support for parents who continued
pregnancy after diagnosis of an anomaly. Some women felt the
information available was mostly aimed at people who made a choice not
to continue the pregnancy. The information needs and preferences of
women have been covered extensively by Lalor, Begely and Galavan (2008,
p. 189) whose study recognised women sought information in two ways,
either ‘monitoring’ (high information preference) or ‘blunting’ (low
information preference). Being aware of women’s personal preferences for
information enables health professionals to adjust their communication
style appropriately (Lalor et al., 2008). Having appropriate information was
important to parents. As expressed by Anna:
I wish there were some more support groups out there, not just
online chat things and blogs … I was actually surprised that
most of the handouts are kind of geared towards people who
actually opted for termination … I didn’t see a lot of resources
for support groups for people in my situation who are faced
with a tragedy like this, and who are living it real time. So I’d
like to [have] ... more information on websites or groups or …
just something … an outlet for people. Anna
Bella and her husband Lachlan were verbally accosted for taking their baby
girl out in public. After birth the entire family became public property and
were subjected to judgmental societal surveillance. They were shocked and
unprepared when this occurred. They had not aligned with societal
expectations to keep a baby with an anomaly hidden from public view.
Their friend tracked down the man who had accosted them and confronted
him:
We’ve had actually a few people harass us, ‘why are you taking
her out in public?’ … it really shocked us … we were in an
auditorium and he told us that we had no right taking a baby
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there and it was bad for them … and the friend … he went and
found the guy that had confronted us earlier and he’s like ‘you
have no right, you don’t know what the family’s going through,
you should love people not judge them’ and this guy just kind of
blew him off and walked away, so he was just a jerk. Bella
Self and other can interact with dissonance as Bella and Lachlan found, but
they can also act with altruism in order to protect others. The fetal
condition was no longer invisible but revealed to the public and both
parents now had to deal with the visible condition when with others.
During pregnancy the situation was different due to female embodiment
involving the fetus growing within the womb. Gendered embodiment
meant the pregnancy was experienced differently for men and women.

The other as gendered embodiment: ‘He’s not the one
that looks pregnant’
For women, pregnancy is embodied, the fetus is always with women, held
and nourished within as a constant presence. A woman’s body responds to
pregnancy with multiple physical and emotional changes, some of which
are inescapably evident to others. Due to the physical properties of male
and female gendered bodies, a woman’s life unfolds differently to that of a
man’s, therefore it is important to comprehend the ‘other as other’
(Irigaray, 1995, p. 17). As Merleau-Ponty (1945/2004, p. 231) noted ‘I am
my body’ therefore participants could only know the world directly
through their gendered body and this influenced how they were treated by
others. For males, pregnancy was disembodied and experienced vicariously
through their female partners. Participants’ interactions related to their
lived experience of gender and each was capable of influencing the other.
Anna expressed the consequences of embodiment and disembodiment:
There’s no getting away from it, it’s always there … he’s not the
one carrying the baby so it’s not a constant reminder for him.
He’s not the one that looks pregnant so he can go to work and
nobody will ask him a darn thing about it, whereas I step in the
school parking lot and I get approached by five women, who are
asking ‘oh, how are you doing? So that’s hard. Anna
Chapter 7: The alterity of the other

197

Pregnancy, childbirth and lactation are embodied and directly experienced
through female bodies whereas for males the experience is indirect.
However, in common with women, men undergo psychological changes
and alterations in social roles which are mediated by ‘contextual factors’
(Katz-Wise, Priess, & Hyde, 2010). The participants’ experiences occurred
in a societal context that views motherhood as a core construct of a
woman’s identity (Katz-Wise et al., 2010). This environment has historically
viewed the nurturing and care of infants as women’s responsibility
(Morgan, 2005).
For Anna (cited above) and Tara, the constant reminders of the pregnancy
through embodiment and the unsolicited comments of others were
difficult to deal with:
He’s not the one pregnant, so he could go out … and they don’t
even question anything, whereas I go out and my clients they’re
like ‘Oh you’re pregnant’… and it’s sooo hard ’cause … most of
the time it is very nice when someone comments about your
pregnancy … but in this situation … I got terrified anytime
anybody would ask me about it. Tara
Men were part of creating a child and were going to be fathers although
this was hidden from the public eye. They may have been experiencing
profound life changes but this could not be completely known nor could it
be totally controlled. For men only one side was seen, the external side.
Despite the lack of presence of the fetus within their body, male
participants were emotionally and physically altered. They tried to
understand and wanted to be involved:
It is so much different to be the Dad, because he’s not inside me
… there are still hours that’ll go by where I’m working on
something and I’m not really even thinking about the fact that
we have a child that may have special needs … Layla, I mean
she’s carrying him around, she feels him, so it’s so much more
detached for me ... I wish I could feel what she feels. Daniel
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Due to the absence of constant physical reminders such as the fetus kicking
within the womb and the lack of public comments, it was easier for men to
become caught up in activities and be more removed from the pregnancy:
I’ve tried to be a good guy, but … it’s hard for me to really
understand ... the physical things … I can go drive somewhere
and I can be listening to the radio and forget, not forget but
remove myself from it. She can’t do that. Rhys
The raising of human infants is a long and complex process spanning more
than a decade with optimum success being associated with two caring
parents (Gettler, McDade, Feranil, & Kuzawa, 2011). Therefore it makes
intuitive sense for males as well as females to be biologically primed for
parenthood. During the pregnancy men desired to support their partner:
It’s difficult, I don’t know all the things she’s experiencing, so
I’ve just been trying to be as supportive as possible ... I try… to
make her life a little bit easier. Darcy
Male testosterone levels are high when they are seeking a partner, then
decline once they are partnered, with partnered fathers having the lowest
testosterone levels (Gettler et al., 2011). It is postulated the male
neuroendocrine structure down-regulates testosterone to support males’
parenting abilities (Gettler et al., 2011). The pregnancy may be invisible on
the male persona but the effect on the male participant’s psyche was
evident:
I want to be … this father that, no matter what life sends, stays
true to his word, stays true to his commitments and follows
through. Daniel
Hormones also prime men’s instinct to care for their offspring when the
social context supports this (Morgan, 2005). A landmark study by Storey,
Walsh, Quinton and Wynne-Edwards (2000) indicated expectant fathers
had cortisol and prolactin increases that correlated with their female
partners. The function of these hormonal changes is to help prepare men
to provide for their infants and men who suffer from pregnancy symptoms
(couvades) show more hormonal changes (Storey et al., 2000). Oxytocin
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improves the detection of subtle social cues and increases generous,
trusting feelings (Newman, Harris, & Allen, 2011). Oxytocin is critical to the
bonding of infants and parents and increases during pregnancy, birth and
interactions with infants in both men and women (Feldman, Gordon,
Schneiderman, Weisman, & Zagoory-Sharon, 2010). Male participants
often described how their partner’s pregnancy altered their attitudes and
feelings:
I’m just working for him now, the heck with the professional
accolades and all that … Kate being happy … it’s thinking less
about myself … I should be at work or … such and such should
be happening right now… none of that stuff really enters my
mind when we’re in a session [appointment] … we’re going
through this together … It helps cement our relationship …
Thinking about the bigger picture, thinking about this little guy,
he’s more important than anything. Dean
Men are not directly experiencing pregnancy, birth or lactation; however,
similar neuroendocrine pathways are initiated in both genders which are
believed to initiate fathering and mothering behaviours (Feldman et al.,
2010; Newman et al., 2011). Research indicates cortisol levels increase
more for men who feel concern for their infant or desire to comfort a
distressed baby than in unconcerned men (Storey, Delahunty, McKay,
Walsh, & Wilhelm, 2006).
In general, men are expected to avoid any demonstration of weakness;
they are socialised to be strong, dependable protectors of women (Levant
& Richmond, 2007). According to Young (2003, p. 2) the chivalrous male
who will sacrifice himself in the fight to protect his family is part of a
‘patriarchal logic’ which affords men dominance as protectors of the weak.
Steve and other participants described how protective they felt regarding
their baby. When Steve felt his son’s care was not appropriate he
confronted the staff:
I don’t really care if I hurt somebody’s feelings, when it comes
to taking care of my son … you stop thinking rationally … so you
really have to kind of stay frosty ... because that’s the only thing
that’s helping you protect him … I had to take care of him and I
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had to take care of Shelly … I had to stay upbeat for her … I’m a
pretty relaxed person, and I would go from zero to pissed off
like that [makes a snapping noise] at [hospital] when I didn’t
feel like things were going the way they should. Steve
Steve was so on alert as a result of dealing with the difficulties at the
hospital and the stresses of his son’s illness that one of his work colleagues
was concerned he would have difficulty handling a work situation:
And I think he was really concerned ‘Are you sure you can do
this?’ I think he was really concerned that I was going to flip out
or something like that. Steve
Participants could not escape being-in-the-world and interacting with
others who perceived events from their own differing perspective. The key
to alterity, of relationships with others, is the embodied engagement
between self, other and the world (Hass, 2008, p. 123). This engagement is
influenced by the gendered body of the other. To describe the space where
self and other meet Merleau-Ponty (1964/1968) uses the term écart. This is
the space between the person who sees and the person seen, where
difference occurs. It is the separation, the écart that makes perception of
the other possible because they are other (Hass, 2008, p. 130). It is the
space ‘where world, self and others overlap in perceptual contact’ (p. 134).
During interactions with others, participants were very aware of upsetting
others by what they disclosed in the space where they met.

Protecting the other: ‘You almost want to protect them
too’
Participants often acted in an altruistic manner trying to protect the other
through caring and kindness. Their behaviours were altered as they tried to
reduce the impact of their situation on others. Couples wanted to minimise
trauma to their other children and to consider each other. Males
demonstrated a powerful drive to protect their partner. Parents,
particularly women, were willing to make huge sacrifices to protect their
baby and improve their chances, with little consideration of the risks to
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themselves. They demonstrated Levinas’s concept of responsibility where
‘the face imposes on me and I cannot stay deaf to its appeal, or forget … I
cannot stop being responsible’ (Levinas, 2006, p. 32).
Relationships between participants and others are examined from the
viewpoint of Merleau-Ponty informed by Levinas’s concept of humanism.
This view sees a community formed where people are capable of ‘sacrifice
and altruism’ (Levinas, 2006, p. 22). Individuals come together as shared
beings who synergistically interact through mutual responsibility and their
mortality. This coming together opens each to the other who is also
infused with the breath of life, the capacity for love and suffering (Hass,
2008).
There is a chiasmic intertwining between self and other that constitutes all
human relationships. It commences in the sanctuary of the womb where
fetus and mother begin a reciprocal, didactic and synchronous relationship
(DiPietro, 2010; DiPietro et al., 2006). Birth launches the fetus from their
first home into a ‘personal existence’ within a world of others who have a
personal life inextricably linked to the surrounding world and each other
(Merleau-Ponty (1945/2004, pp. 404–405). Participants in this study
established an attachment to the fetus and felt responsibility for their wellbeing. This was similar to Levinas’s description of how humans feel flooded
by feelings of responsibility that oblige them to act and prevent them from
remaining a spectator to the theatre of life (Levinas, 2006).
The maternal relationship is described as the mother desiring to know, to
be with, to protect the fetus and attend to his or her needs by giving of
herself and providing safe passage (Laxton-Kane & Slade, 2002). Bella
indicated the attachment and self-sacrificing nature of motherhood when
she demonstrated her willingness to endure an unnecessary caesarean
section in exchange for even minutes with a live baby:
We’re leaning towards actually caesarean just ’cause … giving
birth to her could kill her ’cause so much of her head is on the
outside of her skull, so I’d rather be able to hold her and hear
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her cry and kick and all that kind of stuff than try to do it
normally. Bella
Daniel’s wife Layla wanted to have invasive intrauterine surgery in an
attempt to improve their baby’s condition. Even though she was afraid, she
wanted to proceed but Daniel knew the chance of success was very low
and the procedure carried serious risks for Layla. It was hard for him to
watch her cling to the hope that something could be done and then lose
that hope:
We were talking, crying, crying and I said ‘I don’t want you to
do this,’ and I think she knew that she probably shouldn’t but
she didn’t want to let go of that hope so that was probably the
lowest point in this entire experience. Daniel
High risk pregnancy or danger to the fetus has the potential to increase or
decrease parental attachment. Participants in this study all expressed
strong attachment to their baby. Higher maternal-fetal attachment
possibly increases maternal feelings of protectiveness (Laxton-Kane &
Slade, 2002).
People assumed the pregnancy was normal and were taken by surprise
when told the truth which added to the participants’ distress. Each person
directly knows and experiences the world through their own perceptions,
history and beliefs (Ramer-Chrastek & Thygeson, 2005). When participants
did disclose the true situation they had to deal with the responses of
others and often tried to minimise the distress of others:
I can tell when someone’s feeling a little lost about what to say.
They don’t know what to do and so I make them feel better.
Wanda
Partners tried to protect each other and the baby as well as others. Irigaray
(2004, p. 397) believed humanity is defined by an ability to ‘modulate’
relationships through multiple interactions with others, at times being
open and vulnerable to them or alternately closed and protective while still
being oneself and respecting and valuing others. Altruistic feelings called
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forth a response that tried to protect others and included being aware of
the burden that knowledge of the situation placed on others. Anna and
Amelia expressed their concerns:
It’s kind of a delicate balance … you almost want to protect
them too, cause you know that they’re feeling some pain too …
my sister-in-law was very upset, my Mum is of course
devastated, so that’s always in the back of your mind as well, I
don’t want to burden them with this. Anna
People are so excited when they see a pregnant woman and
they know there’s going to be a new little baby. And then you
tell them ‘Well, there’s a little defect’ and you feel bad … more
for them because their expression changes and they don’t know
how to react. Amelia
Assuming every pregnancy is normal, people will often speak to women
about the joy of parenthood. In these circumstances women often chose to
keep their situation hidden, even though it was painful. They did this to
protect others and avoid upsetting them:
I was on a plane the other day with a guy … for hours I had to
listen to him talk about his little boy, ’cause he was so excited,
and he didn’t know what was happening with me … I don’t
want to … share with them and then have them feel like a creep
for the rest of the time, so I just choose to talk to them and
enjoy some of their joy, it’s not easy. Jasmine
Empathy occurs when one person grasps the emotional sense of another
person as if they were their own; this is considered a vital component for
understanding in relationships (Rogers, 1975). Many participants
demonstrated insight and empathy:
I was concerned about my family coming in, I’m not sure if I
really wanted them to see him like that, my Mum she’s very
emotional, I know it’s going to be hard for her to see that, but I
also know that she needs to see him and she needs to be there
for me herself and I’m not going to take that away from her.
Charlie
Male participants desired to protect their partner and fix the situation but
were unable to. Jasmine described her husband’s attempt:
Chapter 7: The alterity of the other

204

Very protective of me and very vulnerable … he’s very bright
and he just has a brain that figures everything out, and so I
honestly think that this is the first time in his life he can’t fix it.
Jasmine
Other people exist and have similar ways of feeling, perceiving and
interacting within a common world. People understand actions performed
by others because their own body acts in a similar fashion and this
‘common ground’ allows each individual to be aware of the meaning and
intent of the other (Merleau-Ponty, 1945/2004, p. 413). According to
Merleau-Ponty (1945/2004) there can be no doubt about the existence of
other people because humans exist in a shared world where they are
aware of the existence of themselves and others through direct
perception.
Humans exhibit purposeful behaviour and are amazingly adept at
understanding other people and recognising their emotions (Mason &
Macrae, 2004). These skills are so refined and important it is difficult to
have relationships without them. People are able to understand and share
emotions such as sorrow because the same neural pathways are activated
in the person witnessing the emotion as in the person experiencing it
firsthand (Singer et al., 2006). Even observation of another person’s actions
results in ‘resonance’ with that action through stimulation of the same
muscles; this is known as mirroring (Fadiga, Craighero, & Olivier, 2005, p.
213).
‘Social cognition’ relies on the ability to recognise socially relevant
information in the interaction between self and other (Adolphs, 2003,
p. 165). This includes multiple complex abilities including perception,
interpretation, prediction and representation of the actions of others in
order to make decisions and decide on a personal course of action
(Adolphs, 2003). When a person witnesses another’s emotions they are
able to grasp and understand the others emotions because the same
neuronal pathway is elicited in the person observing as the person
experiencing (Adolphs, 2003). Humans are primed to be aware of each
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other’s emotions, although they may respond differently to them.
Merleau-Ponty (1945/1962) considers the other as an individual person,
different but similar, who lives, perceives, experiences, acts, feels and
understands in ways that do not have exactly the same tenor but are
nonetheless similar and recognisable.
Male partners considered the risks for their partner. Some made it clear
that if there was a choice between saving the baby or saving the mother in
an emergency, his partner was the priority:
His birth plan … he has a section for my care; if there’s any sort
of problems … the priority is my wife, you make sure she makes
it through … mothers are just so selfless that they just don’t
think about that, ’cause my concern is of course my baby … in
such a traumatic time, that I would be the priority, that makes
me of course feel good, definitely, definitely so I know he’s got
my back. Anna
If he was going to die, then we’re not going to put Shelley
through that … if there was any chance of his having a normal
life then we figured we are strong enough people to do it. Steve
Mothers tended to be prepared to sacrifice anything for the baby but
although fathers also wanted the best for their baby they were reluctant to
see their partner endangered. Men appeared to operate within what has
been described as the stereotypical taxonomy associated with maleness
reflecting literature which argued if men do breach their expected role
they face social sanctions (Connell, 2002; Epstein, 2008; Gabbay,
Lafontaine, & Lamontagne, 2011; Levant & Richmond, 2007). Masculinity
was defined by Connell (2002, p. 43) as the ‘configuration of social
practices’ attributed to males and socially distinct from the patterns
attributed to females. History, culture and society view the masculine role
of fathers as the primordial, watchful protectors of woman and infants and
this is related to their self-esteem as men (Diamond, 1997; Young, 2002).
Male participants embodied this role and often appeared to be taking on
the role of the strong, supportive protector.
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Couples live in a social world, within a horizon of existence that has
expectations of gendered relationships and where these relationships and
their context are inescapable. As Merleau-Ponty points out, people may try
to ‘turn away’ from the world and others but they remain situated in it and
this relationship is more profound than perception or judgment (MerleauPonty, 1945/2004, p.421). Men were situated in their relationship which
unavoidably altered them:
I can be kind of brusque in some ways … instead of listening to
somebody … there may have been times in our relationship
where I’ve probably done that with Kate, but I’m making a
concerted effort not to, to be there, in a serious way, so I’m still
trying … a lot of times in my history I’ve gone into my private
space, my quiet time. Dean
All participants had informed their children about the pregnancy and the
children were expecting a baby to come home. Children are an integral
part of the close social world of parents who worried about them being
traumatised, as Anna and Juanita said:
The children … they’re going to be our main concerns
throughout this whole process … we want to make sure that
they aren’t traumatised by the whole thing. So we’re trying to
just really be positive about the experience. Anna
My children were very concerned as well, the family … [We’re]
facing this altogether it wasn’t easy for me to tell my children
what was going on. Juanita
The family is also a system that may be emotionally troubled due to
changes and disruptions. Children may witness their parents crying and
upset. They may be cared for by other people more often due to
appointments and hospitalisations. Daniel discussed the concerns he had
for his daughters:
I’m both excited for them and also concerned for them. If
there’s a lot of difficulty with him and their ability to interact
with him, their ability to hold him … I just want them to be able
to experience as much as they can … that’s been in my mind the
most over the past couple of weeks. Daniel
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Parents are dealing with their own grief as well as trying to support their
children. Children may respond to the changed dynamics in the family by
regressing, throwing tantrums and behaving differently (Price, 2007).
Renata noticed changes in her young son’s behaviour:
It wasn’t just affecting me but it was affecting my two-year-old
too … they’re so perceptive and maybe on the outside I felt like I
looked okay … he would act out and I could tell that probably he
was picking up the stress from myself. Renata
Everyday life experience was changed for siblings who looked for their own
ways to deal with the situation. Having a sibling with a disability always
affects children who worry about their brother or sister and tend to be
more sensitized to distress in the family and feel responsible to help
(Naylor & Prescott, 2004). Anna’s baby was home on hospice care and she
had to deal with her children’s reactions:
My little ones still say prayers that the baby’s going to be okay
… I don’t want to break their hearts … so I just tell them … hope
is very powerful … if hope is what you need to get through then
hope all you want and we’ll just deal with it, we’re a pretty
strong family unit. Anna
Anna had to deal with the innocent questions of her children which
indicated their lack of knowledge about death. Children are strongly
influenced by how their parents respond to loss and will seek comfort and
guidance from their parents (Kresak, Gallagher, & Rhodes, 2009). Anna was
very conscious about protecting them when she responded:
I try not to get too emotional in front of my kids because I don’t
want to scare them, so you kind of have to be strong that way.
Anna
It was difficult to explain what was happening to children and parents
struggled with what to say and how it would impact on their child. Anna
sought to explain circumstances in ways that were appropriate to their
developmental ages:
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You have to find ways that are age appropriate that they’ll
understand. So I think that’s one of our challenges now… the
subject of their sibling passing away … it’s not comfortable
explaining to them … the fear of being faced with the idea of
mortality, and oh, ‘if my little brother’s going to die, what’s
going to happen to me. What’s going to happen to my parents’
… So I think he’s insecure that way so we, I’m trying to talk with
him about that … he’s excited to be a big brother … but still I
think not the full understanding there of what lies ahead, so
that’ll be a challenge too. Anna
Participants were worried about the effect knowing the diagnosis would
have on the children and they utilised the advice of health professionals:
You can’t explain to a two-year-old ... one of the nurses … said
not to say he’s sick because they get sick too, so they’ll think
what does that mean? So we’ve just said that he has some back
problems and … we’ll just see what the doctors can do and
what that means, and they both know cause at night when we
tuck them in they say their prayers, they both put their hand on
mummy’s tummy and say ‘pray for baby Liam. Daniel
Parental concern occurs with good reason as research indicates siblings
may have difficulty coping with their emotions and may exhibit behavioural
problems (Price, 2007). The death of a brother or sister results in profound
changes and challenges that includes emotional pain, vulnerability and
surges of grief even for young children (Price, 2007; White, 2006). Not
listening or responding to what children think about death is a serious
failing and disrespects bereaved children by ignoring their reality
(Cacciatore, 2010; Ladbrook, 2004; Packman, 2006).
Participants attempted to protect their partner and their family from
distress. They considered the effects on each other and the prospective
grandparents, aunts, uncles and other family members. Men felt a strong
desire to protect their partner and both parents were concerned about
what to tell their children and how they would respond, and wanted to
avoid causing further trauma. To help them cope participants sought safety
in protective, supportive relationships.
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Finding a safe other: ‘He’s my rock’
Participants recognised the stresses of the fetal diagnosis would alter the
relationship with their partner. Supportive relationships were incredibly
important and women repeatedly described their relationship with their
partner and the support provided because he was also experiencing the
same circumstances and therefore understood. When partners were
emotionally unavailable women felt hurt; when partners were supportive
they appreciated having someone to depend on and often felt their
relationship became closer. When one partner was upset the other partner
would often react by being more positive in a reciprocal exchange that
provided a safe other. Women described being supported by family and
friends and some sought professional counselling as a way to deal with
their powerful emotions. No men discussed attending counselling but
some did mention the support of their family, particularly their own
parents.
Social support is an important factor in mother-infant well-being and helps
facilitate women’s transition to motherhood. Mothers in this study
identified their male partners as their primary support (there were no
same sex couples in the study). Assistance from partners and mothers is
important to women who identified partners, sisters and mothers as major
supports

(Leahy-Warren,

McCarthy,

&

Corcoran,

2012).

Couples

endeavoured to support each other and the relationship and recognised
their differences. Being supportive requires learning with, from and about
the other by listening carefully and looking past social, cultural and gender
viewpoints to reach understanding (Hovey & Craig, 2011). Renata
recognised some of these differences and valued her partner’s support:
Men show stress a lot differently than women and, but he’s
been great just to be supportive and, especially through the
meltdown times … he’s my rock, my support so, and I’m glad I
have it because if I didn’t I don’t know what I would do. Renata
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Having a partner’s support was very important to women and this was
expressed multiple times by participants, including Anna and Penny:
My husband’s been super supportive … I just couldn’t do this
without [him] I would be committed to the nuthouse by now.
Anna
Darcy was really the rock in that whole situation and he was so
strong, he just did it all. Penny
Male participants tried to be the strong, steady, supportive man who
recognised and evaluated situations to improve them. Men repeatedly
expressed their desire to help and considered themselves part of a team:
Hey, it’s a team sport … she can’t go very far and do much so
I’m here to help. Ben
I was trying to be positive … trying to make it less complicated
sometimes it worked okay, sometimes it didn’t, she was worried
… I just wanted to do everything at the same time, understand
everything and make everything work. Charlie
Male partners had difficulty witnessing their partner’s sadness. In human
interactions when one person sees another they are always attempting ‘to
decipher social and emotional cues’ and the closer a relationship the easier
this tends to be (Aviezer et al., 2008, p. 724). Partners experienced what
Shotter (2004, p. 443) describes as a spontaneous ‘gestural’ understanding.
Women described crying frequently and their tears of sorrow affected
others. Greg said he was a ‘hunting and fishing man, not much on
emotions’ but he was distressed by his wife crying and responded
intuitively:
It’s been hell, the whole thing … basically all I have is the
support that I can give her, other than that, it’s just deal with
the problems as they arise … I don’t know how to handle it
when people cry, so it’s just do what feels right at the time …
well basically just hold her, let her cry on the shoulder, talk with
her, that’s about all you can do. Greg
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Participants exhibited what has been called the Romeo and Juliet effect, a
social phenomenon where a ‘you and me against the world’ position is
adopted. This occurs when couples face a threat that bonds them together
as they resist the dangers they face (Felmlee, 2001; Kulkarni, 2007).
Couples formed a partnership and the interactions between them and
what was occurring in their lives influenced their decisions and actions:
The realities of everything … kicked in, to try to bring us closer
because when you do see other people’s reactions and what
you only have left is each other to depend on, that’s what has
brought us closer I think. Wanda
Grief and stress can strain relationships and participants guarded their
marriage and recognised how it helped them. Couples have been shown to
have a lower release of cortisol under stress than single individuals. Isolde
shared her desire to protect her marriage:
I wanted to make sure that Ron and I were still close and that
we had conversations together that weren’t about her all the
time, just making sure that our marriage stays strong … I think
that our marriage has really helped us, he‘s really good at
telling me if I’m spending too much time on the internet or
okay, ‘you’ve gone too far now’… he’s such a calm, steady
person. Isolde
It was obvious couples relied on each other as they lived through the
situation together. Merleau-Ponty wrote of ‘a taking up of others’ thought
through speech … an ability to think according to others which enriches our
own thoughts’ (Merleau-Ponty, 1945/2004, p. 208). Participants interacted
as a couple and had to negotiate the changes to their lives and their
relationship:
It’s been a real test of what … we can handle in our relationship
and who we are individually. Isolde
We’re taking care of each other … you can’t expect something
like this to not change the dynamics of your husband/wife
relationship … it’s got to change somehow. Anna
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Daniel and Layla felt they were facing their issues together and were
helped by their similar ideologies and agreement on decisions. They were
able to balance each other when necessary:
More than my relationship with her has been tested or strained
… it’s been just, if we were walking arm and arm before I think
we’ve just hunkered down a little more. Daniel
He’s already just extremely loving our son and very sensitive to
what I need emotionally … we get to pray together, we share
the same feelings about our son and when I start to get
discouraged he’s usually more upbeat and when he starts to get
discouraged I’m usually upbeat so … we’re very much in the
same heart on it. Layla
Krystal made the point she did not have to explain everything to her
husband because as a couple with the baby in common they were
experiencing the situation together:
I relied on my husband enormously … Somebody intimately
involved in the situation ... emotionally connected. So I feel like
although I’m the one who is literally physically experiencing
this, it’s although he is too. And this is a loss for him and so it’s
not just that he is listening to me but he’s experiencing it and he
knows it and I don’t have to explain to him. Krystal
A study of parents whose fetus was diagnosed with a neural tube defect
found partners were most frequently listed as the major support, although
they also named friends and family (Chaplin et al., 2005). Husbands were
described as ‘invaluable’ and a ‘tower of strength’; however, some women
felt their husbands were ‘emotionally distant’ and they found this very
hurtful (p. 157). Participants who did not receive emotional affection in
their closest relationship experienced pain and felt rejected. It is a person’s
interdependent and close relationship that results in the most ‘intense
emotional’ reactions to disturbance (Jaremka, Gabriel, & Carvallo, 2011,
pp. 46, 60). Jasmine felt intense sadness during her pregnancy because she
felt rejected by her husband’s response to their situation:
For a while Rob … it was hard for him to be affectionate with
me, because it reminded him of [the baby]… it was challenging
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to know that you remind your husband everyday of something
really awful … I said ‘honey I feel rejected’ … ’cause I’m carrying
this baby and it makes you sad … I want you to look at me and
be the person who makes you happy and I can’t fix that … he
couldn’t fix it either because … having me around reminded him
of what was going on and it was easier to compartmentalise …
and he wasn’t constantly reminded of what was coming ahead.
Jasmine
Participants were prepared to take steps to keep their primary social ties
strong. From an evolutionary standpoint forming social ties has been an
essential component of human survival in the face of adversity (Jaremka et
al., 2011, p. 46). Through communication Jasmine and Rob were able to
find a way to cope together:
We’ve got to find a way … to make it through this and he took it
to heart … he’s gone overboard the other way, just making sure
that he’s being such a positive support and loving and nurturing
and really making an effort … when I want to be silly and have
him talk to the baby it’s just hard for him, ’cause it’s easier for
him to just know that it’s … gonna die … whereas for me it’s not
like that. Jasmine
Couples worked on dealing with the problems they faced and attempted to
resolve them. This may have enhanced their ability to support each other:
At first we were really at each other’s throat but we’ve worked
things out a lot more and [are] actually talking things out now.
Amber
Relationships are reciprocal and an action and reaction occurs between
partners and their families as they struggle with the diagnosis and its
implications. Experiences are felt as integrated and are multimodal, with
the senses working together and seeking to reach stability (Carman &
Hansen, 2005). Stability was a safe haven where parents could regroup and
feel

unified. Human survival

is adapted towards social

living,

connectedness, sharing and interdependence which together form ‘the
source of meaning (Brewer, 2004, p. 108). Participants appreciated being
listened to and feeling connected but they also experienced disconnection:
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I was lucky to have good friends who were you know, who
would listen and were non-judgmental and just would listen to
me but you’d sometimes just kind of feel like you’re talking to a
wall you know, it was like a compassionate wall but you know
what I mean, just somebody who’s like aha, aha, and then they
would just feel sorry for you. Tara
Supportive friends who considered the family as a whole were valued. They
thought of creative ways to support parents and celebrate by modifying
the normal rituals of pregnancy:
They obviously chose not to have the shower … but a friend did
suggest … we should still do something … to celebrate … which
was cool and I through it was nice of her to ask, ‘well maybe we
should think about doing something with the Dads too?’ And I
said ‘that’s a great idea because my husband’s going through
this as well and I think he should be recognised as well’ … so
we’re going to do something. We haven’t planned it yet but
something and it’ll be a couple-oriented thing. Anna
Pregnancy and birth are part of entering what Dahlen, Homer and Barclay
(2010b, p. 1982) have called ‘motherland.’ When supportive others found
ways for mothers to take part in normal pregnancy rituals they were given
entry into ‘motherland.’ Some participants chose to share information
about the pregnancy and others did not. Isolde felt nervous about letting
people at work know but was ultimately pleased with her decision:
Sharing … really helped me a lot because I have co-workers who
say ‘make sure you bring her in’ I have a little bit of hesitancy of
how that’s going to actually happen but those who do know at
work, I’m glad ... because ... it gives them a chance to process
how they’re going to express their love and joy for her ... so I
think that might have been a really good choice. Isolde
When normal aspects of pregnancy and relationships with others were
removed women were denied their entry into ‘motherland.’ Participants
felt isolated from the club of women with normal healthy babies. Feeling
different alienated them and they became a reminder to others that this
could happen to them. Isolde described feeling awkward during
interactions with other ‘normal’ mothers and pregnant women:
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Co-workers and friends that have either had babies recently or
are expecting … they always ask about how I’m doing and I try
to remember to be excited for them and let them know that it’s
okay that they’re having a normal child and I’m not … it’s be
excited for both us. Isolde
Participants often felt alone and alienated. Others, even when supportive,
could not understand their experience:
I felt really lonely … even though I was surrounded by family …
lots of things going on around me and yet feeling alienated and
on my own. Jasmine
Through language and gesture, meanings were communicated and others
shared their support. Communication could be experienced from different
perspectives and at times others held up a mirror to participants when
they observed changes in them they were not aware of:
I started seeing a therapist. I didn’t really think I needed one …
but one of my co-workers said, ‘you seem kind of sad, you’re
just not your happy-go-lucky you … why don’t you try it’ … So I
started seeing [counsellor] and she’s just really wonderful … I
don’t know how she does it because she never suggests ‘oh you
should do this or this or that’ … she just helps me somehow
decide on my own ... so she’s also been a good help. Kate
Many participants expressed how helpful counselling was for support and
in helping them avoid burdening others. It was also difficult to seek support
when feeling overwhelmed:
I’ve done some therapy stuff ’cause I found that’s a really good
place for me to go and have a safe place … I’ll pay someone and
I’ll just dump everything on them and that makes it easier than
doing that to my husband or someone else, where now they’re,
it feels like they’re now carrying my burden, so I certainly think
it’s been very helpful to have people to talk to along the way …
you don’t want to keep that stuff inside. Jasmine
Part of the pain of the whole thing was just feeling alone I guess
and I wish I would have pursued maybe to talk to somebody
while I was pregnant and it was hard though … I wasn’t ready, I
don’t know, the whole thing is so overwhelming ’cause it’s
sinking in as time goes by … and just all the decisions and
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everything and I think it would have helped me to talk to
somebody but … it was really hard for me to take that step to
pursue it … so I ended up not. Tara
Women feel a compulsion to share the story of their birth and this helps
them to understand, accept and ‘make sense of’ their experiences (Dahlen,
Barclay, & Homer, 2010b, p. 1983). When a baby is born with an anomaly
or dies it may be more difficult for women to feel able to share their story
of becoming a mother.
Participants appreciated the help and support of family and friends who
knew their circumstances. This echoes the findings of Arnold and
Buschman Gemma (2008, p. 667) who found in times of hardship ‘support
came from family, friends, and faith’. Kate described how she reached out
to others:
Another way I deal with stress and anxiety and sadness, this
kind of stuff is, I really reach out to other people. I have lots of
friends and family and they’ve all been really fabulous, I spend a
lot of time on the telephone, a lot of friends came over and they
helped me and where I work they’re like family and they’re like
‘what can we do, you know, however we can help you?’ Kate
Family support was evident and greatly appreciated by participants. In
most circumstances their own parents were a reliable, caring presence
they could count on:
It was nice that … Shelley’s parents came up every day, I was
always with my Mum … there was always at least one other
person there so you didn’t think you were going through this by
yourselves. Steve
I know if I ever need anything I can ask my Mum and she won’t
even hesitate, so it’s a good feeling. Aaron
Grandparents were sad for their children and grandchildren and the
situation could also cause their past to resurface anew. Layla discussed her
mother whose brother (Layla’s uncle) had died from the same condition
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but was able to put this aside to be at her caesarean section to support
her:
It was definitely hard for her when I first told her the diagnosis
especially having a brother that had died from it ... I’m her
daughter … so it’s probably been as hard on her as on me, but,
yeah, we talk about it. Layla
Talking about their experience with people who understood provided
comfort and a validating witness. Anna described the support she received:
Especially with the people who know already, my friends that
do know, family that do know … I do find it comforting to talk
about it … maybe just hearing yourself talk about what you’re
feeling validates it with you, inside yourself … I guess and it’s
just comforting to have somebody listen and not be judgmental
about it, just for somebody to listen to what you’re going
through … it helps … get it out of me. Anna
As well as interacting with safe friends and family, participants could not
avoid interacting with health professionals who cared for them clinically
and played a major role in their experience.
The powerful other: ‘I felt forgotten about’
Most participants spent substantial periods of time visiting health
professionals who carried out tests, discussed options, progress and
changes that were often distressing. Health professionals were a powerful
presence and had significant influence on how participants felt as they
continued their journey. This sub-theme reveals their experience during
these interactions.
Participants expressed the need to have some joy and appreciated
opportunities to enjoy some normal experiences of pregnancy. This helped
in a small way to mitigate having lost so much. Bridgette expressed how
important the balance between positive and negative was and the need for
some normality:
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We originally saw Doctor [name] and decided I think that she
was maybe just a little bit more, maybe too objective or not too
objective but just she was very black and white … she put a lot
of emphasis on the things that we needed to prepare ourselves
for and didn’t give us a lot of reasons to celebrate or a lot of
hope, she just wanted to tell us the cold hard reality … when we
decided to see another provider and we got to see Doctor
[name] for a few occasions we realised pretty quickly that we
needed the cold hard reality absolutely, but we also needed it
tempered with a little bit of joy. Bridgette
Health professionals who provided realistic optimism were valued because
they helped reduce the stress of multiple appointments and helped
parents feel some reassurance:
Doctor [name] in comparison I just think that he’s even more
comfortable saying just very off-handed comments that mean
the world to me like the fact that this last week didn’t have to
do another ultrasound and non-stress test, he said … we don’t
need to make it more complicated than it is … it completely set
my mind at ease, so I really appreciate that, and maybe
because he has more experience he feels more comfortable
providing those little positive optimistic comments. Bridgette
When circumstances changed the health system was sometimes slow to
respond and communication was lacking. Participants were emotional and,
as new parents, faced difficult decisions and were not sure what to do:
I felt really strongly about breastfeeding … they knew he was
going to die … and I remember struggling ’cause one of the
things they said is ‘don’t bother to feed him.’ Jasmine
Penny, her husband Darcy and Charlie also found themselves in situations
they had no idea how to deal with and felt guidance was lacking:
We didn’t have a clue how to plan a, a funeral, we had to
designate before we left the hospital, what to do with her body,
and we’re like ‘I don’t know what to do’ … we just were
grasping at straws … we didn’t know really where to start, so
that whole process was hard. Penny
You can’t wait to get him home and then all of a sudden …
we’re doing it on our own, so it was really hard … but we got it
Chapter 7: The alterity of the other

219

pretty quick … we were just thrown to the wolves and we just
had to catch on. Charlie
Birth and the transition to parenthood are ‘vulnerable’ times for parents
and remain ‘significant’ events for the rest of their lives (Dahlen, Barclay, &
Homer, 2010b, pp. 1977, 1980). A woman’s birth story will be
remembered, told and retold (Dahlen, Barclay, & Homer, 2010b). Others
can empower parents to achieve the birth they want or disempower them
and leave a scar on their memory. Bella appreciated positive information
that made her birth feel less like a ‘funeral’. Health professionals saw the
unfolding tragedy of a young woman giving birth to a baby with a lethal
anomaly and their perception influenced their behaviour. Health
professionals seemed afraid to show positive emotions in this situation,
possibly feeling the solemnity of the situation. However, participants
wanted to be able to appreciate the beauty as well as the sorrow of their
situation. Bella illustrated the difference in attitudes she encountered:
None of them were smiling, nobody was excited they’re all like,
we’re sorry and, it was just like ‘well she’s still alive guys come
on,’ … after she was born, all the nurses were checking her,
watching her breathing, just making sure that she was going to
be there and it was a really sombre birth … it was pretty sad, I
mean the whole thing … there was a great nurse … she was just
a sweetheart and really made a difference and one of my
friends she was … almost my little doula through the whole
thing … and she really made a big difference for Lachlan and I’m
really glad I had my friends there, cause they were the bright
spot in the whole experience. They were, ‘you’re doing great
Bella she’s going to be here, she’s going to be beautiful’, and
they were really hopeful through the whole thing … whereas the
staff was … really morose about everything. Bella
Male partners provided the major support for women, yet men were not
always included to the same extent as their partners and often felt
marginalised. As Anna commented, ‘sometimes they do forget about Dad.’
Aaron was upset the staff did not address him, the father of the baby, and
acknowledge his right to be informed about procedures:
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Nurse stops me, she had an attitude and she’s like, are you a
parent or are you just a visitor, and I was like I came to see my
little baby … it made me mad … They didn’t really talk to me …
and they act like I’m not even there … they should talk to me
too ’cause I’m left out of it for some reason … I don’t deal with
them, Amber does, they don’t even acknowledge I’m there.
Aaron
When staff were aware of the participants’ birth plan and appeared to
share the experience in a way that connected with their wishes, this was
perceived as very supportive:
Everyone knew the plan and was considerate … showed
compassion … thanking us for letting us share our experience
with them. I just thought that was beautiful, the human
connection that we felt with everybody there … they were
actually experiencing it with us which … made a huge
difference. Anna
Medical jargon was confusing for participants. Laura and Ben only realised
the true nature of the diagnosis close to their birth because they had not
understood the medical terminology:
Then we found out it was a whole different condition … the
actual term bladder exstrophy wasn’t told to us until we read
the birth plan … but Doctor [name]was really apologetic ’cause
he thought that we had discussed it … but we didn’t know the
terms. Laura
Birth classes and the language used could be quite frightening for
participants, as Max disclosed:
Birthing classes … were quite scary … they showed you what
can go wrong and what’s going to happen. Max
Once parents were informed of the diagnosis, a relationship with health
care providers began. Participants preferred to be cared for by people they
knew and trusted who were aware of their preferences and their situation.
Participants had more confidence in familiar people and found it harder to
feel trust and safety with those who were unknown. Having confidence in
their care and feeling supported was important:
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When I went in for the first one it wasn’t the regular people that
were usually doing the blood … they were stand-ins or
whatever, so I thought okay, well maybe something got
screwed up. Renata
Once participants had made definite decisions, they felt their wishes were
not being respected if they were continually asked about their decisions by
different staff, as Ben and Laura indicated:
People would ask, ‘are you going to keep this pregnancy?’ … it
would have been nice to say, ‘yes we’re keeping this’ and have
it, the word go throughout rather than everybody asking us.
Ben
When the parents have already said that they want to keep the
baby, write it really big or something in the charts … it’s just
basically irritating when people keep on talking about the
possibilities of abortion … after we’ve already said we want to
keep the baby … basically it’s like saying that other people don’t
think that their life is worth keeping … It made me mad actually,
well, someone couldn’t even write it in the chart somewhere,
you know, they keep on asking us that question, we already
decided … why, why keep on asking us? Laura
Repeating the same question to parents may cause them to feel they are
being pressured to terminate the pregnancy. Research has indicated
parents perceived counselling as biased towards termination (Chitty et al.,
1996). Participants wanted a collaborative relationship with health
professionals who supported their wishes. This provided them with a
feeling of comfort and safety:
Having that support of the person who’s going to care for you, I
think, is really valuable and I know that personally I get a lot of
comfort knowing Doctor [name] taking care of me and that …
he’s going to be there and he’s looking out for me and I know
everything’s going to be okay and I can’t imagine if someone
had a provider that quite frankly thought they were nuts to
continue the pregnancy, or wasn’t supportive … But having
someone that, even though it may not make a lot of sense, is
willing to support you in that, it’s valuable. Jasmine
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The support of the health care team was appreciated and having faith and
confidence in the doctor provided great solace. Simple kindness and
compassion were appreciated:
Another helpful thing really is the compassion of the doctors
and the people around you … everybody has been very
considerate and kind. Krystal
Unfortunately there were times when participants felt neglected and
forgotten and this occurred at the most difficult times imaginable. Tara’s
last day in hospital was made more painful because the staff had not coordinated or explained her care and seemed confused about the discharge
plan. Tara was disturbed by being left to walk out of the hospital alone:
I remember waking up feeling how really sad. You’re so used to
feeling him kicking in your tummy and it’s so different when you
give birth to a healthy live baby who’s in your arms and then
the baby all of a sudden just isn’t there … the whole experience
was terrible but one of the things that really was annoying was
I felt forgotten about … apparently Doctor [name] had given
orders that I could be discharged and the nurse was trying to
get a hold of him and she didn’t know what was going on … it
seemed like it was a different nurse every time … couldn’t find
nurses anywhere to be looking after me, like what’s going on?
And am I going to get to go home? We didn’t know … and
finally this one nurse came in and she’s like ‘yeah Doctor [name]
said you could leave earlier, so why don’t you go home now’.
She didn’t really know what was going on … leaving the hospital
was weird … feeling forgotten about and then just leaving the
hospital without a baby … I was totally bawling the whole way
home and … next to the saying goodbye to the baby that was
probably … the next hardest thing just leaving the hospital
without your baby and not only that, it felt like the end of this
big long journey but it was so anticlimactic … nobody there to
send you off or anything, it just felt really strange and sad. Tara
Feeling neglected and unsupported at such a profoundly difficult and
memorable time placed unnecessary stress on participants and left a veil of
sadness. The social, physical and emotional well-being of participants was
jeopardised by carers who underestimated their suffering and failed to
meet their needs. Being subject to social distress such as stigma or social
exclusion has been shown to have phenomenological correlates with
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neurological and physical pain (Nordgren, Banas, & MacDonald, 2011, p.
120). It appears ‘physical and social pain’ overlap as they often initiate the
same physiological cascade (Nordgren et al., 2011, p. 120).
At some of their most vulnerable moments, participants experienced
inadequate care which exacerbated their distress. They found it disturbing
when the hospital system appeared neglectful, disorganised or stifled by
militaristic processes and lack of communication. Jasmine had a wealth of
expertise and was aware of the problems in the hospital system which
detracted from family focused care:
I’m really passionate around watching systems and processes
and things working together. And I was about ready to have an
intervention with the hospital by the time we were done to say
‘hey listen, here’s some things I’m seeing that are broken with
your process and it doesn’t work for family centred care … you
can’t provide the best care if you can’t talk to each other’... We
were doing the talking … it’s a zoo, the whole hospital system …
it’s very much like the military, it’s very rank and order. Jasmine
For participants, staying together as a family was important and at times
the hospital system and physical constraints worked against keeping the
family close to each other. At birth, women wanted their partners with
them but they also wanted their partner to go with the baby and keep
them informed about their progress. At times mother and newborn baby
were in different hospitals which made it harder to be together and
become established as a family. Despite a desire to be together parents
usually decided one of them should be with the baby. Women asked their
partners to remain with the baby and be their link to their condition and
welfare. This resulted in parents frequently being separated and partners
having to act as an informant:
Wanting, trying to stay together as a family. Ben
I just wanted us all to be together. Penny
I grabbed my husband and told him not to leave him, ‘you have
to stay by him the whole time … you go with him, that’s your
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job, don’t leave him at all’ and so he didn’t, he was like ‘okay I
promise’ and then he left with him, he was up there the whole
time, kept calling me from up there and telling me. Daisy
Health professionals also need to respect and listen to parents. In this
study, only one baby with a lethal prognosis ended up with a relatively
normal life expectancy and was growing and meeting his milestones.
Rather than celebrate this good fortune some doctors seemed perplexed:
They still look at us a little perplexed … I remember the doctor
saying ‘hmm well that’s a good sign’, but then also being not
suspicious, that’s not the right word … but like ‘I’m really not
sure about this, that’s not really supposed to happen’. Jasmine
Peer support from other parents who had been in the same situation
would have been appreciated by the participants. Continuing to function
throughout the pregnancy was so difficult, parents wondered if they could
survive the emotional pain. Only others who had been through similar
experiences could understand and, if they had managed, it gave others
hope. Anna outlined her experience:
As you do your research and … you do see people who are in
similar situations and it’s almost … comforting. I guess
commiserating with people and knowing that … they went
through it, they survived it … I can too. Anna
Participants sometimes felt they were not listened to, believed or treated
with respect. After birth they became ensconced within the hospital
system and the NICU environment. They felt as if they were at the mercy of
those caring for their infant and often felt they had minimal control over
events. When decisions on the care of the baby revolved around the
schedules of staff who had access to the baby during clinical procedures,
many parents felt marginalised:
She had a lot of control taken away from her and that was hard
for her. Steve
When events were unpredictable and uncertain, participants felt helpless.
They had no control over the major events in their lives and even control of
Chapter 7: The alterity of the other

225

small decisions was lost. Information was often lacking at a time when they
were still reeling from the trauma of their situation. Uncertainty continued
for participants who were not always given guidance on how to care for
their baby at a time when they were extremely worried. Penny had one
twin with her and did not receive the assistance and guidance she needed:
It was hard to be away from my other daughter, it was hard not
knowing what was going on, I just kept asking ‘does she need to
eat, and what do I need to do for her’, I just felt really helpless.
Penny
Participants needed the help and support of health professionals when
they were distressed and vulnerable. Interactions with others were an
important part of their experience.

Chapter summary
Participants could not avoid interacting with others. During these
interactions each person had feelings, thoughts and emotions which were
at times innately understood but at times remained impenetrable to
others. Participants felt sorrow and pain and others with whom they
interacted could also feel their sorrow or pain. The experience, although
similar, was not exactly as experienced by the other person. Sorrow may be
felt about the same loss, yet each person — the mother, father,
grandparents, siblings, midwifery, medical and other health professionals
— experiences their own sorrow. These experiences are explained and
interpreted through language, bodily actions and reactions.
People are inherently and ‘constitutively social beings’ who live in and
respond to their social environment (Schatzki, 2000, p. 94). The
profoundness of life is unavoidably linked to relationships and this was
reflected in the enormous significance participants placed on their
relationships. Interacting with others could clarify or confuse participants’
understanding. Others could provide supportive comfort, safety and solace
or, alternatively, increase distress and create angst.
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Participants’ lived experience did not occur in isolation but in a world
inhabited by others. Human experience is filtered through the expectations
of culture and society. As body, culture and experience intersect
symbiotically, life is interpreted and becomes infused with meaning (Hass,
2008). People take their ordinary, everyday world for granted until an
event irrevocably disrupts their life and becomes the focus, dominating
their attention (Weiss, 2008). As the apodictic certainty of the life that
should have been disintegrates, participants asked why they were in this
situation. The participants attempted to incorporate a new future into
their life as they moved between hope and despair. They searched for
meaning in their altered existence and this search for meaning will be the
focus of the next chapter.
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Chapter 8: A tapestry of hope, despair,
acceptance and meaning
To live is to suffer: To survive is to find some meaning in
the suffering.
Allport (1939/1963)

Introduction
This chapter completes the findings chapters and contains five subthemes: searching for reasons, imagining and hoping, coming to
terms with reality, positive growth and surviving and contemplating
the future. The participants’ being-in-the-world altered as they
fluctuated between hope, despair, acceptance and a search for
meaning. Their stories did not unfold as a smooth progressive
trajectory but were complex and nuanced as the multiple threads of
their lives intersected. At times, huge gashes were torn in their life
tapestry. At other times, mending stitches repaired some areas, only
to be torn again and restitched. Gradually the tapestry became richly
embellished with threads that stitched a different picture.
Incrementally, participants began to accept the picture being created
by the new threads of their life. Some of the new tapestry was
painful but, gradually they began to see it also held beauty, strength
and resilience and a new appreciation of the patched tapestry
emerged.
Participants began to oscillate between hope for a miracle and the
reality of the diagnosis. Those with a non-lethal anomaly hoped their
baby would not be as badly affected as predicted. Those with a lethal
diagnosis described how their lives were still pervaded by hope for a
miracle. Some participants described how their faith supported them
and helped them continue on despite the pain and difficulty they
were experiencing. Participants wanted to remember and celebrate
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the life of their child. When parents lost a baby in-utero, they grieved
for their loss and were distressed when this was not acknowledged
by others.
During the pregnancy some participants came to a place of
acceptance and this made the journey a little easier for them. Before
birth, parents described their love for the baby, no matter what
defects were present at birth. Parents scaled down their expectations
as the prognosis became evident. Initially they wanted a healthy
baby, then a baby that was born alive, if only for a few minutes.
The first sub-theme describes the questioning that occurred for
participants. Asking ‘Why us?’ was destabilising and caused
participants to oscillate from uncertainty to certainty and back again,
between denial, hopelessness, confusion and resignation, between
searching for certainty and then giving up when there was none.

Searching for reasons: ‘Why? Why us?’
Why? Why exactly is this happening to us? Krystal
Participants sought reasons for the upheaval in their lives. They
wanted to know why these events had happened and what they
meant for their lives and how they could re-weave their life in a way
that allowed them to survive and continue with their lives. Being
confronted with a life crisis instigated a need for participants to
understand what had happened and to make sense of it. After the
diagnosis, most participants began asking ‘Why? Why did this happen
to me? What did I do wrong? What does this mean? How can I live
with these circumstances?’ Asking ‘why’ may stem from the belief
that life should be fair and bad things do not happen to good people.
Life-altering news has been shown to initiate an ‘existential
confrontation’ (Wheeler, 2001, p. 52). This prompts people to ask
what Attig (2001) has described as the great existential questions
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involving the mysteries of life, death, change, uncertainty,
imperfection and human vulnerability. These challenging questions
demand attention and cannot be resolved immediately but generate
a tentative search for answers (Attig, 2001). The perception of
injustice resulted in strong emotions as participants thought about
the other people having healthy babies. Many participants felt
resentful and all mourned the loss of a healthy baby. The
environment began to seem full of healthy babies and this only
highlighted the problems with their own baby. As Tara indicated:
I also found myself being really bitter and angry all the
time, ’cause … I do have a lot of friends who are pregnant
right now and just angry about it, like why, why us, why
this has happened to us? Why couldn’t we just be looking
forward to our baby too? Tara
Loss of a child violates the normal assumptive world where children
are meant to be healthy and care for their parents when they are
elderly. Instead of a healthy baby who would out live them, parents
were faced with a baby who may need lifelong care or would die. All
their expectations of birth constituting the beginning of life, not the
end, were violated. This is a shock as Anna expresses:
You see them in the news, you read about people who are
going through turmoil and tragedy and then lo and
behold that’s you. And that’s a shock … You just always
think about those people; gosh what’s going through their
mind, how are they coping? … That must be so awful for
them and then you open your eyes and it’s you, and that’s
a scary, scary reality. Anna
People may be aware of the possibility of terrible events but they do
not want to recognise they could happen to them because doing so
would acknowledge their vulnerability and the certainty of death
(Davis & Nolen-Hoeksema, 2001). Belief in a fair, just, ordered world
means personal disaster does not just happen, there must be a
reason — the more random and unfair the event, the more difficult it
is to make sense of (Davis & Nolen-Hoeksema, 2001).
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Initially, many participants focused on the unfairness of the diagnosis
and were consumed with asking ‘Why?’ The ‘Why me?’ response
reflected participants’ shock and disbelief that this had happened to
them rather than someone else. Whether participants were
expecting babies diagnosed with a lethal or non-lethal condition, they
had a similar shocked response and asked similar questions. The
initial ‘Why me?’ response to loss of a child often includes aspects of
protest and denial as well as anger, bitterness, grief and self-blame
(Wheeler, 2001). The trauma of a serious fetal diagnosis elicited a
response in parents similar to that found after the death of a child
(Wheeler, 2001). As well as asking why they were in this situation
they considered what they or their body may have done to
contribute to the diagnosis:
Why us? What did we do that was so wrong? Anna
Participants searched for reasons for the condition. They blamed
themselves and also wondered if anyone else bore any blame. Isolde
searched for reasons and eventually decided it was a futile search:
In the beginning I think I blamed myself … or I was looking
for someone to blame ... I was looking through our family
tree to see who had this disorder … It got too much and I
realised it didn’t matter whose side it was … what was I
going to do? Sit around and say ‘it’s your fault’, and it’s
really not. Isolde
Blaming women for an abnormality in their infant has a long history
and it is not surprising women may consider themselves responsible.
The ‘Internal Empire of the mother’ held a mother’s state of mind,
including her emotions, responsible for forming the fetal character
and physical state of health (Wright, 1866). The mother’s ability to
‘stain’ the health of her fetus and cause deformities was known as
‘pangenesis’ and for centuries these beliefs were expounded as
incontestable science (Bourke, 2005, p. 83).
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For participants in this study, allocating blame to themselves or
others was linked to trying to answer the question ‘Why?’ The vast
majority of women who experience loss of a fetus or a stillbirth
express feelings of self-blame and contemplate how they might have
contributed to the situation (Adolfsson & Larsson, 2010; Cacciatore,
2010). Isolde came to the realisation that attributing blame was not
helpful. This is supported by research on stressful life events which
found repeated reflection focused on past events and searching for
someone to blame was not helpful (Frazier et al., 2011).
After participants had asked the unanswerable question of why this
had happened to them, they began to think about how it happened
and tried to understand the process that had occurred. Darcy
discussed the search for understanding:
You just struggle because personally my emotions were,
why did this happen? And try to rationalise all that. To
some extent I think we both just turned it over and said
we can’t, there’s just no way to, to deal with it. We talked
to the doctors as long as you can and then at some point
… what are you going to do? ... at a certain point we just
started to zone out, here’s the autopsy report, here’s all of
these things, because it was just information overload and
bottom line was well, we don’t know for sure. Darcy
Penny and Darcy hoped a definitive diagnosis would be provided by
the ultrasounds during pregnancy or subsequently by the autopsy.
Ultimately they realised they would never know and they could find
no sense in it. There was no answer to the question ‘Why?’ Penny
and Darcy thought perhaps they would have answers after the birth
but instead they were faced with the unfolding and ultimately
devastating prognosis. Darcy contemplated what made life worth
living:
I said a prayer … I knew that it was serious and I just said
if she’s got to go then just take her. I just felt like this
wasn’t going to be a life for a child, if it was this bad and
it was going to be this hard. Darcy
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To have birth and death occur on the same day was excruciatingly
painful. Why had the sophisticated technology and medicine failed to
detect the situation? If technology had failed this time then it could
fail again. This was a rebuttal of the power of science to reveal all and
make an accurate diagnosis. Participants had undergone multiple
tests and they wondered for what purpose because they had no
answer. Instead there were only more questions. Most participants
struggled to understand the diagnosis and searched for answers:
To have a newborn and then to lose that it’s very, very
difficult. What is this? Could it happen again? Because, if
it is true and something is there, no-one’s caught on to it.
We don’t know what it is. Darcy
She’s had an autopsy, she’s had other tests performed on
her to … try and truly understand what the core of the
problem was … she was in such a poor state we were
obviously caught by surprise, but not only us but her
doctors and everyone who was involved … A bit shocked
by the result which, no-one had expected that she
wouldn’t live. We have a lot of information but we don’t
have any real quality answers. Penny
Participants sought to understand why they were on this hard and
tortuous journey. During their pregnancy they sought answers and
began to grieve for the many losses the diagnosis brought into their
lives. Anna described this journey:
It’s definitely been a journey … I know this is just the
beginning of it … I don’t expect to be able to bounce back
right away … I know it’s going to affect us for a while …
and hopefully I’ll get to the point where I cannot be so sad
about it … but we’re definitely not there yet, it’s still a
painful thing to talk about, something that is very difficult
to even just understand. Anna
The suffering participants experienced aligns with what has been
defined as anticipatory grief. This term encompasses the reactions to
an impending loss that becomes a source of enduring stress (AlGamal & Long, 2010; Worden, 2001). The ‘work of worry’ occurs
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during the period of anticipatory grief when possible scenarios can be
imagined, for example, a time when one will not be as sad (Worden,
2001, p. 138). Children and babies are not meant to die before their
parents and it was difficult for participants to cope with a situation
that seemed incomprehensible.
Participants searched the internet for information, visited specialists
and tried to be prepared for what would happen. The participants’
search for certainty and meaning was made more difficult by an
ambivalent or fluctuating diagnosis that gave no answers. When the
diagnosis was decisive, participants still experienced a roller coaster
of emotions; however, it was less difficult to come to terms with
consistent, unambiguous information. Conversely, an amorphous
diagnosis was unsettling and left them craving certainty.
It’s been a roller coaster … this see-saw kind of thing. So I
think now we’re at the point where we know what’s going
to happen. Rhys
Charlie attended Selena’s caesarean section filled with anticipatory
excitement and the expectation of a good outcome for their baby
who had been diagnosed with gastroschisis. After going through a
questioning phase they, like other participants, moved towards
accepting the diagnosis. However, this understanding often seemed
like an incomplete and vague impression of what was still invisible
and hidden. Once the condition confronted them as visible and
concrete it became real. Charlie expressed how this moment
unfolded:
Your adrenaline is pumping, you know what’s going to
happen and you’re just trying to stay calm and you’re
focused on what’s going to happen, and you’re confident
that everything’s going to be okay. It was very, very
exciting when I got into the operating room … I felt like I
could jump 16 feet in the air, like a monkey boy. And then
afterwards it was a relief that everything was okay. But
then it was tough seeing him, all that stuff, it was really
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tough. That’s the first moment that it hits you. Wow my
kid has this thing and it sucks. Charlie
Birth was also the time when reality confronted participants. The
participants generally held out hope for a miracle until this decisive
moment. Until then they were partly sustained by hope for a miracle.

Imagining and hoping: ‘Miracles happen’
You can hope. Anna
I need a miracle for him. Jasmine
Hope played an important role for participants as it provided a
temporary respite from the harsh reality of the diagnosis. The
participants’ hopes combined with their pre-existing frameworks of
beliefs and their own unique situations. Hope held the ripped
tapestry of their lives together temporarily as they gradually came to
recognise and accept their reality. Hope gave their tapestry a patch
to place over the gaping abyss they were not yet ready to face.
Participants hoped that somehow the diagnosis was wrong. Even
those who were told the diagnosis was unequivocally lethal
continued to hope for a miracle against all evidence.
Humans have always woven stories of hope into the fabric of their
lives and this is evident in poetic and academic literature. Alexander
Pope (1733/2010) noted that ‘Hope springs eternal in the human
breast’. Frankl (1939/1963) believed with life there is ‘reason for
hope’. Hope is difficult to define but can be considered as the desire
to ameliorate an outcome that is threatening by maintaining belief in
a positive outcome (Elliot & Oliver, 2009). Anna and Bella illustrated
the juxtaposition of hope with reality:
There’s always the facts … but there’s the little bit of hope
… that still everything’s going to work out fine …
something … to get you to that point … where you’re
strong enough to handle it emotionally and maybe I will,
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maybe I won’t, you never know until you get to that point,
but you can hope, you can hope. Anna
I am still hoping and praying … that she’ll be healed but at
the same time I’m not living in la la land. I know what’s
going on. Bella
Hope acted as a resource that helped people to keep going; hope
bolstered resistance and reduced the risk of sinking into
hopelessness and despair. Hope is not necessarily a static state, hope
can be given, adjusted or destroyed (Elliot & Oliver, 2009). Individuals
can oscillate between the extremes of hope and hopelessness,
between reality and denial. Hope has porous boundaries and can
provide an opportunity to examine the existential meaning of life as
expectations are re-evaluated and as part of the search for sustaining
clarity and meaning (Folkman, 2010). Hope provided a soothing balm
that breached the abyss they were not yet ready to face. Participants’
decisions were often more about hope than reality. Allowing
thoughts that the baby would not be cured represented a lack of
faith, or not believing with enough conviction. For participants with
strong religious beliefs hope was connected with faith, as two fathers
Ben and Daniel explained:
Miracles will happen … We’re just going to trust the lord
with this situation. Ben
Miracles happen. There are things that people cannot
explain because we don’t comprehend the universe, right?
Daniel
Hope was not a cognitive response but appeared to be almost a
visceral, embodied necessity. Hope, life context and coping are
interrelated complex processes with hope functioning as a way to
legitimise

diametrically opposed

expectations

without

being

considered irrational (Folkman, 2010). Being hopeful is socially
sanctioned and considered a positive coping response. Unwarranted
hope can present as a denial of veridicality, the acceptance of reality,
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but this may be an important mechanism to control the flow of
hazardous information to achieve a degree of equilibrium (Folkman,
2010). Participants experienced a roller coaster of emotions that
flung them between hope and despair. Participants wanted to
believe in the success of any interventions. Krystal had been willing
to subject herself to the risk of intra-uterine surgery even though the
chance of success was very low. Ben and his wife Laura were doing
everything they could, including spending approximately three
months in hospital with their twins undergoing continuous
monitoring. Ben and Krystal described their willingness to do
whatever they could:
If there was something I could do that would make a
difference I would do it. But we’re both doing everything
we can … we’ve been talking to the doctors or some of the
nurses and they like to give you the big picture of ‘here’s
what could happen’ and usually it can include the worst
case scenario, then I think about it. Ben
We would rather have had him survive. I realise now that
would have been so hard and I’m sure now we’ll be glad
that our life will be easier. But we were willing to change
our whole life. Krystal
Parents were willing to undergo almost any treatment even if the
odds were poor. Focusing on the small chance of a successful
outcome gave them a chance to be rescued from the diagnostic
gloom hovering above and providing a constant threat. Parents
contemplating fetal surgery demonstrated a strong belief the surgery
would be advantageous and their decisions were based on optimism
rather than scientific reality which made them vulnerable to
suggestion (Black, 2011; Bliton, 2001). Bridgette had a surgical
procedure to benefit her baby:
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We weighed pretty heavily the pros and cons of doing it,
we talked about the risks potentially to our baby and to
me … and we decided to go ahead and do it, I felt
primarily because we felt like there would be some benefit
for our son. Bridgette
Bridgette’s procedure did not achieve the goal for which it was
performed. Participants hoped for a miracle because without hope
they risked being overwhelmed by despair and losing their ability to
endure their situation.
Miracles will happen, whether it be something swollen
gets shrunk on down. Ben
I had this really, really deep level of confidence that she
was going to be fine and it really never entered into my
mind that we were going to lose her even when she got
transferred. Penny
Hope gave participants a protective space where they could
contemplate a good outcome whilst still facing up to the medically
predicted reality. Hope defused the despair of an undesired outcome
by allowing the possibility of a better one. Hoping in the face of a
threatening diagnosis is embedded in humanity and functions as an
integral evolutionary adaptation to life’s difficulties (Folkman, 2010).
The philosopher Bloch believed hope is foundational to humanity and
hopelessness is intolerable to human needs (Bloch, 1959/1995).
Jasmine illustrated how she alternated between hope for a miracle
and the contrasting reality of the diagnosis because to live without
hope is unbearable:
We’re still hoping and praying for a miracle … you just
never really give up on that … I understand how very
serious it is, so it’s not like I’m in denial. I get it, we do talk
about funeral arrangements and things that are really
hard to talk about but still look ahead hoping and praying
that something will turn out different … I feel lucky to
have this time with him and the reason I don’t understand
right now, but maybe I will. Jasmine
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Hope became inscribed in the participants’ narratives and helped
them cope during their journey. Jasmine’s baby had been given a
poor prognosis and in addition a serious cardiac defect was found.
This added another layer of loss as it made the diagnosis even more
hopeless. This caused Jasmine to reconsider the preparations she had
made, the clothes and crib that were ready for the baby. These were
the markings of a home awaiting the joy of a new life. Their
continued presence without the baby was a tragic reminder of
absence. The additional diagnosis diminished but did not extinguish
Jasmine’s hope although she accepted there would be no baby
coming home:
After we found out about the heart … I remember going
and taking a weekend and just packing all his stuff …
because I was like ‘I can’t bear to come back from the
hospital and see all this. It’s just too heartbreaking’ … For
me the thought of coming home and … having to
scramble was less traumatic than coming home having
everything set up and having to take it down … I couldn’t
bear that thought. I had hope up until the very end, but it
was a tiny seed of hope … I just wanted it to work out so
bad. Jasmine
The life participants had hoped for was a powerful persisting image
as they imagined ahead, wondering and hoping the baby would
manage life outside the womb:
I wonder about when he’s born, will he be fine on his
own? Samantha
This nightmare was the opposite of their daydream of a happy family
life with the baby. Jasmine discussed the chasm between her dreams
and her predicted reality:
I had nightmares of coming back to work … and having
someone say ‘oh how’s the baby’ and … breaking down
and losing it about the fact that I didn’t, and it was so
hard. I was trying to plan activities for myself that I would
come back and do, to be able to heal and try to figure that
out and at the same time daydreaming and wondering
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how wonderful it would be … coming home and having
this wonderful summer together and being able to be with
family and be outside and barbecues and all this stuff that
I really wanted. This experience that I really wanted to
have with him … wanting that to be the reality. Jasmine
Jasmine had been led to believe the baby would die in hospital but he
survived and went home. One of the anomalies diagnosed was
present but the heart defect that had been diagnosed by
perinatologists and then confirmed by a specialist did not exist:
When we went home we had nothing because we had
been told by doctor after doctor after doctor, ‘You’re not
bringing a baby home’ … I remember I was trying to find a
shred of hope. I wanted a shred of something. We went
home, we had nothing, we had no crib, no nothing, we
were scrambling. Jasmine
Many participants used their faith to help them cope and to support
their belief that circumstances would end up working out favourably
and if they did not God would give them strength.
God will give you the grace to overcome it. Ben
Faith was another way of re-stitching the gash in their tapestry of life.
Faith could provide solace by answering questions about why events
occurred and imbue them with meaning. Faith-based communities
gathered around participants, providing additional support that
reinforced their tapestry with strong bolstering stitches.
Ben and Laura were a deeply religious couple who were supported by
members of their church. Their religious faith meant they and their
church community believed the baby would be cured by God. They
were enveloped within a community that prayed for a miracle for
their baby. Participants who had religious beliefs incorporated events
into their pre-existing framework which enhanced their ability to
cope. Ben and Laura were unwavering in their belief the baby would
be healed:
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I said, God I’m going to trust you on this and it was a
conscious choice. Ben
We still believe that the lord is going to be healing … baby
B, the one that has the birth defect. Laura
Some participants placed their faith in God’s protection. Faith in
religion and the protection of God has been shown to provide a sense
of control through belief in a sacred outcome (Folkman, 2010).
Participants did not describe any loss of belief in their religion but
discussed how their faith supported them. Other studies have
indicated that religious views can provide meaning to events that
seem inexplicable, alternately they can call religious beliefs into
question (Davis & Nolen-Hoeksema, 2001). Those whose religious
beliefs had assisted them in the past often returned to these beliefs
during times of crisis (Attig, 2001). In the earthly world trust may be
breached but religious doctrines were believed to be safe and were
valued:
There’s been a few really hard days that I just didn’t know
how I was going to get through … Looking back I know
God’s been so faithful and just carrying me every step of
the way … on my own strength, I know I wouldn’t be this
calm, cool and collected, not at all. Bella
Viewing adverse circumstances as part of God’s grand plan made
them acceptable and overruled human questioning and vulnerability.
Participants who described faith in God, gained strength by
reinterpreting their situation in a way that infused it with meaning
and helped them to grow and find peace:
If God had thought that we were the right parents for her
then we really must be … there’s a bigger plan ahead …
It’s not just what I think is right for us, or what I think is
right for her … that we were the right people for her, that
we were the right family together, it’s brought me a lot of
peace. Isolde
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The loss of a child appears to be senseless and unnatural. One way of
coping with loss is to put aside the event as one that has no solution
or answer and focus on attributing some personal meaning that gives
purpose and value to what has happened (Davis & Nolen-Hoeksema,
2001). Participants attributed meaning to their situation and this
provided comfort. Penny and Darcy had no explanation for the death
of one of their twin girls but they found importance and meaning in
her life. If she had not valiantly survived through the pregnancy, her
twin would have probably died. Her sacrifice saved her sister and
there can be no more noble reason for existence than to sacrifice
one’s life for another:
Our little coach in there … She gave her life. Penny
One of the things that we have that’s helped us
rationalise all this … I mean this isn’t medically true, but
the fact … that she made it through to the end was really
amazing, it was almost a miracle, but it was a great
blessing because then Elise was able to be born at full
term and healthy … In our minds that really helped,
because when we talked to [doctor] and others, they said
… the chances of her making it would have been basically
zero, so he said that’s why she’s here. So that really
helped us, in some respects. It doesn’t answer any
questions but it’s easier for us to rationalise it. Darcy
Participants in this study frequently found no way to make sense of
why they had been thrown into this situation but they were able to
find meaning in it even though it appeared senseless. Participants
demonstrated bonding with their baby while he or she was still in the
womb. The baby was a unique and valued person and finding
meaning in the baby’s life was a way of validating their existence and
importance. Like many participants, Isolde and Laura expressed a
desire to love and care for their infant:
Whatever she has, whatever turns out to be, we love her
and we always want to take care of her … we both feel
that way. Isolde
Chapter 8: A tapestry of hope, despair, acceptance and meaning

242

We see her as beautiful even if she has any kind of
defects. Laura
Despite initial trepidation about bonding with the baby following
diagnosis, all participants eventually bonded with their baby. They
anticipated the painful time to come when they faced watching their
baby suffer or losing them. After birth they re-examined the
decisions made on the projected future from information given
during pregnancy. The concealed fetal condition had been revealed
and they had seen and been confronted with the reality they now
had to deal with.
Bella reviewed her experience in a positive light, describing her
appreciation and intense love for her daughter as she savoured
moments with her and filled her life with love. Her baby had a lethal
condition and was physically affected but Bella saw beyond her
physical limitations:
I can’t imagine doing anything different … it’s been a joy
to take care of her and to have a little baby to snuggle
with and love and … we’re just, enjoying every day we
have with her. Bella
Finding meaning in the life of their children included appreciation of
the baby and the life they had and their positive impact on others.
Parents wanted the people who were significant to them to know
and remember their baby and to share in their life:
There’s been so many people that have just fallen in love
with her … she’s touched so many people, and she’s such
a cuddly little girl. Bella
Participants may have found no answer when they asked ‘Why me,
why my baby?’ However, finding meaning in their life helped them
cope and gave their child’s life a purpose. Finding positives in the
event

may

help

psychologically

‘ameliorate’

the

negative

consequences even though it does not assist people to make any
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sense of the event (Davis & Nolen-Hoeksema, 2001, p. 734).
Participants were encouraged by hearing positive examples:
We actually researched the internet and we found the
love that other people have for their children with a
similar disability and we felt like their lives were enhanced
in the kind of way that we would like … so I think thinking
like that also helped us because that made us stick things
out. Krystal
Finding meaning in the life of their baby was a way of coping.
Research on individuals facing trauma indicates they are prompted to
cognitively process the changes in their assumptive world though
reinterpretation that gives meaning to their situation (Gillies &
Neimeyer, 2006). Another way was by making downward
comparisons or by down-grading aspirations as they sought
outcomes more in line with realistic expectations.

Coming to terms with reality: ‘It’s just something
you accept’
Initially participants had hoped for a healthy infant but as they
moved towards acceptance that their baby would have an anomaly,
their desires became more aligned with the predicted reality of their
situation. Accepting reality often occurred as a process whereby a
satisfactory outcome became one where the disorder was mild
rather than severe, or if the condition was lethal, the baby was born
alive even if only for a short time. This has been labelled by Park
(2010) as down-grading aspirations. Accepting a more realistic
outcome rewove the participants’ life tapestry in a way that was
different to what they had imagined in the beginning. Gradually the
reconfigured design was accepted and embraced. Isolde’s desires for
her child were revised to be more in line with the diagnosis as she
began to accept it and considered how she would address the reality
of her baby’s condition:
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When I heard she could be deaf I was looking up language
classes … we can learn sign language together. Her short
limbs … how can she feel supported … what do we need to
do to our home so that it’s a safe place for her, and when
she learns how to draw. I’m thinking about everything
already, how she’s going to learn how to drive, and get
those extenders on the pedals. Isolde
For some participants dealing with a correctable physical disability
became a satisfactory option. A picture in the tapestry that was not
expected but held within its own beauty:
We can deal with it, these can be fixed … if the baby was
born with mental disabilities, of course I would still care
about the baby just as much, but in my heart that’s my
biggest concern … physical things are difficult but at least
we know we can correct them. Rhys
Having a heart problem, I don’t see a problem with that,
he’ll be the sports player [nods to two-year-old son] and
I’ll teach him how to fish. Greg
Participants also compared themselves to others who were worse off
and felt lucky in comparison. This has been described as downward
comparisons (Park, 2010). Steve illustrated his experience of feeling
grateful for what they had even though their child was very sick:
There was actually a kid that passed away in another
room and you could see it happening. Slowly bringing
equipment and the curtains were closed and you knew
what was going on, and so, I’m not going to get too upset
about all that stuff, because he’s still alive, he’s still going
to be okay. Steve
Participants thought about how they would cope with particular
scenarios and also became more sensitive. Other ‘normal’ babies
reminded them of what was different about their baby:
Now when I … see another baby I count their fingers … I
do feel a little sad … even being such a minor part of her
issues, I notice that frequently. Isolde
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Some participants did not want to imagine what could occur because
it was too difficult. Rather than consider the worst prognosis they
chose to focus on being hopeful as it was easier to continue life:
I could think of a whole lot of worse case scenarios ... and
I just decided, I’m not going there. Ben
Other participants did imagine what their life would be like with a
child with disabilities and the effect this would have on the entire
family, as discussed by Laura:
I don’t think anybody really wants to have to go through a
disability for their whole life … there will be a possibility of
her being paralysed. So, it wouldn’t be a very fun thing for
a girl to have to endure for her whole life, so then of
course it makes the whole family not quite as mobile too.
Laura
The unanticipated death of their baby left participants disorientated
as they sought to find out what happened and why nobody had been
able to predict this dire outcome but had indicated the baby would
have a treatable condition. Darcy stated:
We were in shock for a few days, but at the same time we
were really grasping for what was going on … you’re mad
at people, or mad at things trying to figure out, why
couldn’t you have told us you couldn’t see these things?
And then you just have to let it go. I understand that.
There’s nothing anybody could do. Darcy
Participants eventually came to accept their circumstances although
they were still unwelcome, troubling and senseless. Acceptance
helped them continue functioning and relieved the all-consuming
energy and focus demanded by anger, frustration and anticipatory
grieving:
I just recently have been able to look at baby clothes …
The first month I was useless, no energy … sort of out of it.
Then … you get to the point where you just accept it, it’s
not something you choose, it’s just something you accept
and it is what it is. Anna
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Acceptance became a helpful strategy when participants felt the
futility of fighting against the diagnosis. Acceptance made the
journey a little easier for some participants:
I think once you start dealing with the fact that there is a
problem, there’s nothing you can do about it. You just
have to either accept it or … terminate the pregnancy if
you can’t deal with it, and once you come to that
realisation I think things get a lot better. Amelia
For others, coming to acceptance was a difficult and gradual process
that involved a variety of stages including denial, anger and
questioning. Reaching a point of acceptance consumed resources and
energy, making it difficult for participants to continue functioning.
Some participants struggled between hope and acceptance of reality,
believing in a miracle until the last moment. The diagnosis had
remained somewhat ephemeral until the condition was visibly
evident and could not be denied. Eventually participants began to
find some strength had been forged through their experiences.

Positive growth: ‘It made me stronger’
Participants initially described feeling so much pain they did not
know if they would be able to survive and continue everyday
activities — their life tapestry felt shredded, chaotic and irreparable.
Gradually they began to face the issues confronting them and
developed a repair kit containing needles and thread, tools to help
them gain strength and deal with adversity without succumbing to
total despair.
Personal strength and coping were bolstered by an increasing
acknowledgment of reality that promoted acceptance of a situation
they had never envisaged or wanted. Amelia discussed this process:
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It’s actually made me stronger because after dealing …
with my own feelings about what I would do if things
were really worse than what the doctor was saying, if she
was paralysed, or if she has bowel and bladder problems
… she’ll have to deal with that for the rest of her life. After
dealing with all of those feelings I feel like I can deal with
it if it does happen. So it made me stronger because I
would never have thought of myself in that situation. And
I feel like I can deal with it pretty well. And after I came to
that realisation I feel a lot happier about my pregnancy.
Amelia
Coming to terms with their altered future caused participants to
reflect on their philosophy of life at a foundational level. Goals
previously considered important were relegated to insignificance as a
result of profound shifts in perspective. Differing perspectives occur
in the shifting movement from a stable, known world into a world of
uncertainty and eventually the possibility of acceptance and renewal.
Altering perspectives and the dislocation of meaning are part of the
gestalt process as one view is eclipsed by another which reforms it
yet remains latent beneath it (Cataldi, 1993). The consequential
changes were often significant as participants contemplated their life
with increased insight into who they were and how they wanted to fit
into the world. Material possessions became less important and
personal growth occurred. Daniel and Charlie outlined some of these
changes:
I think we saw quite clearly how when a child’s in trouble
everything else is inconsequential. How much money you
make, what kind of car you drive, where you live, what
you believe in. Daniel
I think we’ve grown up a lot actually … it brought us
together, put a lot of things in perspective, as far as who
we are as individuals. Charlie
After the birth, the environment of the neonatal care unit made the
baby appear alien and untouchable due to the technological array of
tubes, wires and machines. This loss of contact with the baby was
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difficult for participants as it took away normal contact with the
baby. Shelley described this experience:
The thing that’s hard for me is that, I was trying to make
this connection with this baby who’s supposedly my baby,
but I hadn’t had any chance to hold him, there was no
way to really feel a bond to him ’cause he was sitting
under bili lights and he was wearing his little mask ’n so
you couldn’t see his eyes ’n it was really hard to interact a
lot with him … I feel like I’m visiting someone else’s baby
in the hospital. Shelley
These difficulties also resulted in positive growth which included the
appreciation of events that might have been previously considered as
ordinary

and

insignificant.

After

her

son’s

major

cardiac

reconstruction surgery, Daisy felt afraid to touch him. When they
were able to connect through touch she felt a renewed appreciation
of what could have been normal and mundane. The normal was
embraced with renewed energy and saturated with value because it
could have been so easily lost:
The craziest little things excite me like … getting to give
him a bath and all that stuff. It’s like the most wonderful
thing ever. If all this hadn’t happened it would probably
have been boring. I’d be like ‘Oh I have to change another
diaper’. But now I get excited ... It probably makes me
value him more than I would have before. Daisy
Jasmine echoed the valuing of the normal arising from being
confronted with adversity during pregnancy and after birth:
I was faced with so many deep and traumatic things and I
remember thinking about how exciting it would be to
worry about fingerpaint on the wall. Jasmine
As mother and baby touch there is the écart, the crossing over of
their bodily being-in-the-world through their touch in a primordial,
timeless attachment. The recondite nature of events prevented the
affirming touch and the joy intrinsic to normal loving contact
between mother and baby. This introduced another positive aspect
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as each small step and each day were experienced with more fullness
and thankfulness:
Living every day with no regrets, always taking advantage
of the time I have with her and sharing her as much as
possible. Bella
Participants did not know how they would react to their situation and
were sometimes surprised by how their growth in empathy and
understanding changed their viewpoints. Tara heard about a woman
who had a stillborn baby and ‘took him home for a couple of days’,
previously she would ‘have been totally grossed out’ but now she
understood and respected her decision.
After going through the diagnosis, pregnancy, birth, specialist visits
and surgery, having a baby home felt joyous and somewhat
overwhelming after hospital staff had been attending to much of the
baby’s care:
Bringing him home those first couple of weeks was just
like euphoria, we couldn’t even believe it. He was home
and adjusting to home was nice. Charlie
Dean and Kate had one twin die but a healthy twin live. Dean
outlined how the foundations of their world altered and he felt a new
connectedness with humanity and the next generation on an entirely
different level of benevolence and openness:
The world shifts, the foundation shifts. It’s an earthquake
in the sense of your philosophy … whole rationale for
being crystallises … not just for yourself, far from yourself
… you devote those energies and resources to the next
generation. Whoever it is whether it’s your own or
somebody else’s because there’s now a kinship. Because
your child is everybody’s child ... what good we can impart
on him will be good for everybody else, any other children.
Dean
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Many participants felt forever altered by their experience. Jasmine
described finding meaning in her circumstances and how living with
the diagnosis changed her:
I find myself so much more assertive and … that
experience permanently shaped me as a person and as a
mother … We went through that experience for a reason
and, we’ve been able to really be an encouragement … so
many people along the way that have been touched by his
story and we know that we’ve gone through this for a
reason … you’re grateful for the opportunity to help other
people and to be an encouragement to others. Jasmine
I can’t even go back to; what if we would have lost him,
’cause I just can’t … Jasmine
Jasmine unexpectedly had a living baby who required a shunt.
Parents may face concerns related to their child’s ongoing health
issues for the rest of their lives. This resulted in participants changing
their priorities about what was important in life:
He has a shunt and realistically I know that could
malfunction at any time … you’re never completely out of
the woods so that’s a challenging thing … It certainly has
changed my perspective on life and work and really
everything … I really want my time to count, I get really
irritated when I’m in meetings that aren’t going
anywhere, aren’t making something happen, ’cause if I
have to be away from him I want to really make a
difference. Jasmine
Participants tried to focus on gains rather than losses and used the
experience to become a stronger and better person:
Reframing, I think I do that a lot … try to find the positive
in things … I do a lot of journaling too … I think a lot …
How can this be positive? ... What have I learned? And
that’s actually brought me a lot of strength, because if I
can gain something from it I don’t feel like I’ve lost as
much. Krystal
The experiences changed participants and many described strengths
they had been unaware of surfacing. They searched for positive
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aspects of their experience and re-calibrated what mattered to them
in a profound way. Babies who lived for a short time or went home
with hospice care were cherished and their parents viewed this time
as a special opportunity for bonding, love and appreciation. Having a
baby come home and do well after medical or surgical interventions
was considered a wondrous achievement, and parents seemed in
awe because they had seen how vulnerable life was. Of all the
parents expecting twins, only one couple had both twins survive. This
placed the majority of couples with a twin pregnancy in the difficult
position of celebrating life and death at the same time. As time went
on, the living twin was a constant reminder of the life that was lost.
Participants described how their experiences had changed their
perspectives about what was important in life. They tried to reframe
their lives in a way that sought the positive aspects and found
meaning in the life of their child.

Validating existence: ‘Honour his existence and
always remember’
Participants wanted to validate, honour and remember their baby’s
existence. No participants mentioned wanting to erase their baby
from their memory despite the pain their experience had caused
them. Instead they chose to experience the life of their baby with a
deep intensity filled with meaning, strength, love and beauty. They
did not want their life tapestry to be rewoven without this rich and
painful experience stitched into their story. Anna expressed the
thoughts of many participants on the importance of validating and
remembering:
God gave him to us for a reason, we’re going to give him a
chance to show us what that reason is and just enjoy it … I
would like to honour his existence and always remember.
Anna
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Each participant wanted to see their baby and spend time with them.
Mementos were a valuable way of validating the baby’s existence
and gave mothers possessions that were associated with the baby
and could provide a tangible link with their existence and establish
their reality.
I appreciate all the mementos so much … They came in
with this whole packet, this book and it had cards ... the
nurses and other people had signed saying, we’re so sorry
about your little one, and it had pictures … little feet and
hands and they did a … little plaque and I was just so
touched. It was so beautiful and … I’m going to cherish it
forever and they said you can let us know when you’re
ready and we’ll bring him in for you to see him and you
can spend some time. Kate
Part of validating the baby’s life was having other family members
involved. To achieve this, participants drew their family and friends
around them. They wanted the people who were significant to them
to know the baby. When they held the baby and spent time with
them, they were also gaining memories that could be shared later
and remembered as an affirmation of the baby’s presence:
The nurses were very kind, they had done all these little
mementos … they came and presented me with a little
scrapbook to keep, to be able to celebrate the life that he
had had and talked to me about the options of what to do
when he passed away and how to get the body back
home … that night was really very devastating for us. And
so my family didn’t leave that night, they just stayed in
the lounge and I just remember holding him and praying
… really crying out and saying, I want to keep him, I love
this little guy and I can’t bear to leave him. Jasmine
We took pictures of everything and we … had that little
dedication service. Jasmine
Mementos help parents to establish memories by affirming the
reality of their existence. Davis (2004, p. 511) noted parents found
‘consolation and solace’ in having mementos of their child. Seeing
the baby was difficult but was appreciated and gave parents the
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opportunity to say goodbye. Bella’s baby was home on hospice care
and she became part of a loving family life. This time was an
important opportunity to create memories of life together as a
normal family that would be treasured:
We still have her, we have so many great memories now
and seriously over 800 pictures of her. I wouldn’t change it
for the world, bath time and snuggling and watching
movies together and all the little noises she makes … I
can’t imagine life without her. Bella
The unborn baby became a presence in the family. Anna described
how her other children made pictures as a tangible welcome to the
expected baby and this enabled them to form a bond before birth:
My younger daughter is, she’s the artist in the family so
she’s already made, gosh it seems like hundreds of
pictures to put around the baby crib. Anna
Participants saw the baby as part of the family and did not want a
detached, withdrawn relationship. This opposes the previously
dominant Freudian belief where the task of grieving requires
becoming detached from the bereaved in order to move on with
other relationships (Freud, 1917/1957). Participants desired a
relationship with the baby that was continuing. This aligns with the
newer theoretical models and research on bereaved parents that
indicate continuing bonds with the infant are important to parents
(Davies, 2004; Riches & Dawson, 2000).
Participants wished to maintain continued bonds with their baby and
remember them. Memories can cause sadness but they are also a
way of preserving the meaning of events and enabling shared
memories as well as reframing stories in a way that improves
psychological health (Routledge, Wildschut, Sedikides, Juhl, & Arndt,
2012). Remembering a loved person has been described as having a
light that ‘shineth in the darkness’ (Frankl, 1939/1963, p. 64).
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Participants wanted the baby to be part of family life even before
birth and wanted to validate the life of the fetus within the womb,
especially when he or she might pass away during the pregnancy or
at birth. The time the family would have hovered above them as an
unknown factor. Incorporating the fetus into family life meant this
period of time could be remembered even if the baby did not survive
birth:
We want them definitely to identify with the baby. He is
their little brother, they may not be able to play with him
and watch him grow up and what not, but they did have
him, he did exist … They picked a name for him and
they’re already talking about him like we’re here … In our
situation we started celebrating things a little bit earlier
than most parents, most people don’t celebrate things
until baby’s born, but we had baby Lucas’s first …
Christmas and everything that we do as a family we
consider it as the baby’s done it with us. Because we
might not have those opportunities later on … The whole
pregnancy, he’s been part of … the family. Anna
This study is the first to report siblings developed a relationship with
the fetus in the womb. After birth, having a new baby in the family
has been shown to influence the lives of children and frame their
identities as big brothers or sisters (Berman, 2009; Marshall & Davies,
2011). The experiences of children whose fetal sibling dies or has
been diagnosed with an anomaly prior to birth has not been
examined. This is surprising considering there is compelling evidence
that having a sibling with a prolonged illness is traumatic (Griffiths,
2011; Munch & Levick, 2001). The loss of a sibling is not just a loss in
the present; it is also the loss of a future where children would have
grown up together, played with cousins and attended family events
(Berman, 2009). Participants also wanted to incorporate the baby
within the extended family. The more family members who knew the
baby, the more there were who could carry the memory and share in
his or her life:
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My Mum is planning on coming … she definitely wants to
see the baby and meet him … I think that’s just for her… I
think seeing him will for her, validate his existence… I’m
hoping to get my in-laws to come as well … as much
family as we can get to be part of his life, or have him be a
part of their life. Anna
Having other significant people knowing and validating the life of the
baby was important. Penny and her husband wanted their surviving
twin to know about her sister and were considering how this would
occur in the future:
We do want Elise to come to know her sister in some way
and we’re not really sure of how to go about doing that
and so we think about that a lot too … She’s going to
wonder about Celeste, she’ll be bigger and there’s
pictures of her with her, so how do you? What’s the right
way to do that? There’s a lot of things that we want to
kind of make sure we do it the right way. Penny
Tara and her husband included their family in their baby boy’s brief
life. This provided an opportunity to create shared memories and
strengthen family bonds:
We just didn’t know how long he would live for and so we
kept feeling his chest for his heartbeat … he hung on for a
little more than an hour which we were kind of surprised
… we had our Mums come back in the room with us and
we just kind of all took turns just passing him around and I
think I was holding him when he finally passed away. Tara
Being together with the baby was a time when they could notice the
characteristics about the baby and look at family resemblances.
Validation appeared critical for parents, whether it occurred after
birth or during pregnancy. Krystal was distressed that she had not
asked for an ultrasound picture of her twin baby who died in-utero.
She appeared upset and referred to it several times. Perhaps because
the baby died within her body, the ultrasound picture would have
been the only tangible proof the baby had existed. The loss was
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invisible and hence more difficult for others to recognise and
validate:
I wanted a picture of him and I never got it. Because he
was real to me … he’s been inside, he’s still with me, I had
… over five months with this child. At that point I didn’t
know if he was going to make it or anything, but … I still
want to remember, it’s just for my own memory … That
baby is real to me. I didn’t want to have to give birth and
then have to convince somebody … I didn’t want to have
to be in a situation where I felt concerned about what
they were thinking. People can believe and think what
they want. I just didn’t want him to go in the garbage.
Krystal
The fetus was considered a child by all the participants and was
treasured by the parents. However, they often felt others did not feel
this way and were worried about how health professionals judged
them. The language surrounding loss of a fetus can also dishonour
the experience, with health professionals considering it as the loss of
a pregnancy, while women consider it the loss of a baby whose birth
was lovingly anticipated (Jonas-Simpson & McMahon, 2005).
Discussion of a fetal death is often suppressed by society as a less
visible and real loss and can leave parental grief unacknowledged and
therefore disenfranchised (Jonas-Simpson & McMahon, 2005; Wing,
Clance, Burge-Callaway, & Armistead, 2001). Asking for something
perceived as unacceptable to others required emotional strength and
energy at a vulnerable time.
The gestation of the pregnancy was irrelevant to the participants who
lost a twin in-utero. This is mirrored by other research findings
indicating gestational age is not a significant indicator of the amount
of investment parents have in their pregnancy (Brownlee & Oikonen,
2004, p. 520) and Krystal’s experience indicated this. The centrality of
the participants’ experience can be jeopardised by the focus on
medical technology:
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I could tell that the assumption was made that … why
would I want it? So it wasn’t ever offered and I didn’t dare
ask. So I regret that … I could have asked, I could have
said right then … These are the things that have hurt the
most … our baby dies, we consider him a real child, we
considered him part of our family … it wasn’t just like a
puddle of flesh or whatever to us. Krystal
An added complication arising from the death of one twin in-utero is
the need for the mother to continue the pregnancy in order to
protect the remaining baby. Mothers who lose a twin in-utero feel
high levels of anxiety and grief (Swanson et al., 2002). Mothers
wanted to hold onto the memories of the baby and having an
ultrasound picture gave them this opportunity. When staff did not
honour the fetus, they were not honouring and validating the life
that occurred within the womb. Some participants found it difficult to
know what they wanted in the stress of the moment but later
appreciated being given the ultrasound picture:
I didn’t want to see the ultrasound again just ’cause it
made me upset … Doctor [name] gave us a 3D image that
day and I remember he asked … if we wanted one and I
was like ‘oh god I don’t know’ but Andrew was like ‘yes
please’ and I’m glad he spoke up ’cause we wouldn’t have
probably gotten one otherwise and now I’m glad we do, I
don’t’ know, ’cause it’s when you’re in the moment you
don’t know necessarily what you want. Tara
Mothers who lost a baby felt their baby’s life was invalidated when
people they were acquainted with did not acknowledge their loss
(Cacciatore, 2010). Participants suffered through their pregnancy and
found consolation in finding positive aspects to their experience
including increased closer personal relationships:
God’s carried me through this whole entire thing … a lot
of good has come of this even though the diagnosis was
so awful. Lachlan and I have never been closer. Bella
Close relationships helped support participants and one of the closest
relationships is the relationship between parent and child.
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Participants felt the need to protect and support their children but
the children also helped motivate them to continue functioning.

Surviving and contemplating the future: ‘The little
bright stars’
As participants wove their new life narrative they thought about
what their future would hold and the stitches that could strengthen
their lives as they faced situations including ongoing grief, a child
with surgery or ongoing disabilities. Part of the future included
recognising the enduring nature of their loss:
I think I’m always going to feel sad. Krystal
Parents also thought about having another baby. Eighty per cent of
couples will have another baby after a fetal loss (DeBackere, Hill, &
Kavanaugh, 2008). Participants who considered having another baby
exhibited a range of responses including a powerful desire for
another baby or conversely an incapacitating fear of a future
pregnancy. Other participants felt ambivalent. As Tara expressed:
I’m just sad that I don’t have a baby to take care of, or
nothing to look forward to now, and it’s hard too … my
friends are all having babies. One of my really good
friends actually she’s due in a couple of weeks and … we
were going to have our babies together … so it makes me
want to just try again really soon, but then on the other
hand that pregnancy was hard and I want to give myself a
break … I go back and forth. Tara
The diagnosis had changed the meaning and tenor of the pregnancy
for Jasmine who mourned the loss of a normal healthy pregnancy.
After her baby’s birth she was very aware of what she had lost and
longed for the normal happy pregnancy she saw others achieve:
We didn’t get a lot of experience that typically you would
get and I remember when I got home later feeling sort of
cheated, like I got robbed … I felt like I wanted to get
pregnant again and have another baby because I,
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throughout the pregnancy … I wasn’t celebrating, I was
mourning. And then when we got to his birth I was
mourning through that whole process, preparing to lose
him at any minute … I found myself really obsessed with
watching the baby channel and watching babies being
born and watching these mothers be really happy.
Jasmine
Krystal, Penny and Kate had twin pregnancies. Both Krystal and Kate
had one twin die in-utero and continued pregnancy with the living
twin. Penny and her husband Darcy were told one of their twins had
a condition that may be serious but was almost certainly not lethal.
Their baby died on the day of her birth. Krystal and Penny’s thoughts
on having another baby were polarised. Krystal had a strong desire to
have another baby:
People would feel like I would never do this again, this has
been so terrible … so hard why would I ever do it again.
There’s a part of me that says that I feel like that because
I feel the loss and I want to fill it back somehow. Like, well
I lost a baby, well I’m going to … get another one … It’s
ridiculous and we know that. We know in our minds that
it’s not … medically a very good choice to make. Krystal
Penny and Darcy seemed hurt to the inner core of their being and
could not envisage undertaking the risk of ever going though this raw
grief and pain again despite their desire to have another baby. It is
impossible to convey the agony and suffering that was evident in
their responses:
We both would like to have more children, but, there’s
this deep place inside of me that is just like ‘I don’t want
to go through that again’ ... It’s been five months … right
now we’d really struggle with … having, another child I
think, it would take a lot … we would be thrilled and
scared, scared that something might go wrong. Penny
People are encouraged to believe that if they behave in health
promoting ways good health will follow. Previously Penny and Darcy
had perceived they would have a good outcome because they had
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done everything possible to ensure their babies were healthy. Now
they felt no matter how healthy they were and how expert their care
was they had no control. How could they know with 100 per cent
certainty that nothing would go wrong again? They were not
prepared to take that chance:
We couldn’t go through that again, losing a child, there’s
no way. Darcy
It’s like you’re playing a lottery. Penny
There were several differences in Penny’s and Krystal’s situations.
Krystal had other healthy children and had experienced normal
pregnancies. Krystal knew the affected twin had a serious condition
and might not survive during the pregnancy, so the loss was
expected. Penny and Darcy had no children prior to this pregnancy
and went through a long, difficult and complicated pregnancy. They
were told the baby would almost certainly survive and had trusted
the medical diagnosis. This trust was shattered when one of their
twins died against all expectations. Their decision not to have
another baby came from their emotional pain, rather than a rational
assessment of the situation. They had never received a clear
explanation and concern about future pregnancies is exacerbated
when the cause of the previous loss is unclear (DeBackere et al.,
2008).
Life would be ‘intolerable’ if fear always overcame optimism;
however, once a major trauma disrupts life people find their
confidence and security threatened (Parkes, 1986, p. 103). There can
be no more untimely death than the death of a baby and this throws
the expectation of safety into question. Penny and Darcy were
cognitively aware they were unlikely to have another baby with a
lethal condition but the world was no longer a safe benevolent place;
it was a place where bad things happened. They could get no
explanation, no reason, therefore they were left with no way to
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control or evade problems. They were angry, resigned and afraid to
ever have another child. Emotional feelings represent the meaning of
experiences in embodied beings (Cochrane, 2010).
It was difficult to face the future and the emotions it heralded;
however, all participants sought understanding and meaning and
tried to learn from events as their journey unfolded:
I’m not at all looking forward to the delivery … I feel lucky
to have this time with him and so the reason I don’t
understand right now but maybe I will. Jasmine
It was not like this in the beginning, but we feel it now,
that we’d actually gained more from this experience. We
feel like our beliefs have allowed us to actually learn from
it. Krystal
Ben and other participants felt a seismic shift had occurred in their
lives and more was yet to come:
You know major change is coming … I’ve lived three
lifetimes. Ben
Participants had lived through heart-wrenching difficulties. Penny
described what it was like to celebrate the birth of her twins but also
grieve the death of one of them on the same day. Emotions are
complex when the joy of birth is combined with the sorrow of death:
Here you are having the most exciting day of your life but
also the worst imaginable day of your life and it’s all
wrapped up into one. Penny
Having other children to care for gave parents a reason to continue.
Penny and Darcy described how their living twin Elise provided them
with an anchor to the world:
We were lucky in that we had Elise, ’cause … if you lost
both, or you only had one and you lost them, it would be
so devastating. We had something to cling on to and carry
on with … you have to go on, you have to … there’s so
much joy there that you just carry on. Darcy
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Children were appreciated and they provided both solace and
inspiration. Anna described her children as bright stars who helped
give their experience meaning as they incorporated the baby into
their lives both before and after birth:
My kids have been great … the little bright stars in the
whole thing ’cause they say little things that uncover
things that really only the innocence of children could
uncover. They’re the ones that point out the little bright
points that you can keep in your heart and enjoy. Anna
Life is the flow of meaningful events occurring within a world with
others that becomes one’s personal narrative (Neimeyer & Sands,
2011). Participants entered what Cixous (2006, p. 59) describes as ‘a
life I had never considered.’ This different life world required coping
with the existential threat posed by the fetal diagnosis and led
participants to see life with different clarity and from an altered
perspective. Tolstoy discussed ‘the rare great moments in which …
One and All suddenly becomes clear … the starry sky’ is seen ‘as
never before’ as ‘unio mystica with meaning, eternity, totality’
(Bloch, 1995, p. 302). Merleau-Ponty also discussed ‘those rare and
precious moments at which human beings come to recognise, to find,
one another’ (1948/2004, pp. 89–90).
Participants in this study were forced to rewrite their personal story
after asking questions about life and seeking new answers. When a
loss occurs in people’s lives they seek to make sense of it and find
some positive meaning in the event (Black & Sandelowski, 2010;
Davis & Nolen-Hoeksema, 2001; Davis, Wortman, Lehman, & Silver,
2000; Lalor et al., 2009). The search for meaning plays a pivotal role
in adaptation following trauma because it helps accommodate
foundational assumptions about the world and self-worth that are at
risk (Davis & Nolen-Hoeksema, 2001; Mackay & Bluck, 2010). The
more shattering the loss, the more intense the search for meaning
and positive growth (Linley & Joseph, 2004). The participants’ search
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for meaning in their situations reflected Frankl’s belief that meaning
is a primary motivating force in human life (1939/1963).
Finding meaning and reconstruction of life after trauma utilises three
core activities which are described by Gillies and Neimeyer (2006).
First, ‘sense making’ which includes asking ‘why?,’ second, ‘benefit
finding’ or ‘positive reappraisal’ which helps restructure meaning and
last ‘identity change’ where despite personal anguish, the sense of
self gains strength but also increased awareness of the fragility of life.
Mackay and Bluck (2010) found following an adversarial event there
is generally an initial search to understand why the event happened,
‘why me’ (meaning-as-comprehension) followed by asking what is
the meaning for me (meaning-as-significance). The negative sequelae
of traumatic events are well documented and understood in
everyday life. Recently more attention has been directed to
adversarial growth, the ability to find positive change after trauma
and adversity (Linley & Joseph, 2004).

Chapter summary
The diagnosis of a serious fetal anomaly was deeply distressing.
When the baby dies, grief resulting from such an ‘incomprehensible
and devastating’ loss is profound (Arnold & Buschman Gemma, 2008,
p. 658).

The

participants

reflected

the

idea

that

human

understanding functions through interpretation of events which are
imbued with meaning for them. They went from being-in-the-world
with a healthy pregnancy to being-in-the-world with the fetal
diagnosis which disrupted the participants’ self and began to be
experienced everyday through their disrupted attunement to the
world.
Merleau-Ponty recognised ‘ambiguity and incompletion’ are woven
through humanities’ ‘collective existence’ therefore one ‘can and
must analyse the ambiguities of our time and strive to plot a course
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through them which we can follow truthfully and in all conscience’
(1948/2004, pp. 109–110). Following Merleau-Ponty’s exhortation,
participants’ voices are heeded in order to make a contribution to
understanding and improving the nature of care provided to couples
and their families. The recommendations emerging from the four
findings chapters will be the focus of the next chapter which will also
identify the strengths and limitations of the study and conclude the
thesis.
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Chapter 9: Clinical recommendations and
final thoughts
Introduction
[E]veryone thinks of his life and all lives as something that can
in every sense of the world be told as a “story.”… to understand
situations other than my own and to create a path between my
life and that of others.
(Merleau-Ponty, 1960/1964, p. 75)
The purpose of this study was to explore the lived experience of parents
who continued pregnancy following the diagnosis of a serious or lethal
fetal anomaly. In these circumstances health professionals wish to provide
the best care possible; however, the pathway to achieving this is not
always clear. In this chapter the findings are used to develop
recommendations for clinical practice. The chapter opens with a summary
of the findings which inform the recommendations. Relevant guidelines
currently available in the United Kingdom, Australia and the United States
are listed in Appendix E.
The clinical recommendations are derived directly from the data emerging
from interviews with participants. The clinical practice recommendations
address woman-centred care which includes the woman’s partner and
others who are significant to her. The strengths and limitations of the
research are discussed. Possible avenues for further research are
proposed, followed by some final thoughts which conclude the thesis.

Synopsis of findings informing recommendations
Compressing a lifetime of love into distorted time illustrated how
confirmation of pregnancy initiates visions of a perfect baby and how the
adverse diagnosis irretrievably alters the projected future. In the midst of
the shock and devastation of the diagnosis, past losses resurfaced and
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invaded the present, influencing decisions and expectations. At a core level
the remnants of previous traumas such as miscarriages or abuse
subconsciously wove their way into thoughts, beliefs, expectations and
decisions. Parents considered what they wanted their legacy to be and
considered this in the light of their own childhood. Often they wanted to
avoid the difficulties they encountered growing up in their family of origin.
They wanted to be different and better parents.
An awareness of the finite nature of pregnancy and the relentless passing
of time towards the inevitable completion of the pregnancy occurred.
Parents wanted to maximise time with the fetus by keeping them safe
within the womb. After the birth, each day with the baby was appreciated
and lived moment by moment. Time was experienced at a deeper, more
personal level, at odds with the linear time of hospitals. Time could slow,
fragment or pass relentlessly quickly.
Competing realities and the uncertainty paradox discussed how, despite
possible initial ambivalence about the pregnancy, the vast majority of
parents became attached to their baby. Seeing the fetus on ultrasound was
a particularly poignant moment for parents and blurred the boundaries
that privilege a woman’s bodily knowledge of pregnancy. Waiting to learn
the diagnosis was exceedingly frustrating and ultrasounds could bring
ominous news, often oscillating between good and bad news or being
indecisive. After the diagnosis parents entered a paradoxical period
characterised by competing realities and uncertainty that challenged the
taken-for-granted world. Life began to feel like a blurred haze and the
ability to comprehend information was reduced. The losses parents faced
were not stable, static losses but shifting, amorphous losses and were nonfinite because they continue throughout life. Parents were tossed between
a comfortable, predictable future and a chaotic, uncertain future marked
by helplessness. The oscillation between good and bad news created
turmoil and was emotionally fatiguing.
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The normal parental rites of passage are characterised by going shopping
for baby clothes, preparing the nursery, antenatal visits, the baby shower
and congratulations from others. After the fetal diagnosis, these
circumstances took on a distressing context. The loss of the normal rituals
and experiences of healthy pregnancy and birth were grieved by the
participants. Women had to find a way to weave the normal, healthy
behaviours of the baby with the diagnosis hidden within their womb. The
dichotomy of modern technology that confirmed fetal health and later
found a fetal anomaly, led to parents doubting the validity of the tests,
feeling betrayed and jeopardised their faith in health professionals.
Technology had endowed personhood on the fetus and made them a
patient to be treated.
Parents experienced a roller coaster of emotions caused by unremitting
uncertainty and exacerbated by differing opinions among medical staff.
Continued uncertainty led to an isolating existential agony and parents had
to continue functioning while they felt anxious, stressed, emotionally
overwhelmed and exhausted. Parents were pleased to know the diagnosis
because it allowed time to research the condition, make treatment
decisions and gradually adjust to the diagnosis. At the same time, knowing
the diagnosis created anxiety, worry and stress during the entire
pregnancy.
The alterity of the other explored relationships with other people. Women
became public property during pregnancy and had to deal with comments,
questions, advice and judgments from others. Normally harmless, wellintentioned questions became painful. Some women avoided going out in
public or tried to hide their pregnancy to evade public comments and
questions. Women struggled to decide how much information to give
friends, family and work colleagues.
Men are not visibly pregnant so did not face the same barrage of questions
as their partners. However, they underwent many emotional changes
during their partner’s pregnancy and wanted to be a committed father,
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provider and strong protector for their family. Most women considered
their partner to be their major support and many couples become closer as
they depended on each other while they faced the diagnosis together. At
times men were marginalised and excluded by health professionals.
Participants appreciated time to grieve and cry as much as they needed
without being inhibited by others. Parents also worried about becoming
public property when they took their baby out or introduced them to
others who sometimes reacted adversely to their appearance. Participants
sometimes felt pressure to justify their decisions and to defend the
information they had been given by health professionals. Women were
altruistic and willing to make great sacrifices for any chance of a healthy
baby.
Both parents wanted to minimise distress to others and were concerned
about telling their children about the baby’s condition and preparing them
for what was to come. Children were a bright star in parents’ lives and
helped them to continue functioning. Relationships with family members
and others were a vital part of parents’ experiences. Support was
appreciated and lack of support was distressing, with indifference from
some grandparents painful. Discussion with counsellors or others who have
been in a similar situation was considered helpful; however, not all parents
had the ability to seek support. The appearance of parents may be
deceptive to health professionals. When they felt unsafe, it was difficult for
parents to talk for fear of breaking down. Participants frequently used the
internet to search for information. Often the worst case scenarios were
shown and the information was sometimes upsetting, overwhelming and
confusing. The support of safe, kind, known health providers was preferred
and enhanced safety and confidence. Parents were annoyed by having to
repeat information to unknown staff and when information varied
between health providers.
A tapestry of hope, despair, acceptance and meaning described how the
diagnosis initiated existential questions concerning life. Anticipatory grief
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and chronic sorrow entered parents’ lives as the omnipresent threat
hovered over their lives. Hope for a miracle was pervasive amongst parents
despite the diagnostic facts and allowed the diagnosis to be accepted over
time. Part of reaching acceptance was aspiring towards reasonable hope
which was revised to match achievable outcomes. Spiritual and religious
beliefs, the support of family, community and health professionals helped
parents to cope.
At birth, parents wanted to see and touch their baby but often the baby
was removed rapidly for assessment, so this opportunity was missed. This
situation was compounded by transfer of the baby to a neonatal unit
where they were connected to multiple monitors, which further minimised
bonding-enhancing contact. After birth when the baby’s condition was
evident, the reality was often a shock, leaving parents feeling
overwhelmed, lost, helpless and uncertain. Multiple decisions needed to
be made and sound, helpful guidance on the choices available was
appreciated.
Parents sometimes overlooked their own health after their baby was born,
with some women ignoring the physical constraints of a caesarean section.
Parents wanted to remain together as a family but were frequently
separated. Those whose baby was in hospice care treasured their time with
the baby and included other family members.
During pregnancy and after the birth, validation of the baby was important
because parents consider the fetus a real person, not a medical diagnosis.
Parents desired mementos such as ultrasound pictures of the fetus but
sometimes had difficulty asking for them or were uncertain if they should
accept them. Mementos were a cherished affirmation of the baby’s
existence. Parents prioritised time with their baby after birth. This was the
time to create memories with family and friends. One of the most
vulnerable times for parents was when they left the hospital with empty
arms. The loss of their baby sometimes resulted in a powerful compulsion
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to have another baby but for others led to an intense fear of the
uncertainty involved in a future pregnancy.
Parents wanted the life of their baby to have purpose and meaning. Many
parents found they became stronger, more compassionate, with a greater
appreciation of life and renewed priorities. Parents’ experiences altered
the foundation of their world and permanently shaped who they were as a
person. When parents lost a baby they incorporated the memory into their
lives in a way that was connected, timeless and never forgotten.
The next section of this thesis is based on the participants’ experience of
having their fetus diagnosed with a serious or lethal anomaly and electing
to continue their pregnancy (findings summarised above). Clinical
recommendations are outlined for health professionals who work with
childbearing women and their families once a fetal anomaly has been
diagnosed during pregnancy.

Clinical recommendations
Caring for parents who receive the diagnosis of a serious or lethal fetal
anomaly

during

pregnancy

is

difficult

and

challenging.

The

recommendations that follow are not exhaustive or complete but arise
directly from the findings. This study identified listening as a vital clinical
skill and one that effects all the clinical recommendations that follow.
Actively listen to parents
One of the most important learning experiences arising from this study is
the necessity to listen to parents. Listening authentically reveals when
parents are lost and would appreciate help, support and guidance.
Listening to parents gives their needs priority and allows them to forge
their own unique pathway. Unfortunately, there is no clear formula or
absolute rule to guide health professionals as each person is an individual,
with different circumstances, personal histories and support systems. What
works for one parent may not work for another because there are inherent
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tensions, ambiguities and uncertainties that permeate their situation. The
best approach is to listen and learn with an open, supportive attitude of
respectful and sensitive empathy.
Discuss the implications of routine testing and screening
Women commonly have antenatal testing to confirm a normal healthy
pregnancy. They are aware of the possibility of an anomaly being detected
but do not believe this will happen to them. Provision of adequate
information prior to antenatal screening is essential to assist consideration
of the potential sequelae of a positive test. However, no amount of
information prepares parents for the diagnosis of a serious or lethal fetal
anomaly. Parents will be acutely shocked and devastated by the diagnosis
and will require sensitive, supportive care.
Avoid incongruence between behaviours and the diagnosis
Parents found it difficult to deal with incongruence between the diagnosis
and the health professional’s behaviour. Parents carefully observed the
sonographer to interpret their expressions and manner. They noticed
alterations in demeanour, concentration or focus such as suddenly
stopping talking or being jovial. Parents noticed whether the sonographer
behaved in a supportive manner. If the person performing the ultrasound
laughed and joked throughout the procedure, while pointing out the
features of the baby, parents gained the impression everything was fine.
When this was directly followed by the diagnosis of a serious or lethal fetal
anomaly, parents felt they had been misled and treated cruelly. The
sonographer must be careful to avoid misleading parents.
Confirm the diagnosis quickly and clearly with support people present
The way the diagnosis is imparted will be inscribed in parents’ memories
forever. Therefore, it is important to reduce additional trauma resulting
from the way the news is given. The diagnosis should be confirmed as
quickly as possible because parents find the wait for results intensely
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difficult. Ensure the mother is seated or lying down, she should not be left
exposed. The diagnosis should be given with care and in a clear and
transparent manner with adequate time for questions. It is vital parents
are not confused by what the diagnostic terms mean. The language used
should reflect that of the parents and the baby should not be referred to,
or discussed as, a diagnosis. Cryptic explanations and incomprehensible
medical jargon must be avoided and parental knowledge of anatomy and
physiology cannot be assumed. It is important parents do not get the
impression they are being talked down to by medical experts. This
significant appointment sets the expectation for future visits.
Parents prefer a compassionate and straightforward delivery of bad news.
Women exhibit a strong preference to have their partner or a person who
is close to them present when they are given the results. Women should be
informed the fetal anomaly was not caused by their actions because they
may blame themselves. Parents’ emotional and physical needs should be
attended to because women may become physically unwell or feel faint.
The diagnosis has such a destabilising effect on parents that it would be
preferable for them to have a person who is not so emotionally affected
drive them home.
Provide written information and appropriate resources
This study found parents were so overwhelmed and shocked by the
diagnosis that grasping information was difficult and they often left the
appointment with unanswered questions. Parents struggled due to their
emotional state and feelings of disbelief. Time with a genetic counsellor or
trained health professional would give parents the opportunity to
formulate questions. Written information should be provided and
appropriate website information offered for parents who would like
additional information. Many parents will access the internet and may be
quite shocked by what they see and it is appropriate to caution them about
this possibility. Parents can be provided with a list of reputable web sites.
Screening common websites would alert health professionals to the
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graphic images which may confront parents. At the diagnosis, informing
parents of the normal spectrum of behaviours they may experience would
be beneficial. Access to a designated contact person would give parents
the opportunity to call later and ask questions. The information
preferences of women are ‘complex’ and have been extensively discussed
by Lalor, Begley and Galavan (2008, p. 191) Some women have high
information needs and prefer to be well informed in order to make
decisions and feel in control. Other women have ‘low information needs’
and should be given the space to utilise information when they choose to
(Lalor, Begley, & Galavan, 2008, p. 191). Being attentive to the information
preferences of women is an important strategy that should be utilised by
health professionals.
Counselling and support should be available
Counselling and support is essential during the decision-making process.
Parents require information to make informed decisions about further
testing, treatments and available options. Life-altering decisions may need
to be made in the context of great uncertainty. Counselling should be
available to parents throughout the pregnancy and would benefit the
majority of couples. It is important to recognise that parents may have
difficulty asking for or accessing help due to their emotional turmoil.
Counselling could help parents deal with their emotions and develop
coping strategies. Women often find themselves upset when they see
other women with healthy babies. Peer support from another parent who
has ‘survived’ a similar experience can be valuable because they do not
believe others could comprehend the powerful, all-consuming emotions
and pain they are experiencing. Parents who continue pregnancy following
diagnosis of a fetal anomaly often feel there is a lack of support networks.
Parents should be informed of resources and networks they can access and
support groups that are available.
Women are vulnerable to suggestions regarding treatment that may
benefit the baby despite potential increased risks, pain and discomfort for
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them. Because mothers may cling to small statistical chances of
improvement for the baby, any procedure must be carefully discussed
including the impact on future pregnancies. Women may consider having a
caesarean section when the baby has a lethal condition if it increases the
possibility of the baby being born alive.
Recognise alterations in the perception of time and the influence of the
past
Time becomes altered for parents and they will ask questions about the
nature of life and fairness. Parents find their past is infiltrating the present
and influencing their feelings and thoughts about the future and the
decisions they make. The pain of old memories may be activated and
understanding the influence and challenges presented by the emergence
of past issues can give health professionals insights into the behaviours of
parents and assist in directing them to areas where further support would
be beneficial.
Parents should be informed of the ways time may become distorted and
reprioritised as clock time becomes less important than meaningful time
spent communing with the baby. Parents can be reassured these changes
are normal and be supported to devote time to what is important to them.
Being aware of and accepting that there will be times when it is difficult to
function will help parents avoid guilt and to be gentle with themselves. It
may also make it easier for parents to accept help from others. Parents can
be advised to attempt tasks on the days when they feel stronger and divide
them into smaller sections when they seem overwhelming.
Consider the impact of multiple appointments
Parents are often challenged by multiple appointments with different
specialists and by continuing fetal surveillance. Where possible, cluster
appointments and minimise long waiting times. If there is no real benefit in
repeating scans at close intervals, it is important to consider the stressful
effects on parents, particularly if they continue to receive bad news at each
Chapter 9: Clinical recommendations and final thoughts

275

appointment. Many parents feel ambivalent about ultrasounds, both
enjoying the opportunity to see their baby on the screen but also fearing
what may be found. For some parents, appointments are so stressful they
react physically with nausea, feeling unwell or being unable to speak.
Respect the desire for a normal pregnancy
The rituals and celebrations surrounding normal birth are powerful and
their loss is felt on a profound level. Parents grieve the loss of the normal
events of pregnancy such as setting up the nursery or shopping for baby
items. Health professionals can advise parents how family members and
friends can provide support by modifying celebrations. For example; a baby
shower can become a celebration of the fetus and the pregnancy with
couples, friends and family present. Family events such as birthdays can be
celebrated with the unborn baby’s presence acknowledged and discussed.
Assisting parents and their family and friends to adapt rituals to the
circumstances may help mitigate the loss of normal events.
Normal birth should be supported unless there are contraindications
because a caesarean section represents further losses including the
experience of a normal, intervention-free birth. Spending precious time
with the baby is easier for a mother following a normal birth. Parents want
the positive aspects of their pregnancy to be recognised and feel distressed
by an unrelenting cascade of bad news and continual negativity. When
even small, positive, normal aspects of the pregnancy are ignored, parents’
losses are exacerbated. It is acceptable to let parents know the positive
aspects of the ultrasounds and appointments. Being able to achieve some
normal aspects of pregnancy may make the loss seem less immense.
Parents appreciate positive information that reassures them some aspects
of the pregnancy are normal such as the baby growing or being active.
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Provide consistent information
The benefits of continuity of care for all parents are well recognised in
midwifery literature. Parents feel less confidence and trust in people they
do not know and resent having to repeat information to different people.
Known health providers help parents to feel safe and in good hands. When
parents have made a firm decision to continue their pregnancy, they may
be irritated by repeated questioning about their choice and feel the baby’s
life is being invalidated. Clinical visits need to consider more than physical
health and must address overall well-being. Grief, loss and uncertainty
present with multiple emotional and physical manifestations including
fatigue. A health provider who knows the parents is more likely to notice
minor changes. A close relationship can be established and the health care
team can be a supportive and consistent presence. Midwives are ideally
placed to provide holistic care and liaison between the multidisciplinary
team. A private, comfortable environment may help parents feel more
comfortable and at ease.
Discuss strategies to deal with becoming public property during
pregnancy
Women are confronted by people who ask questions, give unsolicited
advice, make judgments and comment on their pregnancy. Discussing how
women become public property and helping them consider and formulate
responses may help them prepare. It can be difficult for parents to wait in a
room with other women and healthy babies. Women may prefer private
birth classes and a private tour of the place of birth. Parents are often
surprised when they first see the baby’s condition and are concerned
about other people’s response to their baby’s appearance when they
become ‘public property’ as a family. Strategies can be discussed such as a
birth announcement and emails to inform others of the diagnosis, birth
and the baby’s condition.
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Consider the impact of relationships with others
Parents worry about the effect on others they are close to and may
attempt to protect them. Close family members such as grandparents are
impacted by the losses the parents experience. When parents have to
inform other family members of their situation, they are often overcome
by emotions and may almost lose their ability to speak. Parents can elect a
person to provide information for family members when necessary.
Parents can use strategies such as sending an email with their preferences
for interaction with others. Some parents choose not to share information
with others for various reasons. For example, the diagnosis, prognosis and
implications may be uncertain, therefore parents may wait until they know
the severity of the condition before they communicate with others.
Parents may not want to deal with the alterations in behaviour from others
when the diagnosis is known. Others may avoid them, appear
uncomfortable, or not know what to say. Parents may have difficulties with
acquaintances and be uncertain about how to approach the situation in the
workplace. Preferences for informing others are very individual but parents
would benefit from nonjudgmental support and assistance when making
these decisions. Information sheets on how family and friends may support
a couple could be distributed by the parents or someone they designate.
Recognise the relationship between parents and their unborn baby
Parents may feel some ambivalence at the beginning of the pregnancy
about bonding with the fetus in order to protect themselves. However, it
was found the majority of parents become strongly bonded with their
unborn baby. Bonding may be increased by the threat to fetal wellbeing.
When discussing the fetus, it is important to use language that reflects the
parents’ language and feelings and is respectful of their bond with their
baby. Parents both enjoy and dread ultrasounds because they are happy to
see the baby but distressed when they receive further bad news. Parents
do not want their baby referred to as a condition.
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Support reasonable hope
Encourage reasonable hope because it helps sustain parents. Parents may
express their disbelief at the diagnosis and hope it is incorrect. They may
hope for a miracle. It is important not to destroy hope but to recognise it
as a factor that helps parents cope. Gradually, parents will regulate their
hopes so they become more in tune with reality. Even though parents
continue to hope, they are generally aware of the facts of their situation.
Health professionals can help guide parents towards more realistic hopes.
For example, parents may hope the baby is born alive when the condition
is lethal. For parents there are multiple compounding losses, therefore it
would be beneficial to mention events that are happy or positive. It is
important to be realistic and not pretend the situation is better than it is.
Provide strategies for parents to inform and support their children
Parents with children at home will be concerned about what to tell them
and be very worried how they will cope with the loss or disability of a baby
brother or sister. Parents would benefit from assistance to discuss the
forthcoming disability or, if the condition is lethal, the impending death of
the baby. Suggestions about what to say would be beneficial as children
will have varying understanding of death and disability depending on their
developmental stage. Parents want to use appropriate words when
describing the fetal condition to their children to avoid frightening them.
Parents may appreciate guidance on how they can involve their children in
the pregnancy. Children may develop behavioural issues because of the
stress on their parents and the disruptions to family life. Parents find their
other children are a great solace and they help them to continue life dayto-day.
Assist parents with preparing and planning for their baby’s birth
Preparation and planning for the baby’s birth is essential. Knowing the
diagnosis during pregnancy is difficult for parents but they are willing to
undergo this suffering because it allows time for preparation. Parents have
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an opportunity to decide what kind of care they want for the baby. The
possible spectrum ranges from letting nature take its course to maximal
interventions. Parents need adequate information to make these immense
life-altering decisions and may benefit from a case conference. Meeting
with midwives, neonatal intensive care staff, neonatologists, obstetricians
and perinatologists gives parents a chance to explore their options, ask
questions and thoughtfully consider what they want. Parents may be
unaware of the options and do not know the services that are available
such as a photographer. They may never have been to a neonatal intensive
care unit or had to organise a funeral.
For parents, bonding with the baby, staying together as a family and the
baby’s safety are the most important priorities. A comprehensive birth plan
ensures parents’ requests are followed and gives them some control of
events. Parents find it difficult when their baby is removed after birth
without any contact. Providing as much contact as the baby’s condition
permits provides opportunities for bonding. If at all possible, parents
should have an opportunity to hold their baby, even briefly. A photo of the
baby can be taken and left with the mother. Most mothers wish to have
their partner go with the baby if they require transfer. Organising a reliable
person to co-ordinate communication with friends and family is helpful
because the father may have difficulty doing this if he is making decisions
regarding the baby as well as trying to spend time with his partner. If the
baby is in neonatal intensive care, adequate communication and
information should be provided to the parents along with the opportunity
to visit the baby as soon as possible.
If the baby’s condition is lethal and comfort care is chosen, planning allows
parents and family to maximise precious time. Parents can specify who
they want to be present, for example grandparents, siblings, children,
family and close friends. Parents usually prefer to stay together. This is
absolutely a time when parents need each other and their family.
Therefore suitable accommodation should be provided, such as a
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comfortable, private room with enough chairs for visitors and tea and
coffee making facilities. Spiritual support and guidance should be available
such as from the hospital chaplain. When time to get to know a baby is
limited, it is vital to help facilitate this process. Parents must be given every
opportunity to spend as much time as they wish with their baby. The birth
plan should be distributed to relevant staff so they are all aware of the
parents’ wishes. It is very distressing for parents to be addressed by staff
who are unaware their infant is sick or dying.
Discuss the probable fetal outcome candidly and acknowledge
uncertainty
Discussions relating to the fetal prognosis need to be candid. Parents need
accurate information that makes sense in order to make decisions about
the care of their baby. Parents want to know what kind of life their child
will have. Will they be able to walk, play sport or be intellectually disabled?
What is the extent of the surgery required and what risks does it entail?
Explanations such as ‘your child will be able to play non-contact sports such
as tennis and will have a normal life expectancy’ are helpful. If the
condition is uniformly lethal, parents need to know. Parents will have
different needs for information and the only way to know their preferences
is to ask them. When the diagnosis is uncertain, this needs to be conveyed
to parents and various possible scenarios discussed. Although parents
desire time to bond with their baby, they also want the optimum medical
treatment and the best possible outcome.
Provide sensitive support during labour and birth
All staff should be well informed about the parents’ wishes and a birth plan
which provides this information can be distributed. The participants in this
study indicated that parents need to be aware of their options and not
pressured about the choices they make. Variable factors such as fetal
monitoring need to be discussed as parents may not wish to know when
their baby dies during labour. Parents should be aware of pain
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management options, the staff who will be present and possible routine
procedures as they may not want them to occur. Parents should be aware
of options such as bringing music and having dim lighting as for any
woman’s birth. Parents may prioritise contact with the baby at birth.
Parents should have the people they wish present without restriction.
Video recording or photos may be organised as well as the presence of a
chaplain, priest or spiritual guide. A midwife who knows the parents is
preferred and parents should be able to decline the care of a staff member
they do not have a rapport with. Questions from parents should be
answered honestly and with compassion. Parents are often afraid of what
will happen and how events will unfold. Therefore procedures should be
explained and choices, options and possible scenarios discussed as this will
help them cope with uncertainty. The health professionals present should
listen and attend carefully to the parents’ words, behaviours and reactions
as well as follow the birth plan as this will help guide their care. It is
appropriate and desirable to make positive comments about the baby.
Parents generally want other people to know and validate their baby’s life
and to share these moments with them. Parents need to be informed that
mementos such as handprints are routinely collected. A birth certificate
should be provided and photos taken or a professional photographer
available upon request.
Provide adequate physical and emotional support postpartum
Parents must not be abandoned in the postpartum period. This is a time
when caring support is vital. Many women will have had a caesarean
section and require physical as well as emotional support. Adequate
analgesia allows women to spend time with their baby but not be
incapacitated by being over-medicated. Parents appreciate staff who
honour and respect their relationship with the baby and who weave a
protective safety net around the family so they can attend to their
priorities. Avoid pervading the atmosphere with doom, as parents
appreciate recognition of positive moments and words of admiration for
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their baby. When the baby has a lethal condition, it is important staff
provide more than minimal support. Parents often feel unsure and
frightened particularly if this is their first baby. Adequate support and
guidance is essential. The situation of a baby discharged home on hospice
care when parents have not been shown any basic baby care, never
breastfed or learned to express breast milk, must be avoided. Health
professionals need to be aware parents prioritise the baby and may neglect
their own needs.
It is important to designate a person to communicate information when
the situation has altered rapidly and unexpectedly. It is untenable for
parents to face the situation of visitors arriving to deliver congratulations
when a baby is seriously ill or dying. Staff may need to intervene to protect
parents and help communicate changed circumstances at the parents’
request or help them organise a person to do this on their behalf.
If the baby is transferred to a specialty hospital, the mother should be
transferred to be with them as soon as practicable. When parents are
discharged early following a caesarean section they need practical support.
When it is anticipated a baby will require care at a tertiary centre, it is
beneficial to organise a tour of the hospital so parents are aware of the
layout of the building, parking facilities and location of wheelchairs.
Parents need to be prepared for reactions that may occur when they
introduce their baby to family and friends or take them out in public.
Parents may feel trepidation about the reactions of others and preparation
and strategies may help allay these fears.
Acknowledge the difficulty of the postnatal period and leaving the
hospital with empty arms
This study found one of the most difficult times for a parent is leaving the
hospital with empty arms. This is particularly onerous for women who feel
the physical emptiness of their womb and the absence of the baby. Leaving
the hospital is a significant event for parents, therefore discharge should
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be carried out with sensitivity and care. Parents should be helped to their
car and given an appropriate farewell by a staff member, ideally a midwife
or health professional known to the parents. Parents with a baby in
neonatal intensive care also leave the hospital without their baby and
require similar support. During the postnatal period parents can be so
upset and overcome by grief that staff avoid them. This situation
exacerbates the grief of parents and leaves them feeling abandoned,
helpless, uninformed and lacking control.
Parents may feel a strong desire to have another baby or feel terrified by
the prospect. It is important to discuss the aftermath of the parents’
situation and the timing of another pregnancy and ensure parents have
reliable contraception. Parents continue to need emotional support after
discharge as well as physical care. Parents should be telephoned to enquire
about their well-being. A card or letter sent by the staff is appreciated. The
baby may be in intensive care, having surgery, receiving hospice care or
may be deceased. These circumstances are difficult, both physically and
emotionally. Parents benefit from health professionals maintaining a
supportive relationship during the early months after discharge. Perinatal
hospice centres generally recognise the need for continuing contact with
parents but availability of perinatal hospice services may be limited,
particularly in rural areas.
Consider the implications of a fetal anomaly or fetal loss in multiple
pregnancies
Women experiencing a multiple pregnancy pose unique challenges that
need to be acknowledged and understood by health professionals who are
caring for them. Twin pregnancies have an increased rate of fetal
anomalies and are occurring more frequently. In a significant number of
twin pregnancies only one twin survives. The loss of a twin may occur inutero and the mother must continue the pregnancy with both the living
twin and the twin who has died. This experience needs to be discussed and
acknowledged and the loss recognised and validated. An ultrasound
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picture of the fetus can be saved on file so it is available to parents. Parents
may face the birth of one baby at the same time as the death of another
and are therefore experiencing the joy of birth and the sorrow of death
simultaneously. When one twin has an anomaly, they may be removed for
treatment and it may be more difficult to bond with the absent baby than
the baby who was able to stay with the mother and begin breastfeeding.
Later, the surviving twin is a constant reminder of the absence of the other
twin. Happy events such as the birthday of the surviving twin are tinged
with sadness at the loss of the brother or sister who died. After the death
of a twin, parents struggle to know what to say to other people and what
to tell the surviving twin. This study found parents want the surviving twin
to be aware of their sibling but are not sure of the best way to
communicate this information.
Continuity of care throughout pregnancy, birth and postpartum period
Continuity of care by known health care providers should occur throughout
the woman’s pregnancy, birth and the postpartum period. This includes
midwives, obstetricians, neonatologists and specialists. Parents feel more
secure with people who know and understand them and are aware of their
wishes. Parents appreciate a collaborative relationship with health
professionals, benefit from consistent information and are confused by
inconsistencies. The entire multi-disciplinary team should be well
informed. Midwives are ideally placed to provide long term continuity of
care and co-ordinate liaison between health professionals. Parents should
be present at care planning meetings as their contribution is vital to ensure
collaborative care. Health care providers play an important role during the
events following diagnosis of a serious or lethal fetal anomaly. Part of this
role is listening to parents and bearing witness to their experience.
Sensitivity is important. Staff should feel able to show their humanity and
care for parents.
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Avoid marginalising partners
Both parents are intensely concerned about the welfare of their baby and
usually become a team who make decisions together. Women generally
consider their partner as their main support and this protective role is
highly valued. When staff enter a room, both parents should be greeted,
acknowledged and included. When a woman has given permission,
information should be provided to her partner. Men should not be
marginalised or ignored by health professionals. Fathers overwhelmingly
expressed a desire to support their partner and made changes to facilitate
this support. They wanted to be able to fix the situation but were unable
to. Fathers’ emotions are not always recognised and their emotional and
physical health needs are often neglected. They are asked about their
partner but not often asked how they are coping. When men go back to
work, they may find no one mentions their situation and they are expected
to continue functioning as if nothing has happened. It is important to
recognise the spectrum of reactions to loss that may be influenced by
gender. Men may feel constrained by gender expectations to be strong and
to avoid emotional expression. One partner may need to talk and the other
may find it difficult to express themselves but cope through work or other
activities. Recognising and supporting the needs of both parents is
important and strengthens families.
Respect individuality and unique situations
The individuality and uniqueness of each person and their situations needs
to be recognised. The approach to parents should be empowering and
collaborative. Good communication within the multidisciplinary team is
important. The situation and wishes of parents will vary depending on their
preferences and beliefs. All parents are individuals and what works for one
may not work for another. It is important staff are sensitive to the cues
from parents and take notice of their responses and requests. Parents’
needs can only be clarified by asking what they want and what is important
to them. However, parents may not know what they want and or what
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options are available. Guidance from health professionals can facilitate
parents deciding what is apt for their situation. Balanced, nuanced and
compassionate care that takes the lead from parents respects the unique
needs of each individual.
The life of the fetus should be validated irrespective of gestational age
Mementos and ultrasound pictures should be available for fetal losses as
well as for babies who are stillborn or die after birth. Protocols for babies
who are stillborn or die after birth are well established. These protocols
should be extended to include fetal death.
The life of a fetus needs to be validated irrespective of gestational age.
Parents appreciate respect and consideration at this time and value
mementos such as an ultrasound picture of the baby. It is good practice to
keep the best ultrasound pictures on a disc in the mother’s file so it is
available on request because mothers may find it difficult to ask at the
time. This may be all they have to validate the existence of the baby.
Provide ongoing parental support
A register of parents who have experienced the diagnosis of a serious or
lethal fetal anomaly and are willing to support other parents should be
established. Dedicated genetic counsellors or experienced counsellors
should be available to support parents. Parents should be supported in
developing a plan for their pregnancy, birth and the postnatal period.
Resources such as a sample birth plan would inform parents of options that
are available. General care and counselling should be available to parents
after discharge so they have adequate ongoing support.
Care for parents should be evaluated at regular intervals
Debriefing following the discharge of parents would facilitate discussion
and evaluation of care and recognise successful aspects of care and areas
for possible improvement. The success of collaborative multidisciplinary
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care and planning for birth can be evaluated. Focus groups of parents who
have experienced pregnancy with a serious or lethal fetal anomaly may
provide beneficial feedback on how to provide optimal care following
diagnosis. Parents may benefit from support groups where they can discuss
their situation with others who have lived through a similar experience.
Debriefing should be available for health professionals
It is important to recognise the impact of caring for parents whose baby is
diagnosed with a serious or lethal fetal anomaly. Staff may be vicariously
traumatised by the stress of caring for parents who face tragic
circumstances or devastating, unexpected outcomes. Health professionals
also face their own personal issues. It is important health professionals
avoid becoming burnt-out or having personal problems intrude on their
work, by seeking appropriate support when necessary. When trauma to
staff is neglected, this affects their ability to care for parents and families
and may exacerbate their distress. Debriefing should occur after
circumstances that have been difficult for staff, including unexpected
losses. Professional counselling needs to be available to staff and
supported by the institution. Health professionals need to be aware of
signs of distress in colleagues and be willing to assist each other.

Limitations
The limitations of this study include gender imbalance as more women
were interviewed than men. It was more difficult to recruit men and this
imbalance may have been due to males being more reluctant to discuss
emotional experiences as well as time constraints related to full time work.
All but one couple were cohabitating and all participants were in
heterosexual relationships, thereby limiting applicability to same sex
couples. Cultural diversity was limited because most participants identified
as Caucasian, although the study did include participants identifying as
Asian, Latino and mixed race. All participants were fluent English speakers
and this excluded non-English speakers and those who were not fluent in
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English. Geographical diversity was limited as participants were all living in
or close to a large metropolitan area. No participants identified as
indigenous. Therefore issues related to rural isolation or indigenous
populations cannot be addressed. The experiences of parents who elected
to have a termination of pregnancy were not explored in this study as their
experience has been previously investigated and published (McCoyd 2003,
2007, 2008, 2010).
Strengths and significance
The knowledge and insights of participants’ experience makes an
important contribution to the available body of knowledge. The meaning,
interpretation and perspectives of participants are outlined and powerfully
alert health professionals to the importance of listening to and
documenting their stories. This results in more information to guide health
professionals who care for parents who have a fetal anomaly diagnosed
during pregnancy. Individual qualitative research may not demonstrate
statistical significance but when attentive and rigorous qualitative research
is considered in the context of other research it gains theoretical
significance. This occurs because good qualitative research adds
substantially to the depth and breadth of understanding on what it feels
like to undergo a particular experience. The methodological approach to
this research may differ from other studies in this area. However, some of
the findings are remarkably similar and highlight the commonalties in the
way parent’s cope with traumatic loss. Importantly this phenomenological
research facilitates the emergence of participants’ experiences in the
context of their natural lives in way that is both holistic and respectful.
Phenomenological research provides an opportunity for participants to
articulate the multiple, complex layers of life as it was lived and this ability
should not be devalued. Previous understandings are reinforced and new
understandings emerge and can be disseminated through dialoguing and
intertwining with current knowledge and clinical practice.
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In this study the participants’ stories provide a real, important and relevant
contribution which enables health professionals to enhance their
understanding of the experience and effects of continuing pregnancy
following the diagnosis of a serious or lethal fetal anomaly. The richness of
existing knowledge is increased substantially by the voices of parents who
have participated in qualitative interviews. The recommendations that flow
from their stories are an important and positive outcome of this research.

Implications for further research
The long-term effects of an adverse fetal diagnosis on parents would
benefit from exploration over an extended period of time. When the final
interviews for this study were completed, some parents still had babies at
home receiving hospice care and their stories were ongoing. A longitudinal
study would be able to explore how parents made sense of their
experiences and incorporated them into their life story over a longer
period.
It would be valuable to consider the impact of the fetal diagnosis on the
family as a whole. How children adjust to the diagnosis of their sibling and
the disruption and changes resulting in the family remains unknown.
In this study, the desire to have another pregnancy varied from feelings of
compulsion to being afraid to contemplate the possibility but the reason
for the spectrum of differences is unknown. This is an area that would
benefit from further research.
As this study was conducted in a large metropolitan city, the effects of
rural isolation on diagnosis, treatment and the progression of pregnancy,
birth and the postpartum period remain unexplored. The unavailability of
tertiary care for babies and neonatal hospice care in rural areas meant
parents may be isolated from their family and community. The factors
involved in living in a rural area would benefit from examination.
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The preparation of midwives, obstetricians, sonographers and other health
professionals who deal with parents after they receive the diagnosis of a
fetal anomaly was not examined in this study. The effectiveness of current
educational preparation would benefit from examination of existing
strengths and deficiencies. Interviews with midwives and obstetricians
about their confidence in caring for parents who receive the diagnosis of a
serious or lethal fetal anomaly would assist in exploring this issue. The
extent of vicarious trauma for midwives and other health care providers
would benefit from further study as the health and well-being of health
care providers impacts on their ability to care for parents and their baby.

Final thoughts
The lived experience of participants as they continued pregnancy following
diagnosis of a serious or lethal fetal anomaly forms the basis of this work.
Merleau-Ponty’s

concepts

of

embodiment,

temporality

and

intersubjectivity frame the phenomenological vision which seeks meaning
in human existence. Existential phenomenology has been used to examine
the impact on participants who sought to validate and find meaning in the
lives of their babies. When the baby survived, parents were incredibly
appreciative because they had been confronted by the tenuous and
vulnerable nature of human life and had discovered how suddenly and
unexpectedly life could change. Those who faced life with a child with a
disability wanted to give their child the best life they could as they
readjusted their goals in light of a new reality. Parents who lost a baby or
had a baby receiving hospice care set about creating meaning and
affirming their baby’s existence in the world as a presence that would
remain with them forever through memories woven into the fabric of their
life.
The present became a timeless moment forever forged in the memories of
parents and carried into the future. Parents will always remember their
care or lack of care, the way the diagnosis was given and how they were
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treated. Health providers can be part of leaving a scarred memory or a
wound kindly and gently stitched and nurtured as it heals. Health
professionals can shine a light to guide parents and help suture the ripped
tapestry of their life by facilitating reasonable hope, thoughtful guidance,
resource provision, authentic collaboration, compassionate listening and
kindness. Individualised, considerate and informed care helps parents to
emerge with positive aspects such as increased insight, reflectiveness,
compassion and personal strength. Inadequate or neglectful care has the
potential to increase parents’ bitterness, anger, mistrust and long-term
damage whereas optimal care may ameliorate the sequelae of this
devastating situation.
The participants’ stories make visible experiences often left invisible. They
shared their difficult journey, exposing raw pain and suffering as well as
fears and strengths. It is hoped the reader will hear the participants’ voices
actively reaching through the written word and permeating and shaping
this work.
Participants experienced powerful life-altering emotions as they navigated
a new pathway through the altered landscape of their life. They moved
from bitterness and anger to acceptance and the strength to live with
ongoing sadness interwoven with loving memories. The profound changes
included a feeling of ‘kinship’ with humanity, increased empathy for the
suffering of others and a desire to have their activities and time ‘make a
difference’, to count for something, to have meaning.
The words of the participants are the heart of this thesis, which concludes
with a request to health professionals from one of the participants:
I think the essence … in such devastating situations is for them
to show that they are human as well. That they are
compassionate … that I’m giving you this bad news and I feel
for you … tell me how I can help you and let’s walk through this
together. Anna
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Appendix C

Appendix D

Appendix E: Existing resources
Guidelines relating to perinatal mortality are available in the United
Kingdom (Royal College of Obstetricians and Gynaecologists [RCOG] Greentop Guideline No. 55), Australia and New Zealand, Clinical Practice
Guideline for Perinatal Mortality (Flenady et al., 2009) and the United
States (Guidelines for Perinatal Care). However, their usefulness in
supporting parents experiencing the diagnosis of a fetal anomaly is limited.
The RCOG Green-top Guideline No. 55 relating to ‘Late Intrauterine Death
and Stillbirth’ does not cover women experiencing a multiple pregnancy
where there is the loss of one twin or the birth of a ‘fetus papyraceous’ nor
do they cover conditions with a greater risk of late fetal loss (p. 2). The
guideline has a strong medical and procedural focus which includes
haematological and biochemical testing, karyotyping, examination of
placental tissues and post-mortem examinations. In section eight,
‘Psychological and social aspects of care’, the increased risk of postnatal
depression, post-traumatic stress disorder and the differing responses of
women and their male partners are discussed (p. 18).
In Australia and New Zealand, the Perinatal Mortality Group of the
Perinatal Society of Australia and New Zealand in collaboration with the
Australian and New Zealand Stillbirth Alliance, has developed a Clinical
Practice Guideline for Perinatal Mortality (Flenady et al., 2009). Section
three

discusses,

‘Psychological

and

Social

Aspects

of

Perinatal

Bereavement’, and identifies that education of health professionals in this
area has been neglected (p. 57). This document provides useful
recommendations that include ensuring parents are given time to make
decisions, provision of a suitable environment and spiritual care; enabling
mementos to be collected and creating memories and parenting the baby.
Multiple pregnancies, maternal illness and previous perinatal/child loss are
discussed briefly. Aftercare of the mother, support services, grief and
follow-up, referral and funeral arrangements are outlined. Part 3.2.10

states, ‘Policies and procedures should incorporate care for parents after
the delivery of bad news, ensuring parents are not sent home in a state of
shock’ (p. 66).
NSW Health policy directive Number PD2010_62 (2010) Antenatal
Maternal Referral/Transfer: Known Congenital Structural Malformations –
Early Surgery indicates it is mandatory for all hospitals to develop ‘local
protocols/operational procedures for antenatal assessment, consultation
land referral/transfer of a pregnant women whose fetus has a known
congenital structural malformation likely to require surgery soon after
birth’ (p. 1). NSW Policy directive number PD2007_025 (2007), ‘Stillbirth –
Management and Investigation’, states ‘Every hospital must have a local
policy for the management of the family, care of the stillborn baby and the
investigation of the stillbirth’.
In the United States, the American College of Obstetricians and
Gynecologists (ACOG) and the American Academy of Pediatrics (AAP) coauthored ‘Guidelines for perinatal care’ (2012). This book discusses the
organisation of perinatal services. It discuss quality improvement and
patient safety, maternal and neonatal interhospital transfer, preconception
and antepartum care, intrapartum and postpartum care of the mother,
obstetric and medical complications and care of the newborn. The chapter,
‘Neonatal complications and management of high-risk infants’, has a
section devoted to death of a newborn. It does not include care of women
and their family after a fetal anomaly has been diagnosed. ACOG has
committee opinion papers including Number 501, ‘Maternal-fetal
intervention and fetal care centers’ which discusses in-utero fetal
therapies.
No policies or guidelines on caring for women and families following
diagnosis of a fetal anomaly were found during research for this study.
Currently there is a lack of policies and clinical guidelines for health
professionals caring for parents following the diagnosis of a serious or
lethal fetal anomaly. Individual hospitals and clinics would benefit from

access to umbrella policies that outline clinical recommendations including
physical and psychosocial care and are supplemented by local
considerations. Diagnosis of a fetal anomaly or concerning soft markers will
continue to increase. In response, clinical practice guidelines need to be in
place to guide the care of parents and families.
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Appendix F: Glossary of fetal anomalies
Achondrogenesis - a group of severe disorders that affect cartilage and
bone development resulting in

a small body, short limbs, and other

skeletal abnormalities. Affected infants usually die before birth, are
stillborn, or die soon after birth from respiratory failure (Chaddha &
Kapoor, 2010).
Aqueductal stenosis – Narrowing of the aqueduct of Sylvius (channel
connecting the third and fourth ventricles in the brain) which prevents free
flowing of cerebrospinal fluid.

This condition is a common cause of

obstructive hydrocephalus (Cinalli et al., 2011).
Ascites – An abnormal collection of fluid in the peritoneal cavity (Taber's
Cyclopedic Medical Dictionary, 2005).
Cloacal exstrophy –Failure of the lower abdominal wall structures to
develop resulting in exposure of inner-abdominal structures and leaving
two halves of the bladder exposed. The symphysis pubis is widely
separated (Sinha, Miall, & Jardine, 2012).
Congenital cystic adenomatoid Malformation – A spectrum of disease
characterised by cystic lung lesions (Sinha et al., 2012).
Dandy Walker Syndrome – agenesis of the cerebellar vermis, splaying of
the cerebellar hemispheres with dilation of the fourth ventricle (Manning,
2004).
Ebstein’s anomaly – Downward displacement of the tricuspid valve into
the right ventricle with obstruction to pulmonary blood flow (Sinha et al.,
2012).
Endocardial cushion defect - atrioventricular (AV) canal or septal defects
characterized by involvement of the atrial septum, the ventricular septum,
and one or both of the AV valves (Washington, R. L. 2012).

Epigenetics – ‘the transmission of heritable information that can influence
gene function beyond DNA sequence and traditional genetic mechanisms’
(Rice, Harold, Boivin, Hay, & Thapar, 2010)
Gastroschisis – Herniation of abdominal contents through an abdominal
wall defect (Sinha et al., 2012).
Hydrocephalus – dilation of the cerebral ventricles through excessive
accumulation of cerebrospinal fluid creating pressure on the tissues within
the brain (Sinha et al., 2012).
Hydronephrosis – Enlargement of the renal pelvis of the kidney due to an
obstruction of urinary outflow (Sinha et al., 2012).
Hydrops – Severe generalised fetal oedema in a least two visceral cavities
(plural effusion, ascites, hepatosplenomegaly, pericardial effusion) (Sinha
et al., 2012).
Hypoplastic left heart syndrome – Left atrium and ventricle of the heart
fail to develop. The aortic and mitral valves may be atretic (Sinha et al.,
2012).
Kyphosis – excessive curvature of the spine (Taber's Cyclopedic Medical
Dictionary, 2005)
Lumbar hemivertebrae – the congenital absence of or the failure to
develop half of a vertebra resulting in a wedge shaped vertebra (Guarrera
et al., 2012).
Meningomyelocele – Protrusion of the spinal membranes and spinal cord
through a defect in the vertebral column (Sinha et al., 2012).
Multicystic dysplastic kidney – Abnormal fetal development of the kidney
where normal tissue is replaced by multiple cysts resulting in little or no
normal renal function (Sinha et al., 2012).

Oral-facial-digital syndrome - a group of related conditions that affect the
development of the oral cavity (the mouth and teeth), facial features, and
digits (fingers and toes). The signs and symptoms vary widely. Most forms
are also associated with brain abnormalities and some degree of
intellectual disability (Öztürk & Doruk, 2012).
Perinatal hospice care – Grief support and education for parents from the
time of fetal diagnosis, throughout pregnancy and during the bereavement
period (Calhoun, Napolitano, Terry, Bussey, & Hoeldtke, 2003).
Posterior encephalocele – (Also known as Occipital Encephalocele) Failure
of the neural tube to close in early fetal development resulting in a gap
where cerebrospinal fluid, brain tissue and the meninges protrude through
the occipital region (Sinha et al., 2012)
Scoliosis – lateral curvature of the spine (Taber's Cyclopedic Medical
Dictionary, 2005).
Skeletal dysplasia – A complex group of developmental bone and cartilage
disorders including dwarfism (Parnell, Wall, & Weinberger, 2013).
Spina bifida – Developmental failure of fusion of the vertebral column,
often with an external protrusion of the meninges and spinal cord (Sinha et
al., 2012).
Surgical palliation – Surgery that does not cure a condition but relieves
pain and or symptoms (Sivarajan, Penny, Filan, Brizard, & Shekerdemian,
2009).
Transposition of the great vessels –

The most common cyanotic

congenital heart lesion presenting in neonates. The aorta arises from the
right ventricle and the pulmonary artery from the left, with the aorta lying
in front of the pulmonary artery (Sinha et al., 2012).

VACTERL – Acronym for vertebral defects, anal atresia, cardiac defects,
tracheo-esophageal fistula, renal anomalies, and limb abnormalities. A
VACTERL diagnosis means usually means at least three of these
characteristic are present (Sinha et al., 2012).
Ventriculomegaly – Dilation of one of both of the lateral ventricles. The
paired lateral ventricles are measured routinely as part of the ultrasound
assessment of the fetal brain at 18 to 20 weeks gestation (Hassanein,
Moharram, Monib, & Ghany, 2008).
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