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ABSTRACT

The aim of this study was to examine the developing relationship between infants
and their mothers when facing serious illness in the Neonatal Intensive Care Unit.
(NICU) The complexity of the NICU environment is confronting for many
families and may interfere with the quality of the developing parent-infant

relationship.

This research is a grounded theory analysis of mothers’ perceptions of their relationships
with their infants. Symbolic interactionism provided the theoretical perspective for
studying how mothers interpreted their world and how this interpretation influences their
behaviour in the NICU. Mothers of 12 infants diagnosed with a congenital anomaly
requiring surgery were interviewed just before discharge using an unstructured interview

technique.

Data were concurrently collected, coded and analysed. Comparative analysis of
data with previously collected data provided theoretical leads, which were then
followed by interviewing participants who were thought to be able to shed light
on emerging concepts. The choice of which mothers to interview next was

therefore based on theoretical purpose and relevance.

The identified core category of “maintaining equilibrium” described the way in
which mothers dealt with their predominant problem, identified as “preserving a
relationship while enduring a crisis”. Mothers endured this problem within the
context of, the “diagnosis to discharge continuum”. What emerged from this
study was the level of anxiety mothers undergo during their journey from
diagnosis of their infant’s anomaly to discharge of the infant from hospital. This
journey equates to a series of crises which they are challenged to overcome. Three
mediating factors were found to impact on mothers’ perceptions of their situation
during each crisis event - “interaction with others”, “interaction with health
system ”’ and “mother and infant interaction”. The way in which mothers

managed each crisis event was able to be explained through the “maintaining

equilibrium” process. Mothers were able to regain some control of the situation



which in turn enabled them to maintain contact with their infant and sustain their

developing relationship.

Armed with this knowledge the neonatal nurse can potentially alter mothers’
perception of the situation, thereby lessening the distress associated with the
experience and facilitating the mother-infant relationship. Recommendations for
practice have been described which surround the introduction of alternative
models of practice which support the efforts of mothers to develop relationships
with their sick newborns. In order to implement family-centred interventions,
neonatal nurses require support through educational preparation and professional

development.



CHAPTER ONE: BACKGROUND TO THE STUDY

INTRODUCTION

The birth of a sick infant is a time of crisis for mothers. Mothers’ initial feelings
of happiness are often overshadowed by feelings of impending doom. The
neonatal intensive care offers little opportunity for mothers of sick infants to
comfortably connect with their sick infant. The busy neonatal intensive care unit

(NICU) replaces the mothers’ envisaged quiet nursery.

The importance of the development of infant-parent attachment is well recognised
(Bowlby,1969; 1982). However, the experience of mothers of newborns admitted
to NICU for surgery remains poorly researched. This is specifically the case in

regard to the developing relationship between mothers and their newborn .

This Chapter provides an overview of the environment of the surgical NICU
within which this study was undertaken. The journey faced by mothers whose
infants are diagnosed with a congenital anomaly is described. Factors which
stimulated me to embark on the study are then briefly discussed. Finally the

structure of the thesis is outlined.

THE NEONATAL INTENSIVE CARE UNIT (NICU) ENVIRONMENT
NICU’s are specialist units providing care for infants admitted to hospital because
of illness or premature birth. There are nine NICUs within New South Wales
(NSW), the majority of which are attached to high risk maternity units, primarily
caring for infants with a medical diagnosis. Premature infants constitute the bulk
of admissions to these units. Three units within the state accept infants requiring
surgery. Grace Centre for Newborn Care (GCNC), where the study is located, is

the largest neonatal surgical unit in the state.

GCNC resides within a children’s hospital and while it is not attached to a
maternity unit, it is geographically close to a high risk maternity unit in the

adjacent adult hospital. Unlike most NICUs within the state, infants admitted to



the GCNC are all transported into the unit from other facilities. The majority of
admissions are infants born with congenital anomalies requiring surgery within
the immediate future.

The environment of the NICU is one of high activity. Paralysing and analgesic
agents may be given according to the severity of the infant’s condition, therefore
the infant may appear unconscious and unresponsive to mothers. Emergency
procedures are routine and require high staffing levels. Consultant medical teams
from numerous specialist areas in the hospital review patients regularly, adding to
the flow of human traffic through the NICU, which affords little privacy to

mothers.

NICUs, along with other areas of healthcare, are experiencing a shortage of
experienced nursing staff. This chronic staff shortage has increased the demand
for NICU beds. As a consequence infants may be moved out of the NICU to

special care nurseries or other wards within a week of major surgery.

Along with technological and clinical management advances, a change in clinical
practice moving away from task-orientated care to the provision of
developmentally sensitive family-focused care has occurred. The philosophy
underlying this change is the provision of an environment which supports the
psychological and developmental needs of families and their infants (McGrath,
2001). This change, which has occurred in NICUs throughout the world, is
slowly occurring within Australia. One of the most important objectives of this
change in clinical practice is to support caregivers in becoming more responsive
to the infant’s cues that signal their particular needs are not being met. Paying
attention to these cues enhances the interaction between the caregiver and the
infant as the infants’ needs are met. This will result in caregivers being more
attuned to the infant’s needs, thereby enabling them to provide appropriate levels

of stimulation.

THE JOURNEY MOTHERS FACE
The context within which this study is set is the journey faced by mothers whose
infants are diagnosed with a congenital anomaly, either in the antenatal or

postnatal period.



Commonly the preliminary diagnosis is established between 16 and 20 weeks
gestation, during routine antenatal ultrasound examinations. Usually the body
system affected is accurately identified; however, the extent of the anomaly may
be difficult to ascertain by ultrasound. The diagnosis is explained to mothers by
either the ultrasound technician or the obstetrician and mothers are usually then
referred to a consultant specialist for confirmation and discussion of prognosis. As
the prognosis may be difficult to estimate until birth when the extent of the
anomaly is known, mothers who have received an antenatal diagnosis view the

birth experience as a particularly significant event.

Alternatively, postnatal diagnosis occurs at birth or within the first two weeks of
the newborn period, often as the result of deterioration in the infant’s physical
state, which is frequently an acute episode requiring emergency response. While
this is also a highly significant event for mothers, they are not burdened
antenatally with the knowledge that the child will be born with a condition

needing immediate surgical treatment.

In both antenatal and postnatal diagnoses, the interval between birth and surgery
varies according to the type and extent of the anomaly. The infant may be taken
to surgery immediately at the time of birth or later after stabilisation. In some
instances the infant may require more than one surgical intervention for full

correction to be achieved.

Opportunities for mothers to interact with their infant between birth and surgery
will also vary. While some mothers will have an opportunity to hold and feed
their infants once they are stabilised, other mothers will only be afforded a
fleeting glimpse of their infant before surgery. In the case of immediate surgery it
is usually the male partner who accompanies the infant with staff to the surgical
NICU and then to the operating theatre. Since his female partner is often
physically weak from recent delivery he usually takes on the role of decision
maker at that point. The mother remains in the maternity unit to recover before
she makes the trip across to the NICU. She is usually alone with maternity staff

during this time.



After 12 to 24 hours mothers are often in a better condition to accompany their
infants to surgery along with partners and staff. Mothers are able to accompany
their infants to the outer admission area of the operating theatre where they are
parted from them. After surgery the infant may be returned to the NICU or to the
Paediatric Intensive Care Unit (PICU) if they have undergone open heart surgery.
Managing infants who have undergone open heart surgery in the PICU was the
preference of the cardiac surgeons when the hospital relocated in the 1990s to its
current location. Prior to relocation, there had been a dedicated cardiac intensive
care unit which employed specialist cardiac nurses. After the hospital relocation

to its current site, these nurses were all transferred to the PICU.

Consequently this group of newborn infants continue to be cared for in a mixed
PICU for the initial post operative period while acutely unstable. They are then
transferred back to the NICU unless beds are unavailable. Alternatively, when
beds are unavailable in the NICU, they may be kept several days longer in the
PICU and then transferred to a hospital ward. Obviously in the latter situation
when infants are transferred to the PICU in preference to the NICU, mothers will

be exposed to a different hospital culture.

The experience of the post operative convalescent period for mothers differs
according to where their infant is admitted. If they have originally been returned
from theatre to the NICU, they will convalesce in the extended care area of the
unit. Staff, routines and the culture remain the same. Infants are usually
transferred to home or to a unit close to their home when their condition allows.
However, if they remain in PICU for an extended period and are then transferred
to the ward, they are exposed to two very different staff pools, routines and

cultures.

The experience for mothers will also be considerably different when the infant
remains hospitalised for an extended time. An extended hospitalisation will occur
if the case is complicated by the discovery of additional anomalies. Alternatively,

convalescence may become complicated by the infant’s inability to progress to



full enteral feeding. In both situations these infants are seen by health workers as

not requiring the physical support of a high dependency unit.

The average length of hospital stay for newborn surgical patients has shortened
over the past 10 years because of the increased technical expertise of healthcare
teams and advances in technology. Newborns who would not previously have
been offered care in the NICU are now being successfully treated. Critically ill
infants, who 10 years ago would have undergone several procedures, are now
undergoing a single procedure and recovering over a shorter period. A higher

patient acuity has occurred as a result of these advances.

STIMULUS FOR THE STUDY

I have worked within the specialty of neonatal intensive care for many years,
undertaking tertiary studies in neonatal intensive care nursing, developmental care
and infant mental health. My interest in the parent-infant relationship in the acute
care area began in the 1980s as a beginner neonatal nurse undergoing hospital
based training. Over the years, I have marvelled at the ability of mothers to

weather the demands of the NICU.

One aspect which particularly interested me was the emotional connection
between mothers and their newborns. How did this develop within the context of
the NICU? We acknowledge love, nurturance, and emotionally responsive care
from a primary caregiver as essential for normal, healthy infant development.
Attachment is a term developed by Bowlby (1969; 1982) to describe a pattern of
interaction that develops over time as the infant and caregiver interact,
particularly in the context of the infant's bids for attention and comfort. Bowlby
described infants as being biologically predisposed to use their caregivers as a
secure base while exploring the environment. When the infants feel threatened
they will turn to their caregiver for protection and comfort. Over the first year of
life, the caregiver's response helps develop the attachment relationship into a

pattern of interaction.

Secure attachment in infancy was long ago determined a protective factor in early

development (Bowlby, 1982). Attachment research has led to a deeper



understanding of the early caregiving relationship, of how it supports the infant's
early development, and how characteristics of the relationship are incorporated
into the infant's sense of self, influencing subsequent relationships (Sroufe, 1996).
The quality of the parent-infant relationship has far-reaching ramifications for the

infant, family and society in general.

As a neonatal nurse, I expected to find positive interaction between parent and
infant continuing after discharge, thereby enhancing the parent-infant relationship.
I'had been a long-term supporter of the move to change the focus of clinical
practice from tasks undertaken in the NICU to the relationships developed
between caregivers and the infants in their care, I was concerned regarding the
apparent lack of progress being made within Australian NICUs toward
developmentally sensitive family-focused care. I was therefore keen to examine
parent infant interactions within the NICU more closely in order to develop
practical strategies to facilitate this change in clinical practice, thereby enhancing

the parent infant relationship. This provided the stimulus for this study.

STRUCTURE OF THESIS

This thesis is presented in eight chapters. The first chapter provides an overview
of the environment of the surgical NICU and the challenge faced by mothers
whose infants are diagnosed with a congenital anomaly. Factors which stimulated

the study and the structure of the thesis are outlined.

Chapter Two provides details of the literature review undertaken prior to the
study. Themes identified within the literature include: newborn surgery; parental
experiences of the NICU; the parent-infant relationship and interventions

developed to facilitate parenting.

In Chapter Three a discussion surrounding the theoretical perspective of symbolic
interactionism and the study procedures undertaken in the grounded theory
methodology chosen for the study are included A description of the data analysis

process concludes this chapter.



Chapter Four presents the study findings. The main problem for participants is

identified as “preserving a relationship while enduring a crisis”.

The ways in which mothers overcome this problem are explained within the basic
social process of “maintaining equilibrium” in Chapter Five. Chapter Six
concludes the results with an extensive discussion of the mediating factors
involved in this process.

Chapter Seven compares the findings of the present study with those of other
relevant theories. The thesis is concluded in Chapter Eight which outlines
implications of the findings and recommendations for practice. These surround

alternate models of practice and educational strategies.

CONCLUSION

The developing parent-infant relationship may be at risk within the context of the
NICU. Mothers whose infants are admitted to the NICU may understandably be
fearful of harming these infants and feel unsure about how to respond to the infant
in meeting their needs. Mothers may feel that the usual ways of showing care to
their infant are not available to them. Clinicians are preoccupied with life-
sustaining measures so that developmental and attachment needs of the infants in
their care are often given low priority. As a result many of these infants, while
receiving state-of-the-art medical care, are at risk of being deprived of the

emotional care that is also necessary for life.

My goal upon embarking on this study was to examine, in particular, the
experience of mothers and their developing relationship with their infants who
had been admitted to NICU requiring surgery for a congenital anomaly. The
expected outcome was further insights to the developing relationship between
mother and infant that would inform recommendations for neonatal nursing of

strategies that would facilitate the development of the parent-infant relationship.



CHAPTER TWO: LITERATURE REVIEW

INTRODUCTION

This chapter presents an overview and evaluation of literature relevant to the area
under investigation: the experience of mothers regarding their relationship with

their infants requiring surgery for a congenital anomaly.

A literature search was carried out through CIAP - Cumulative Index of Nursing
and Allied Health (CINAHL), Medline, PreMedline, PubMed, Psychlnfo and the
Cochrane database of systematic reviews. The search included the following
search terms pertinent to the substantive area; newborn, infants, mothers, NICU,
neonatal surgery, developmental care and mother-infant relationship. The search
was limited to research published 1960 — 2005. This broad range was chosen to
permit the inclusion of noteworthy research which I was aware had been
undertaken in other health disciplines, such as psychology and occupational
therapy in the 1960s — 70s. Themes within the literature are discussed individually
under the following headings: newborn surgery; parental experiences of the
NICU; the parent-infant relationship and interventions developed to facilitate

parenting.

NEWBORN SURGERY

Current research on newborn surgery has focused predominantly on clarifying
questions regarding clinical practice issues ( Barford, Rentz & Faix, 2004; Chow,
2002; Gould, et al., 2003; Tiffany, Burke, Collins-Odoms & Oelberg, 2003;
Victory, Penava, da Silva, Natale & Richardson, 2004). Studies included those
researching issues such as care of umbilical catheters (Chase, 1999; Ginsberg,
1995; Green &Yohannan, 1998) and the management of sepsis (Boyd, 2001;
Griffin, Moorman, 2001; Heimler, Nelin, Billman, Sasidharan, 1995; McKenney,
2001). The second major theme identified about newborn surgery was the
advance in technology which has resulted in the development of new strategies to
treat specific congenital anomalies (Sandberg, MaGee & Denk, 2002; Wernovsky,
Shillingford & Gaynor, 2005). A substantial number of these studies dealt with
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surgical techniques developed to treat congenital cardiac anomalies (Boettcher, et al.,
2003; de Ferranti, et al., 2004; Hovels-Gurich, et al., 2002; Uzark, et al.,1998).
However, no studies were found concerning the effect of neonatal surgery on the

parent-infant relationship.

A single grounded theory study was found that discussed the long-term effects of
parenting a child with congenital cardiac disease (Sparacino, et al., 1997). The
aim of the study was to provide a better understanding of parents experiences of
their children with congenital heart disease through adolescence and young
adulthood. The study was of interest as researchers did identify several themes
relevant for mothers with infants requiring surgery. These themes surrounded the
dilemmas of normality, disclosure, uncertainty, illness management, social
integration versus social isolation, the impact of illness and coping. While the
study did not focus on the relationship between parents and their children, there
was acknowledgement of the emotional distress involved for mothers of children

diagnosed with congenital cardiac anomalies.

PARENTAL EXPERIENCES OF THE NICU

The stressful nature of the technical environment of the NICU has been well
documented (McGrath, 2001; Miles & Holditch-Davis, 1997). The literature
search revealed the most often reported aspects of the parental experiences of the
NICU were stress and coping and parental participation in care. Studies reporting
on stressful aspects of the neonatal intensive care experience are those which
attempted to identify stressors and those which dealt with various aspects of the
NICU environment (Meyer, et al., 1995; Miles, Funk & Kasper, 1992; Miles,
Funk & Carlson 1993; Shields-Poe & Pinelli, 1997;Young, et al.,1997).

The birth of an infant requiring admission to NICU can be an extreme shock for
parents (Chapman & Costello, 1998; Miles, et al., 1992; Nystrom & Axelsson,
2002; Shields-Poe & Pinelli, 1997). The possibility of a prolonged hospitalisation
is potentially worse (Wereszczak,Miles & Holditch-Davis, 1997), as parents on
discharge feel less confident about their ability to parent the NICU graduate
(Griffin,Wishba & Kavanaugh, 1998; Kenner & Lott, 1990; Shields-Poe &

Pinelli, 1997). Sources of parental stress identified within the literature included

11



pre-existing and concurrent personal and family factors, prenatal and perinatal
experiences, infant illness, treatments, and appearance in the NICU, concerns
about the infant's outcomes, loss of the parental role, and healthcare providers
(Holditch-Davis & Miles, 2000). These factors alter parenting opportunities and
impact on parental perception of their ability to care for their newborn (Goldberg,
Morris, Simmons, Fowler and Levisohn, 1990; Griffin, et al.,1998; Kenner &
Lott, 1990; Miles, Holditch-Davis, Burchinal & Nelson,1999).

However, the highest source of stress was the infant’s medical problems, followed
by worry about whether the infant would be normal, when the infant could come
home, and whether they would always be sick. The delay in taking on parenting
responsibilities results in extended emotional and psychological stress that may
lead to the postponement of mothers becoming emotionally attached to their
infants at the time of discharge, and may contribute to greater parenting risk

(Affleck & Tennen, 1991, Huber, Holditch-Davis & Brandon, 1993).

The majority of studies focusing on parental stress in the NICU have only
reported on maternal distress. Fathers have been under-represented in previous
research samples. Presumably, this lack of representation is due to the increased
accessibility of mothers compared to fathers (Franck & Spencer, 2003). The lack
of research regarding father stress is disturbing when attempting to support
families since the father is in an especially vulnerable position. Fathers may be
unprepared to take on a primary caregiver role, they may feel intimidated by
female staff and, although expected to assume a focal role, may require comfort

themselves.

Both parents experience high levels of emotional distress considerably above
normal values; however, the stress and anxiety experienced by mothers appears to
be greater than that of fathers (Doering, Dracup & Moser, 1999; Shields-Poe &
Pinelli, 1997). Increased levels of maternal emotional distress in comparison to
paternal emotional distress may be related to longer time spent by mothers in the
NICU, and biological or social role differences between mothers and fathers. In
addition, studies investigating parental coping showed that there are similarities
and differences in the types of coping strategies used by mothers and fathers

(Hughes, McCollum, Sheftel & Sanchez, 1994).
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A study undertaken by Miles, et al. (1999) indicates that, along with distress,
mothers may, however, experience growth as a result of their medically fragile
infant’s illness. Personal growth may be the outcome of struggling with a serious
life event such as illness. Maternal characteristics of personal sense of mastery,
maternal education, satisfaction with family, and maternal illness-related distress,
hospital environmental stress and worry about the child’s health influenced
maternal distress. These findings support a model of stress that suggests that
personal, family and situational factors influence outcome in a stressful situation

(Lazarus & Folkman, 1984; Schaefer, 1991).

Mothers of infants admitted to the NICU may already be experiencing challenges
and are then faced with a medically fragile infant at risk of adverse outcomes.
Parental perception of their infant’s illness has been reported as the most powerful
variable associated with stress. (Docherty, Miles & Holditch-Davis, 2002; Miles
& Holditch-Davis, 1997). Variables statistically significantly correlated with
stress were reported as trait anxiety, desire for the pregnancy, and where and
when parents first saw the baby (Shields-Poe & Pinelli,1997). However, maternal
psycho-emotional state prenatally was reported as being related to post delivery

distress, a factor which had not previously been identified.

Several studies have been undertaken to examine the coping strategies of parents
whose children were admitted to paediatric intensive care (Miles & Carter, 1985;
Meyer, Snelling & Myren-Manbeck, 1998). Seideman, Watson, Corff, Odle,
Haase and Bowerman (1997) conducted a study to identify parental perceptions of
their stress and coping experiences. The authors compared 20 parents of children
in the PICU with 31 parents of infants in the NICU. Parents in both units
experienced the most stress from alteration in their parenting role and in their
infants' behaviour and appearance. Parents of children in the NICU found
emotion-focused coping more effective than parents of children in the PICU.
Acknowledging that parent behaviour may be reflective of the emotional distress
they are experiencing makes their behaviour more predictable. This knowledge

could positively influence the way in which staff interact with parents.
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Very little is known about the ways in which parents cope with the stressful
environment of the NICU. A single study was found examining the coping
strategies of parents of infants admitted to the NICU (Hughes, et al.,1994).
Although this study is over 10 years old and may not reflect current parental
coping strategies, it was noteworthy in that it identified over one hundred
different coping strategies used by parents in the NICU. The most commonly
reported strategies were positive communication-social support, escape-
avoidance, relying on religious faith, crying, taking care of oneself, focusing on

the infant, generic emotion-focused strategies, and generic problem solving.

Parental participation in care in the NICU varies enormously. Often mothers
complain about a lack of information and of being given conflicting advice which
affects their ability to participate. Coyne (1995) undertook a literature review of
parental participation of care and reported that parents are often unsure of staff’s
expectations and may perceive the role differently to healthcare workers.
Interestingly, Coyne (1995) reported that parents became more assertive with
increased experience. Coyne’s (1995) review revealed that some nurses felt
threatened by parents who wished to undertake tasks seen to be within the realm
of nursing but were happy for parents to attend to the traditional mothering duties.
The decision regarding the level of parent participation seemingly as being up to
the discretion of the individual nurse supported the findings of Miles, Funk and

Carlson (1993).

Singer, Salvator, Guo, Collin and Lilian (1999) reported a longitudinal study
comparing maternal psychological distress and parenting stress between mothers
of high risk and low risk very low birth weight infants with a term control group.
This longitudinal study researched a prospectively recruited sample of 329 infants
followed up to three years of age. A number of validated tools were used for
assessment. The major outcomes of the study illustrated that the different
parenting patterns displayed by parents depended on their infant’s medical risk,
age and developmental outcome. Initially no difference in high and low risk
groups was found. Both groups displayed high levels of psychological stress. At
the initial assessment at eight and then at twelve months they were the same as

other groups. However, by two years mothers of high risk babies displayed more
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distress. The implication of this study is that psychosocial supports should be

provided for high risk groups for extended periods.

Parental involvement and visiting patterns are relevant to the provision of family-
centred care. The results of the study by Franck and Spencer (2003) support the
theory that mothers may be faced with competing needs of infant and other
siblings and husbands. It is well recognized that most mothers visit more often
than fathers (Franck & Spencer, 2003). However, little has been done in terms of

reviewing fathers’ participation in the care of the NICU infants.

THE PARENT INFANT RELATIONSHIP

Many variables impact on the parenting behaviour of families of newborns
admitted to the NICU (Browne & Talmi, 2005; Strathearn, Gray, O'Callaghan &
Wood, 2001). Traditionally, the work of the NICU has been focused simply on
the infant’s physical wellbeing with little attention given to the infant’s
developmental and emotional wellbeing. Infants are separated from the expected
intimate parent and family environment when admitted to an intensive care unit.
Previous work suggests that such separation may interfere with the quality of the
developing parent-infant relationship and the subsequent quality of the attachment
relationship (Bialoskurski, Cox & Hayes, 1999; Tilokskulchai,
Phatthanasiriwethin, Vichitsukon & Serisathien, 2002).

Numerous studies confirm that mothers whose infants have been admitted to
NICU do experience greater levels of psychological distress which consequently
places the parent-infant relationship at greater risk (Franck & Spencer, 2003;
Papousek & von Hofacker, 1998; Strathearn, et al., 2001). It was understood that
the parent-infant relationship was not simply a one-way street with the parent
feeding into the infant but rather that the infant had the capacity to respond to and
elicit stimuli. These studies were undertaken by researchers such as Pretchl
(1974), Brazelton (1973) and Als (1979, 1983). As a result the research focus
changed from studies of individual infant behaviours to examination of the
patterns of early social behavior and their development in the context of the
earliest social relationship — the mother—infant dyadic interaction (Shaffer, 2000).

Studies of reciprocity and detailed analysis of the structure of parent—infant
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interactions and the link between the quality of early parent-infant interactions
and later developmental outcomes were undertaken (Crnic & Greenberg, 1983;

Goldberg & DiVitto, 1995)

The work carried out in the 1960s and 1970s surrounding the hospitalized child
advanced the understanding of ‘attachment theory’ and emphasized the protective
function of the caregiver providing a ‘secure base’ and the foundation of infant's
emotional ties to parents (Ainsworth, Blehar, Waters & Wall, 1978; Bowlby,
1969). Growing understanding of the importance of early contact stimulated rapid
acceptance of the bonding theory and led to changes in the delivery of newborn
care in maternity hospitals. Particular emphasis was placed on keeping newborns
with their mothers. Hence mothers of healthy newborns were encouraged to
participate in their care within the maternity units. However, this philosophy was
not extended to sick infants nursed in the NICU at that time. Practice change
acknowledging the importance of the parent-infant relationship has been slow to

develop in the NICU.

Secure attachment is associated with the expectation that the caregiver will be
effective in restoring psycho-emotional homeostasis (Sroufe, 1996). Negative
patterns of interaction result from either the mother or the baby being unavailable
to the other within the relationship. Families under acute stress are often
dysfunctional and are therefore at higher risk of being emotionally unavailable to
their baby. Distressed mothers are more likely to have impaired interactions with
their infants. Robinson, Eyeberg and Ross (1980) suggest that abnormal baby
behaviour and conduct problems in toddlers is a manifestation of parent-infant

interactions.

Singer, Fulton, Davillier, Koshy, Salvator and Baley (2003) evaluated the
relationships of high risk babies and maternal psychological distress symptoms to
maternal-infant behaviours during feeding using a standardized feeding tool. A
literature review of maternal infant interaction was included. The review
considered both maternal and infant factors which impacted on the developing
relationship. Singer, et al. (2003) supported the theory of multiple contributory

risk factors to infant developmental outcome. The paper highlights, as have other
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studies (Bakeman, Adamson, Brown & Eldridge, 1989; Singer, et al.,1999), the
importance of ongoing maternal support external to the hospital setting for

mothers of high risk infants beyond the immediate postpartum period.

There has been a great deal of work on attachment research and theory, including the
long-term attachment outcome in the premature infant population (Bialoskurski, Cox &
Hayes, 1999; Salisbury, Law & Lester, 2003). In the acutely ill population reviewed by
Bialoskurski, et al. (1999), the process of attachment formation was found not to be
automatic but rather an individualized process. Bialoskurski, et al. (1999) concluded that
attachment may be dependent on the health status of the infant and the mother,

environmental circumstances and on the quality of nursing care.

Tilokskulchai, et al. (2002) undertook a descriptive study to explore attachment
behaviours demonstrated by the mothers of premature infants. However, the mean
gestational age of this population of infants was 34.5 weeks and would therefore
not be representative of the most acutely ill population of the NICU. Maternal
attachment behaviours were confined to verbal and non-verbal behaviours and
rarely involved eye-to-eye contact. Tilokskulcha, et al. (2002) illustrated the
vulnerability of mothers in special care and NICUs (feeling that they required
permission to connect with their babies restricted opportunities for contact). The

authors provided a good literature review and discussion of attachment behaviour.

The quality of the maternal-infant relationship has been conceptualized as an
important mediating variable between prenatal events that result in biological risk
and the later developmental outcome of the baby (Bakeman, et al., 1989). Despite
this given importance, the only studies found focusing on the developing parent-
infant relationship in the NICU were concerned with intervention programs such

as the NIDCAP program (Als, 1986; Ladden & Damato, 1992; Liaw, 2003).

INTERVENTIONS DEVELOPED TO FACILITATE PARENTING.
Traditional care in NICU has centred on the physical wellbeing of infants leaving the
mothers’ psychological needs unmet. Admission to the NICU is particularly stressful for

parents, leading to chaos in most aspects of their lives and a need for psychosocial
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support. Healthcare professionals have attempted to prevent these negative effects by
encouraging parents to visit frequently, breastfeed, and interact with their infants
(Meyer, et al., 1994; Tarabulsy, Tessier, Gagnon, & Piche, 1996). However, the
experience of admission to a NICU continues to exert a negative effect on the
acquisition of parenting skills and may potentially alter the attachment process. NICU
practice guidelines often include family presence and participation: but this philosophy

is not evident in routine clinical practice (McGrath, 2001).

Mothers need interventions that reduce stress and help them achieve their identity as
mothers. They experience a great deal of stress related to seeing their sick child
undergoing treatment, the overall sights and sound of the hospital environment and the
alteration of the expected maternal role (Miles, et al., 1999). Mothers may continue to
need help through reflective debriefing regarding their recall of these stressful
experiences post discharge. Over the last 20 years there has been a move amongst
neonatal health professionals to provide NICU based parent support programs to address
the comprehensive needs of NICU families. Provision of a parent support program has
been identified as a key principle of family-centred newborn intensive care (Gale &

Franck, 1998; Harrison, 1993).

Parent support groups have traditionally been established within the NICU
environment. Group support meetings were used for the provision of information
and emotional support. Positive outcomes from such programs have been reported
(Bracht, Ardal, Bot & Cheng, 1998; Minde, et al., 1980; Shosenberg ,1980).
However, there has been a move from health professionals toward one-to-one
parent support programs. As all mothers may not be comfortable in a group
setting, a program which matches veteran parents with new NICU parents may be
more appropriate (Jarrett, 1996; Lindsay, et al., 1993). Individual NICUs continue
to use a combination of support programs; however, parent peer programs have
been found to be effective in providing new NICU parents with the emotional,
informational, and maternal role support they require throughout their infants’
hospitalization and after discharge home (Jarrett, 1996; Lindsay, et al., 1993;
Preyde, Ardal & Bracht, 2003).
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Studies undertaken to evaluate NICU parent support programs remain limited
(Bracht, et al., 1998; Jensen, 1999; Cherniss & Cherniss,1987; Preyde, et al.,
2003). Findings suggest that one-to-one parent support, in a nurse-managed
program, may influence maternal and maternal-infant interaction outcomes. This
is an area of research which requires extension as data would provide information

on the benefits and limitations of individual programs.

Infants admitted to the NICU are accepted to be at greater risk of social,
cognitive, linguistic and behavioural disturbances and are also at risk for auditory,
visual and neurodevelopmental deficits (McCormick, 1993; Young, et al.,1997).
McCormick (1993) reported that children who did not have apparent neurological
or cognitive deficits, as infants in the NICU, also experienced a relatively high
incidence of problems in information processing and attention-related deficits at
preschool and school ages. The consensus in the literature (Als, 1995; Als, et al.,
1996; Harrison, 1993; Kleberg, Westrup & Stjernqvist, 2000) is that the stressful
nature of the intensive care environment contributes to these problems. The
resultant stress placed upon infants has become a focus for staff and families

alike.

There has been much written regarding the various programs which have been
developed specifically to enable staff to work with parents in an effort to improve
the parent-infant relationship. The underlying concept of these programs is the
provision of developmentally supportive care that is family-centred. The
programs emphasize parent-professional collaboration in an effort to support
family members in developing positive relationships with their infant which will
in turn facilitate secure attachment. The Assessment of Preterm Baby Behaviour
scale (APIB) and the Newborn Individualized Developmental Care Assessment
Program (Als 1979: Als,1982: Als, 1983: Als & Gilkerson,1995 & Als, et
al.,1996) are examples of relationship-based, developmentally supportive

programs for parents of newborns

Fowles (2005) reviewed the Neonatal Behavioural Assessment Scale (NBAS)
program, which provides training in the assessment of the infant in interaction

with the environment and the examiner and is not simply a physiological
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assessment of the baby alone. The NBAS can be used as an intervention for the
purpose of sensitizing parents to their baby’s uniqueness and to promote positive
parent-infant relationships. Women who witnessed the NBAS demonstration
viewed their infants as more predictable. Similarly Als and co-authors (1995;
1996) have written numerous papers on the Assessment of Preterm Baby
Behaviour scale (APIB) and the Newborn Individualized Developmental Care
Assessment Program. The NIDCAP program, while similar to the NBAS focuses
on the sick and premature newborn rather than the healthy term baby. Despite the
recognised need for these programs, there is a lack of research investigating the

effect of these programs on mother-infant relationships (Kleberg, et al., 2000).

Existing research on intervention programs has primarily concentrated on
neurodevelopmental outcomes and parent and staff satisfaction measures (Iversen,
Shimmel, Ciacera & Prabhakar, 2003; Pelchat, Lefebvre, Proulx & Reidy, 2004).
Poor neurobehavioural outcomes have contributed to the move toward
developmentally sensitive, family-centred care. This move toward more
developmentally sensitive care has been supported by research on infant brain
development (Als, et al.,2004: Shore, 2002) and research on the destructive
effects of stress and trauma on developing neurological pathways (Graham, Heim,

Goodman, Miller & Nemeroff, 1999).

CONCLUSION

Admission to the NICU has been shown to be particularly stressful for parents,

leading to the disruption of their lives and a need for ongoing emotional and
psychosocial support. Parental stressors in the NICU include poor staff
communication and environmental factors; maternal factors of inadequate parent
participation or illness; baby factors of illness, poor prognosis or lack of ongoing
family support networks. These factors are not confined to the postnatal period;
they may include factors affecting mothers during pregnancy. The majority of
studies reviewing the provision of support during pregnancy for women
delivering high-risk babies were concerned with threatened premature delivery

rather than congenital anomaly.
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There 1s a paucity of research surrounding the development of infant-parent
attachment behaviours in the NICU environment. Numerous studies confirm that
mothers whose infants have been admitted to NICU experience greater levels of
psychological distress which consequently places the parent- baby relationship at
greater risk. It is therefore surprising that so few studies examine what parents

find supportive or how they cope under these difficult circumstances.

Support programs have been developed and implemented within the NICU area.
The most successful programs implemented to this point are parent support
programs involving partnership with parents of NICU graduates with new NICU
parents. In the last 15 years, Australia has lagged behind the world in the
implementation of developmentally supportive, family-centred care programs into
NICUs. There is generally little understanding of what really constitutes
developmentally supportive care (Fenwick, Barclay & Schmied, 1999; Fenwick,
2001; McGrath & Conliffe-Torres, 1996,). Similarly, there is a lack of research

examining the effect of these programs on the parent-infant relationship

The quality of the parent-infant relationship has been identified as having
ramifications for the ongoing physical, neurological and social-emotional
development of the infant. Research confirms that mothers experience a degree of
emotional and psychological stress that may lead to the postponement of
emotional attachment to their infants at the time of discharge, and may contribute

to greater parenting risk.

Despite recognition of the importance of the development of infant attachment,
there has been little research into the developing parent-infant relationship in the
NICU environment. The increased availability of mothers as research participants,
as opposed to fathers, has resulted in relationship studies predominately focusing
on maternal rather than paternal or parental experiences in the NICU. Despite the
increased availability of mothers as research participants, little research has been
undertaken on the experience of mothers of newborns admitted to the NICU for
surgery. It is useful to note that existing studies concerning the experience of
mothers whose newborns were admitted to the NICU were primarily carried out

within the context of the birth of a premature infant, little work has been done in
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relation to the experience of mothers whose newborns have undergone surgery
(Bakewell-Sachs & Gennaro, 2004; Hurst, 2001;Van Riper, 2001). This need led
me to undertake the current investigation of mothers’ perceptions of their

relationships with their infants who require surgery for a congenital anomaly.
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CHAPTER THREE:METHOD

INTRODUCTION

This chapter 1nitially discusses the merits of the theoretical perspective of
symbolic interactionism. In order to gain a better understanding of the impact of
the complex nature of the NICU environment on the mother’s relationship with
her infant, it is essential that her perception of her individual experience be

considered.

The rationale for the choice of a grounded theory methodology is then provided.
The methodological differences in grounded theory attributed to both Glaser and
Strauss are outlined. This is followed by a detailed description of the study

procedures and data analysis undertaken.

SYMBOLIC INTERACTIONISM

The basic premise of the theoretical perspective of symbolic interactionism is that
behaviour is related to the meanings people attribute to situations and to other
individuals. Meanings are central to the analysis rather than behaviours. Therefore
the context of the environment in which individuals find themselves should be
considered in relation to how it may influence the individual’s perception of that
context. Symbolic interactionism acknowledges the meaning a mother attributes
to her relationship with her infant as unique to her, which will influence her
perception of the relationship and, in turn, her behaviour within that relationship.
Therefore symbolic interactionism will facilitate an understanding of the
meanings that mothers attach to their present life situation. A better understanding
of the mother’s perception of her relationship with her infant within the context of
the NICU will provide a sounder base for implementing strategies to support the

provision of quality neonatal care that is family-oriented.

The foundational work of symbolic interactionism is attributed to a number of
scholars from the areas of philosophy, sociology and psychology. Symbolic
interactionism was most strongly influenced by the pragmatist philosophers,
including Dewey, Cooley, and Mead (Manis & Meltzer, 1972). The pragmatic
approach holds that the truth-value of an idea is to be found in its practical

application in everyday life. This theory rejects the idea of universal truths, rather
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it holds that people are proactive in everyday life, making choices about the

objects of their existence.

The many contributors to the theory interpreted its constructs in different
ways. John Dewey developed the concept that the thinking process included the
definitions of objects that occupied a person's world (Manis & Meltzer, 1972). He
argued that individuals create lines of action after reviewing the various
alternatives available to achieve their goals. Thomas Cooley (Manis & Meltzer,
1972), renowned for his concept of “the looking glass self”, demonstrated that
humans grow through interaction with others. By examining possible actions that
one might take, by working out definitions of the situation, the person defined
oneself in the process. This process was observed in the study, whereby when
interacting with one another, both the mother’s and the infant’s perception of
themselves and each other was influenced by their mutual responses. As Cooley
(Manis & Meltzer, 1972) posits, the perception each person holds of their ongoing

relationship and of themselves as individuals is influenced by the situation.

Despite the considerable contributions to symbolic interactionism made by earlier
scholars, George Herbert Mead is known as the father of symbolic interactionism.
Mead’s work was regarded highly by philosophers in his own lifetime and by the
students he taught at the University of Chicago (Manis & Meltzer, 1972). He
exerted a wide influence on philosophical thinking of the time, despite the fact
that he published infrequently. Mead’s work was heavily influenced by the work
of John Dewey, a close friend and fellow philosopher. It was with John Dewey
that Mead took up a position at the University of Chicago in 1894. He continued

to teach at the university for most of the following 40 years.

Philosophically George Mead was a pragmatist; scientifically he was a social
psychologist (Morris, 1962). Mead belonged to an era in which there was no
antagonism between the activities of science and philosophy. This philosophical
approach grew out of a belief that knowledge was tied to the immediate
experiences of everyday life, such as the knowledge of being a parent gained

through the process of parenting, and referring to others who shared this

24



experience. In the years that followed, this integration of knowledge and

experience became the hallmark of philosophy at the University of Chicago.

Mead had through his lifetime called his approach “social behaviourism”. In this
approach he refined the concepts of the “mind” and the “self” (Benzies & Allen,
2001). Mead described the “mind” as being the result of social exchange. In
regard to the “self” Mead recognized that a human being can be an object of
his/her own action. Therefore the “self” emerges as the result of social interaction,
as in the way that parent and infant come to recognize who they are in relation to
the other, through reflection on the dynamic relationship and interactions

occurring between them over time

The interaction of an individual’s self-conception and the perceived view that
others have of them is central to social behaviourism. For example, a mother
throughout her pregnancy is developing a perception of her future relationship
with her infant. In addition to this perception, she is developing perceptions of
herself as a mother and the foetus as her infant. These perceptions influence her
behaviour during her interactions with the infant, which in turn influence the
newborn’s perception of her and the infant’s behavioural responses toward her
during the interaction. The developing relationship between the mother and infant
is built initially on these brief interactions. The mother’s perception of herself as a
mother is influenced by these interactions with her infant. She will alter her
behaviour to elicit a positive response from her infant. If the infant responds
positively toward her she is more likely to develop a positive image of herself as
mother. The infant’s perception of being worthy of being cared for will be
influenced by the mother’s behavioural responses during these interactions. If the
infant’s needs are not met in a timely and caring manner the likelihood of the

infant developing a sense of self worth is improbable.

Mead’s thesis is that we become competent in the utilization of social symbols
through a process of continual reflection of ourselves as others perceive us. The

theory of the “self” is extended by differentiating it into a spontaneous “I”’ and the
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socially determined “me”. Mead described the “self” as a process of interaction
between the “I” and the “me”. He saw the possession of the self, the ability to

interact with oneself, as crucial to the formation of social skills.

At the time of his death Mead had published very little. Several of his students
had kept class notes and Herbert Blumer (1969) was one of these. While the
symbolic interaction perspective is associated with Mead, it was the sociologist
Herbert Blumer who took Mead’s ideas and developed them into a more
systematic sociological approach. Blumer coined the term “symbolic
interactionism” in 1937, keeping this sociological perspective alive through the
early 1950s at Chicago, and then in California where he was a professor at the

University of California in Berkeley.

Although Blumer only presented some of Mead’s ideas, his development of these
ideas form the basis of the current symbolic interaction approach. Ervin Gofman
(1969), also a well-known sociologist, continued to popularize symbolic
interactionism through the recognition that people seem to follow scripts and play
games in interaction (Manis & Meltzer, 1972). His ideas about the presentation of
self and their interactive rituals formed the basis for symbolic interactionism
research that continues to this day. For many years the oral tradition was used to
pass down the teachings and advances in symbolic interactionism theory
development. Mead’s teachings represent a prime example and as a consequence,

major concepts were inaccurately defined.

While most scholars agreed on Blumer’s (1969) basic tenets of symbolic
interactionism , there were areas of disagreement. This is apparent in Manford
Kuhn’s approach (Manis & Meltzer, 1972). Kuhn emphasized that each person
has a core self, that is, every human has a stable set of meanings and attitudes
towards themselves through socialization. This is evident in the different
parenting rituals that occur within different cultures at any one time, and over
time. The core self shapes and constrains the way we define situations. Humans

seek and have continuity and predictability, which are socially and culturally
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defined. For example, parenting in the medically defined NICU environment is

quite different to those skills learned and practised in the home environment

As a consequence of these different explanations of symbolic interactionism
theory two different schools of symbolic interaction developed. The first
developed at the University of Chicago. This school reflected the basic
assumptions of symbolic interactionism that were conceptualized by Mead and
elaborated by Blumer. The second school was developed by the University of
Iowa overseen by Manford Kuhn. This school was influenced by logical
positivism and therefore presented a more structured approach to symbolic

interactionism.

The perspective used in this grounded theory study on the developing relationship
between the infant and parent in the NICU environment is that of the University
of Chicago. Symbolic interactionism focuses on understanding the world of the
parent and the infant in the constrained world of the NICU. The theoretical
perspective of symbolic interactionism rests on three premises: Blumer (1969)
described these basic assumptions which underlie symbolic interactionism as

follows:

% First premise:
People act on the basis of the meanings that things have for them. They do not
react to things but attach meaning to the things and act on the basis of that

meaning. Meanings are central rather than behaviours.

Mead (Morris, 1962) applied the term “thing” to everything that the human being
may note in his world. He categorized things into three sets which I have related
below to the world of the NICU:
1. Physical objects - such as monitoring equipment in the
NICU
2. Social objects - other categories of human beings such as
members of the clinical team, for example, doctors, nurses,

physiotherapists
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3. Abstract objects — guiding ideals, such as the policies and
procedures, theatre schedules and bedstate that impact on

delivery of care to infants admitted to the NICU

Although there is general agreement with this first premise (Blumer,1969; Manis
& Meltzer, 1972), that people act on the basis of the meanings that things have for
them in reality this premise was ignored in the social science and psychological
sciences of the day (Blumer, 1969). Human behaviour was regarded as the
product of factors that play upon human beings. This interpretation of human
behaviour resulted in the meanings of things either being ignored or being
included as one factor used to account for human behaviour. Hence the second

premise discusses the origin of meaning.

% Second premise:

The two traditional ways of accounting for the origin of meanings were as
follows:
= To regard meaning as being intrinsic to the thing that has it
(Morris,1962). No process is involved in the formation of meaning.
This is the traditional position of “realism”. An example would be an
isolette being regarded by all as an isolette, or an intravenous infusion

being just that.

= The second view regards the meaning of things as the expression of
the psychological elements involved in the perception of the thing
(Morris, 1962), for example the parents’ feelings and understanding of

medical and surgical interventions on their infant

On the other hand, symbolic interactionism sees meaning arising from the process
of interaction between people, such as the interaction between parent and infant,
or parent and healthcare professionals in the NICU. Blumer (1969) explains that
the meaning of the situation for an individual grows out of the ways in which
other individuals act toward them with regard to the “thing”. So, for example, in

the context of the NICU the way in which staff behave toward the mother in
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relation to the physical status of her infant. In this sense, meanings are the social

products formed by the interaction of individuals.

The meaning of objects for a person arise fundamentally out of the way they are
defined to themselves by others with whom they interact (Blumer, 1969). We
learn from others, such as nurses, that an intravenous infusion is a device which
provides necessary fluids and electrolytes to the infant. Consequently, our
individual worlds consist of objects for which we have mutually agreed meanings.
In order to understand the action of an individual it is, therefore, necessary to
identify their world of objects. This leads to the third premise which examines the

interaction process.

% Third premise
Meanings are assigned and modified through an interpretative process which
changes due to redefinition, relocation and realignments (Morris, 1962). The

use of meaning by a person in his action involves an interpretative process.

Blumer (1969) outlined two distinct steps in this process of interpretation. The
first step requires the person to indicate the object towards which he/she is acting.
This is an internalised social process, wherein the individual engages in a
communicative process with himself. The individual is capable of being an object
of his/her own action. Mead (Morris, 1962) saw the human being as an organism
having a “self”, that is being an object to oneself. He described the individual’s
ability to perceive, communicate, and act toward oneself in the same way as being
able to perceive, communicate, and act toward other objects. Within the context
of the NICU, mothers initially perceive themselves as playing a minor role in their
infants’ care. They perceive others as being the experts. These perceptions
influence their interactions with their infant and with others such as clinical staff

and other parents.

Blumer’s second step in the process of interpretation involves dealing with
meanings. The individual engages in a process of selecting, checking,
suspending, regrouping and transforming the meanings in the light of the situation

in which they are placed and the direction of the action taken. Therefore,
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meanings are used as instruments and revised for the guidance and formation of
action. The possession of a self provides a mechanism of self-interaction with
which to meet the world, to form and guide behaviour (Morris,1962). Meanings
play an important role in action through the process of self-interaction. In this
study, as the NICU experience changed for mothers, such as their infant being
transferred to a less acute area, mothers were faced with readjusting their
perception of the situation. The meanings they had previously attached to objects
were altered — the infant’s physical status, NICU routines, verbal and non verbal
communication. Meanings on which they had previously based their behaviours
needed to be revised and trialed in order to guide future behaviour. In this way,
realty is never absolute because meaning for the individual changes depending on

the context.

Symbolic interactionism recognizes social interaction to be of vital importance in
its own right. Blumer (1969, p. 8) describes social interaction as “a process that
forms human conduct rather than being a means for the expression of human
conduct”. In interacting with one another, persons have to take account of what
each is doing. They use this information to deal with the situation. The activities
of others either enter as positive influences on an individual person’s behaviour or
otherwise cause the individual to revise or alter their plan of action. The
behaviour of each of us must fit one way or another with the behaviour of those
around us. Mothers in the NICU interact with many individuals on a daily basis
with whom they feel pressured to negotiate in a positive way. They recognise that
the outcome of these interactions will influence how staff perceive them and may

affect the care provided to their infant.

Interestingly, Mead recognized two levels of social interaction in human society
and referred to them as “conversation of gestures” and “the use of significant
symbols” (Manis & Meltzer, 1972).

The levels may be described as follows:

1. Blumer (1969) refers to the “conversation of gestures” as non-symbolic

interaction, that is, response to others without interpretation, for example
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reflex responses. Human beings engage in non-symbolic interaction as
they respond unreflectively to each other’s bodily movements, expressions

and tones of voice.

2. “The use of significant symbols” is referred to as symbolic interaction by
Blumer (1969). This is the characteristic mode of interaction involving

responding to another after interpreting the meaning of an action.

Symbolic interaction is a presentation of gestures by an individual and a
response to those gestures. Mead (Morris, 1962) describes gestures as any
part or aspect of an ongoing action that signifies the larger act of which it
is a part. For example, a frowning face may be interpreted as indicating an
unpleasant interaction. It provides an intention of a plan of action. The
person who responds, organizes his response on the basis of what the
gesture means to him. The person who originally gestured did so as an
indication of what he is planning to do as well as what he wants the
respondent to do or understand by his gesture. Gesture therefore has

meaning for both parties.

“Mead’s triadic nature of meaning” proposes the meaning of gesture flowing

along the following three lines:

1. It signifies what the person to whom it is directed is to do
2. It signifies what the person who is making the gesture plans to do
3. It signifies the joint action that is to arise by the articulation of the acts of

both.

He notes that, if confusion or misunderstanding arises along any one of the three
lines of meaning, then the communication will be ineffective, interaction will be

impeded and the joint action will be blocked (Blumer,1969).

Blumer (1969) added an additional feature to Mead’s original analysis of
symbolic interactionism. He felt that for successful interaction to take place,
individuals involved in interaction must necessarily take each other’s roles into

consideration when determining what interpretation is wished from the
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interaction. This mutual role taking is the root of successful communication.
Human group life is therefore an ongoing process, a continual fitting together of
the developing lines of behaviour with one another. This is achieved through the
dual process of definition and interpretation which operates to sustain established
patterns of behaviour or else open them up to change. Established patterns of
behaviour are sustained through the acts of individuals which result from the same
schemes of interpretation. If the schemes of interpretation are disrupted or
undermined by the actions of others, established patterns of behaviour will

change.

Within the theoretical perspective of symbolic interactionism, the meanings
certain things have for mothers are, therefore, dependent on the social context.
The newborn infant represents significant meaning to the mother. The mother will
act in relation to the meanings the nurse, as a symbol, has for her. The encounters
between healthcare workers and mothers may be based on the infant, but the
infant as a symbol represents different meanings for each of them. The infant will
represent different meanings for each of the healthcare workers. To provide an
example, the newborn infant may represent an acutely ill post surgical patient
requiring pain relief to the neonatal nurse whereas to the lactation consultant the
infant may represent a newborn unable to establish feeding. The mother’s
representation may be of an infant who is unresponsive to her overtures. Likewise
the infant will act in relation to the representation of the mother which develops
during initial interactions. Positive interactions for the infant are those in which
the infant’s needs are satisfied. For example through feeding or being comforted

through gentle touch.

Recognising that social interaction between these individuals may be based on
incongruent meanings, in turn leads us to the possibility of negative social
interaction. Faced with an infant who is unresponsive to her overtures may cause
the mother to use inappropriate means to elicit a response from the baby. For
example, she may stroke the baby vigorously or raise her voice close to the baby
which may trigger a negative physiological response. The nurse caring for the
baby may try to intervene quickly without providing the mother with the rationale

for not stimulating the infant in this way. The mother may perceive her situation
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as not being welcome at her infant’s bedside. This interaction is negative for the
mother, baby and the nurse. Had the mother been made aware of her infant’s
inability to respond to her and been advised of appropriate ways of touching her
infant, the infant would not have responded poorly and the nurse would not have
had to intervene. Successful social interaction will necessitate significant revision

of gestures by both healthcare workers and mothers.

STUDY METHOD - GROUNDED THEORY

The rationale for using a gsrounded theory methodology

Over the years I have witnessed mothers display a wide variety of responses toward their
newborn babies and to the NICU environment. These varied responses become more
obvious at different stages throughout hospitalization. When determining which
qualitative methodology to use I considered these facts together with the questions to
which I was seeking answers. Hence, as indicated in this chapterr, symbolic
interactionism was chosen to provide the theoretical perspective for studying how
individuals interpret their world and how this interpretation leads to behaviour in

specific situations.

The main questions being asked were: What is happening in the substantive area
under study which is essentially the development of a human relationship built on
interactions between mothers and their infant? How do mothers manage when
faced with serious illness of their newborn? What happens when the maternal-
infant relationship must develop within the context of a surgical NICU? What

factors obstruct or alternatively facilitate the development of that relationship?

The aim of this study was to examine more closely the developing relationship between
mothers and their newborn infants when faced with serious illness in the NICU. Ihad
long ago become aware of the individuality, flexibility and fragility of this process. In
determining the research method it was appropriate that the research questions guided
the process of selection. My aim was to employ a methodology which would enable me
to examine the mother’s perception of their relationship with their newborn and the
problems faced by these individuals qualitative methods of first-hand observation and

in-depth interviews were considered suitable techniques for uncovering the nature of the
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mother’s experiences, as these techniques facilitate the discovery of intricate details of
life experiences. A qualitative methodology derived from the symbolic interactionism
perspective best suited the aim of this study by generating a grounded theory through a

process of inductive reasoning (Hammersley & Atkinson, 1992),

Symbolic interactionism supports the notion that mothers of newborns behave in relation
to the experience according to the meaning it has to them (Blumer, 1969). It seemed
important to discover the meaning of this experience for mothers if I was to truly
understand what was happening. The way to achieve this was to listen to their concerns
and perspectives, and discover what motivated their behaviours. Grounded theory is a
qualitative methodology which derives its name from the practice of generating theory

from research which is “grounded” in data.

Glaser (1978, p. 94) describes grounded theory as a method which will enable the
analyst to identify “the chief area of concern of the people in the substantive area under
study and discover what accounts for most of the variation in processing the problem”.
Grounded theory methodology was developed as an alternative to other research
approaches which rely on hypothesis testing, verification techniques and quantitative

methods.

In order to provide family-centred care in the NICU, neonatal nurses require a
greater understanding of how families manage in the face of serious illness.
Grounded theory attempts to conceptualize and interpret what is happening in the
substantive area. Since grounded theory is developed through detailed
observation, people involved in the substantive area should be able to understand
and utilize the developed theory. This factor was also taken into consideration in

the decision to use grounded theory methodology.

The emergence of the grounded theory methodology

Grounded theory has become one of the most common methodological
approaches in nursing research. It was developed from the theoretical framework
of symbolic interactionism (Benoliel, 1996; Norton, 1999). The influence of

symbolic interactionsim is reflected in the focus of the methodology on
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developing theory “grounded in the data”. In other words, discovery of the

meaning results from the interaction of individuals.

Grounded theory methodology was initially outlined in the Discovery of
Grounded Theory (1967) by Barney Glaser and Anselm Strauss. The theory was
developed by these two sociologists during a collaborative research project
studying the substantive area of “dying in hospital”. Both men came from
different universities and consequently different educational backgrounds. The
Glaser and Strauss collaboration continued for several years and resulted in the
co—authorship of several papers and the publishing of three books describing

grounded theory methodology.

As the popularity of the methodology increased so did the need for clarification
on specific details of the analysis process. This prompted subsequent publications
by Glaser and Strauss. Writing alone or in co-authorship they outlined their
individual perceptions of what constituted grounded theory. Among the most
well known of these publications are Glaser’s (1978) Theoretical Sensitivity and
(1992) Basics of Grounded Theory Analysis, Strauss’ (1987) Qualitative analysis
for Social Sciences and Strauss and Corbin’s (1990) Basics of Qualitative

Research: Grounded Theory Procedures and Techniques.

The publication of Strauss and Corbin’s (1990) Basics of Qualitative Research:
Grounded Theory Procedures and Techniques highlighted to Glaser the important
epistemological and methodological differences in their approaches. The two
scholars were unable to resolve these differences regarding several procedural
aspects of methodology. Glaser published Basics of Grounded Theory Analysis,
(1992) for the purpose of critiquing the Strauss and Corbin work and refuting

their description of grounded theory methodology.

Glaser maintained after reviewing the Strauss and Corbin book that “Strauss
indeed has used a different methodology all along, probably from the start in
1967, and it was not obvious until our more recent articulations and formulations”
(Glaser, 1992, p.122). He describes Strauss’s methodology as one of “full

conceptual description” which has all the problems of forcing the data (Glaser,
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1992, p.122). Glaser describes his own as one of “emergence, discovery, and

inductive theory generation”( 1992, p.122).

Distinguishing the methodological differences in grounded theory attributed

to Glaser and Strauss

Two distinct schools of grounded theory methodology have resulted from these
identified methodological differences - the Straussarian and the Glasarian.

One of the recognized faults in many grounded theory studies is the researcher’s
failure to clearly articulate whose guidelines were used (Cutcliffe, 2000). I have
therefore outlined the most obvious differences in an attempt to explain my choice

of methodology.

Strauss’s approach seems to be more concerned with rules and procedures for
conducting grounded theory. Emphasis on retaining the "canons of good science"
such as replicability, generalizability, precision, significance, and verification
seemed representative of quantitative research principles rather than qualitative.
An example of this is the description of axial coding which outlines specific steps
to be followed within each phase. The phases are evaluated against research
quality criteria of construct validity, internal validity, external validity and
reliability. Glaser (1992) critiques this approach maintaining that it can result in
researchers missing the relevance of the data by forcing it into a preconceived
framework. In addition, Strauss and Corbin (1997) repeatedly emphasise
verification and validation of theory and hypotheses as opposed to the Glasarian

approach which emphasises theory generation as the central and recurring theme.

Glaser’s approach to grounded theory is one which is guided by the data. He
warns against the pitfalls of “forcing data” and encourages researchers to patiently
wait for the emergence of concepts: “How the analyst enters the field to collect
the data, his method of collection and codification of the data, his integrating of
the categories, generating memos and constructing theory - the full continuum of
both the processes of generating theory and of social research — are all guided and
integrated by the emerging theory” (Glaser, 1978, p.2). Glaser’s view of grounded

theory is guided primarily by participants and their socially-constructed realities.
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He insists the participant's world should emerge with little effort or detailed

attention to process on the part of the researcher.

Finally, Strauss and Corbin suggest that "the research question in a grounded
theory study is a statement that identifies the phenomenon to be studied" (1990,
p-38). This is contrary to the Glasarian view that stresses that discovery of the
research problem occurs through emergence as a natural by-product of open
coding, theoretical sampling, and constant comparison. Ideally, the grounded
study begins with the question “what is going on and how it is handled?" (Glaser,

1992, p. 22).

STUDY PROCEDURES

Ethics approval

The Ethics Committee of the Children’s Hospital at Westmead approved the study
proposal on the 21% December 2001. The study was approved under the umbrella
of a larger study, named “A pilot study of developmental and behavioural
outcomes following neonatal surgery” (BOS study). Several ethical issues were

identified prior to commencement of the study.

The first ethical issue identified was how information divulged to me during the
interview process would be managed. While confidentiality would be maintained,
it was always possible that, given the emergent nature of care provided within the
NICU and the numbers of clinicians with which mothers interact, issues regarding
parental dissatisfaction with clinical care would arise. The ethical dilemma for me
as a neonatal nurse was the knowledge that if I intervened on behalf of mothers,
by informing staff of mothers’ concerns, I would inadvertently alter the
experience for mothers. I presumed that once staff became aware of parental
dissatisfaction, provision of care would be altered. If I was truly to understand the
experience of mothers whose infants required surgery, I could not intervene to
alter that experience even though my intervention might improve the experience
for mothers. In light of these concerns, I made the decision not to pass on

maternal concerns to staff until the study was completed.
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The second ethical issue identified was the safeguarding of mothers’
psychological wellbeing. I was aware of the level of stress placed upon mothers of
sick infants and felt it possible that I may become aware, during the interview
process, of individual mothers need for support. Individuals deal with stress
differently dependent on the experience and their emotional wellbeing at that
time. With the consent of these mothers, I therefore made arrangements to refer
them to a psychologist attached to Grace Centre for Newborn Care to offer

counselling if this became necessary.

The infants of families who participated in the study would as a result of the
range of assessments to be completed as part of the data collection would undergo
a more comprehensive follow up than those who did not participate. This could be

seen to be an advantage to families of infants with an uncertain prognosis.

Enrolling eligible participants into the study

Participants were enrolled into the larger BOS study by the chief researcher of
that study. All families were informed of the range of collection tools being used
including interviews conducted for this section of the study. Criteria for inclusion
included: infants who were born at gestational age greater than 33 weeks,
admitted to Grace Neonatal Nursery (GNN) within the first 28 days of life and
who had undergone neonatal surgery involving entry of a major body cavity.

Once enrolled into the BOS study, families were randomised into two groups.

The first group of families were supported through an individualised family
support program. The program entailed routine developmental observations being
carried out by staff trained in individualised developmental care. Infant care plans
were developed incorporating recommendations developed for the infant by the
specially trained staff. Care was carried out by clinical nursing staff utilising the

recommendations.

The second group of families, while exposed to aspects of individualised care in
the course of their infant’s hospitalisation within Grace Nursery, were not
routinely observed by the developmentally trained nurses. This group’s care plans

were developed by clinical nurses working within the unit.
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Participants selected for enrolment into study under discussion

Contact was made with eligible families already enrolled into the BOS study early
in the course of their hospitalisation for the purpose of developing a rapport with
possible participants. It had been intended to interview couples together rather
than individual mothers. Although all couples consented to the interview, only
two fathers were available when the interviews were to be undertaken. As a
consequence the data utilised for analysis were confined to that data collected

from mothers.

The first two mothers interviewed were those who were immediately available.
These initial interviews provided me with information on issues relevant to both
groups which enabled me to decide which participants would potentially provide
rich data. Throughout data collection I purposefully approached mothers who I
thought could potentially provide me with the rich data I sought at that time.
Decisions regarding what constituted rich data were dependent upon the emerging
codes identified as important during previous interviews. Comparative analysis of
data with previously collected data provided theoretical leads which were
followed by interviewing participants who were thought to be able to support
emerging concepts. All participants were enrolled into the larger umbrella study
(BOS study). Individuals were selected for interview from this larger sample as
they were needed. The choice of which individual to interview next were based on

theoretical purpose and relevance (refer to theoretical sampling pge.)

Initially couples were approached regarding their willingness to be interviewed
However due to the inability of fathers to be present interviews were
predominately undertaken with mothers. Consequently data analysis was confined
to that collected from mothers. Mothers who had undergone various experiences
in the NICU were chosen for interview. Mothers who had received antenatal as
well postnatal diagnoses for their infants were chosen. Mothers of infants with a

variety of diagnoses and associated complications were chosen.

Couples were initially approached within the first two days after admission to the
NICU. My usual routine was to monitor the progress of mothers and their infants

through the unit, which involved referring to their hospital records, speaking to
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the mothers themselves and the staff caring for them. As staff began formulating
discharge plans, I purposefully approached mothers who could potentially provide
me with the data I sought at that time. I approached the mother I wished to
interview, usually within the week before their discharge, to negotiate an

interview time convenient to them.

Thirty couples in total were approached regarding their willingness to participate
in the study; of these, 12 couples were interviewed. Only one couple refused to be
interviewed. Their reason for declining the interview was a culturally based fear
that a member of their extended family might discover their child had been born
with a congenital defect. Staff had been unaware that they had kept this
information from their extended family. Despite being confident that all
information would be kept confidential, I felt it inappropriate to request their
participation as it was obviously of great concern to them. Seven other potential
couples did not participate because of unplanned discharges or discharges to other
areas within the hospital or units external to the hospital. Six couples were
excluded from interview as it was thought these participants would not contribute
anything new to the emerging theory. The remaining four couples were not
required to be interviewed as data saturation had been reached prior to their
discharge from the NICU. In total, 12 couples were interviewed. Contact numbers
were provided to them for the purpose of providing additional information if

required.

Research participants

Twelve mothers in total were interviewed; antenatal diagnosis of their infants was
made for eight of them. Seven of these infants were diagnosed before the
twentieth week and one at thirty weeks gestation. Post-natal diagnosis was made

for four infants; two diagnoses were made at time of delivery.

Gestational ages of the newborns ranged from thirty-seven to forty-one weeks.
Nine male infants and three female infants were included in the group. Eight
infants were born with cardiac anomalies and four infants were born with gut
anomalies. Four infants were transferred to theatre immediately after birth for

surgery. The remaining infants were transferred to the NICU for stabilisation. Of
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the infants transferred for stabilisation, five underwent surgery within 24 to 48
hours after delivery. Three infants underwent surgery within three to seven days

after delivery.

Most mothers ranged in age from 22 to 40 years. Only one couple was
substantially older - mother was 45 years and father 56 years. All couples were
married and six mothers had other children. Only one infant’s length of stay was
less than one week; three infant’s length of stay was greater than six weeks. The
infants of five of the couples interviewed were readmitted within one month after

discharge for further surgery or treatment.

Data collection methods - the interview process

Data were collected using an unstructured interview technique. Interviews were
carried out just before the infant’s discharge from the nursery. An unstructured
interview format was used, as it was considered the least intrusive method of
eliciting the personal viewpoint of mothers regarding their experience of
developing a relationship with their infant. It also provided the flexibility to
pursue specific aspects and clarify the information provided to me by mothers.
The length of interview ranged from 1 hour to 3 1/2 hours and took place in a
room situated away from the clinical area but within the NICU. The room was
quiet and secure from disturbance. As I was aware that mothers might become
distressed during the interviews as a result of reflecting on their experience, my
aim was to help them feel as comfortable as possible. I initially interviewed
several consenting couples for the purpose of familiarising myself with the
interview technique and becoming comfortable with the recording equipment.
Data collected from the first interview was not included in the collection as
difficulties were experienced with taping. Data from the second interview was
included and labelled for the purpose of maintenance of data collection records as
the first interview. The interview flowed from an opening question of “Could you
tell me the story of your infant’s illness?” The interview was subsequently
developed using a reflexive grounded theory approach which facilitated exposure
of the meaning of events to mothers. Data from these early interviews was

included in the analysis.
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As mentioned earlier, provision was made for referral to a psychologist attached
to GCNC with the parent’s consent to offer counselling if this became necessary.
However, to my knowledge this was not taken up by any of the mothers involved
in the interview process. When asked at a later time what their feelings were
about the interview, most suggested it had been cathartic. Several mothers
suggested that all mothers admitted through the NICU should be offered a similar

opportunity. All reported they were pleased to have been involved.

Data storage and management

Demographic data were collected from the patient record system with the
participants’ consent. Antenatal data were collected from the mothers during
interview as in most instances this was not available in the patient record system.
All data were de-identified and saved on my computer under security code. A
copy was regularly updated and kept in a locked drawer in a separate area. I was

the only person with access to participant interview data.

A case summary table was created for each couple using an Excel table format.
The following data were collected on each participant: Identity code (interview
code), infant’s sex, length of admission, date of admission, diagnosis, delivery,
gestational age, birth weight, surgeries undertaken, date of interview, date of

discharge, date of readmission, record of contacts.

Audio and computer transcripts were labelled with an individual code for each
participant. Contact date and times were recorded on all tapes and NVivo and
Microsoft Word transcripts. This information was also recorded on an Excel
spreadsheet along with the demographic data. Participant demographic data were
kept in order of interview dates. Interview data were collected via audiotape and
field notations were made directly after the interview. These notations together
with the interview data were transcribed immediately into the NVivo computer

program developed to manage qualitative data for analysis.

Each interview constituted a single NVivo document using the coding frame.
Concepts related to the underlying meanings, uniformities and patterns which

emerged during data collection were coded under conceptual labels. Codes
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referenced to the labels given to concepts identified within the data. Each incident
coded in an interview was automatically transferred as a narrative excerpt to a
separate document labelled under that code. For example, the following incident
was coded from an original interview document. This narrative excerpt was

automatically copied into a code document labelled “pain”.

Researcher

So was there any time when that was a concern to you?
LUCY

Oh, only when I went to pick him up for the first time. [ was
very unsure about how to hold him and I just asked the nurse
and ... (sarcastic tone) she was helpful. It’ll be right sort of
thing. She just said pick him up, she didn’t really explain to
me...

It wasn’t until I got back to Grace and they said ‘don’t pick
him up under the arms and if you're patting him on the back
he might not like that, it might be hurting him’ and so they

said to pick him up under the shoulders and bottom.

Memos were used extensively throughout the analysis process. Memos are the
theorizing write-up of ideas about codes and their relationships as they strike the
analyst while coding. It is a constant process that begins when first coding data
and continues throughout reading memos, literature, sorting and writing the
papers (Glaser, 1978). A summary memo of each interview was included at the
end of each interview document. This included my initial perception of what had
been revealed during the interview. During later interviews, when confirmation of
concepts was sought, results of these discussions were included in the summary

memo.

The 12 interviews were transcribed and recorded as separate documents. These
documents were then coded. Fifty-nine codes had been recorded in separate
documents at the end of open coding. Memos pertaining to specific codes were
included in corresponding code documents. Additional memos were recorded in

separate documents.
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During coding, narrative excerpts which would be used later in the write up to
illustrate specific concepts or codes were dated and identified to correspond with
the transcript from which they were taken. Similarly all memos referring to
specific narrative excerpts were also dated and coded which facilitated tracking of
all information.

As the volume of documentation grew, it became increasingly more difficult to
deal efficiently with the data using the NVivo program. Moving between interview
documents and the code documents became more difficult. As this was my first
encounter with the NVivo program, difficulties were possibly due to inexperience.
The decision was therefore made to copy the data to Microsoft Word documents
for ease of use. The cut, copy and paste facility enabled the analysis to proceed
more efficiently. I had also begun the write-up which I had always planned to

complete using Microsoft Word.

Difficulty was also experienced envisaging the relationships between conceptual
codes and conceptual categories using NVivo. I developed coding tables using
Microsoft Excel to overcome this difficulty. Initially all level one codes were
listed in a single column. As these codes were altered, subsumed or deleted during
further analysis into additional coding levels I was able to use different colours to

indicate linkages between individual concepts.

Coding levels were developed to illustrate the decisions made regarding the
collapsing of similar concepts under the one conceptual code once the indicators
for that conceptual code became clearer. I listed each coding level in order by
number and date. Substantive and theoretical codes were listed separately. Memos
regarding data analysis decisions were also dated and recorded on a separate
Excel spreadsheet. Detailed memos of all categories and the properties of each
were recorded, as were the regrouping of categories. Relationships between
properties and then for each category were identified by using different colours

for each category.

These strategies enabled me to develop an audit trail recording the steps taken and

decisions made during the coding process. More importantly it enabled me to
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visualise the interrelationship of the different concepts to the core concept more
clearly. Chapter Three (Table 3.1) gives an example of conceptual codes listed

under conceptual categories.

Subjectivity of researcher

I have worked as a neonatal nurse for many years. During this period I have
become familiar in all aspects of neonatal intensive care nursing. I have
completed tertiary studies in neonatal nursing , nurse education and infant mental
health. Over the past ten years I have participated as facilitator for nurses new to
the area of NICU. In addition, I completed the Level One Neonatal Individualised
Developmental Care Assessment Program (NIDCAP) training reaching reliability
in 2002 and re-reliability in 2004. In the process of gaining this qualification I
have carried out numerous infant - family observations and developed plans and
recommendations for care. This obviously involved close collaboration with

families, medical and nursing teams.

During the period of data collection and analysis I was employed as Nurse
Educator of NICU. I was conscious of the impact my background and interest in
specific areas of neonatal nursing might have on the data analysis. I recognised
my personal values and beliefs could potentially influence the study results.
However, since it was my intention that all concepts would be developed directly
from the collected data I embarked on data collection. I purposefully ascertained
the validity of the emerging concepts by questioning participants regularly

throughout data collection.

Although I was acutely aware of these difficulties I intentionally met with couples
early in their babies’ hospitalisation. I felt that although the mothers would see me
as a neonatal nurse, they would feel confident that I understood what they meant
when they talked about their experiences. As a result, they did not have to explain
their opinions and experiences as thoroughly as they would have to someone new
to the area. I therefore view my familiarity with the environment and culture as a
benefit as it did allow me to understand the perception of the mothers’

experiences as they relayed it to me within the interview.
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DATA ANALYSIS

Glaser and Strauss (1967, p.261) originally developed grounded theory
methodology specifically to ensure the generation of a theory which would fit and
work and be grounded in the data. The methodology involves the investigation
and identification of codes and properties which relate to the area under study. In
this case the area under study was the experience of mothers whose infants had
been admitted to NICU to undergo surgery for a congenital anomaly. Data
collection and analysis occur simultaneously using a grounded theory method. In
the following chapter I discuss issues related to data collection and analysis using

a grounded theory methodology.

The analysis process

I began each interview with the same request of participants: could they tell me
the story of their infant’s illness? All mothers chose to begin at the same point,
that of diagnosis of their infant’s condition. If their infant had been diagnosed
antenatally they began at that point in the pregnancy. If it was a postnatal
diagnosis mothers began by describing their experience of receiving the diagnosis
and the events leading up to it. Simple straightforward questions were used to
prompt participants in the earlier interviews. These questions were added to and
became more specific in the later interviews as issues arose requiring

confirmation by participants.

Interviews were transcribed immediately into a computer file. Glaser (1998) does
not recommend this technique in the belief that analysis might become delayed
because of the length of time it takes for the researcher to transcribe data word for
word. He also warns that much unnecessary data may be collected. He
recommends field notes be made of interviews rather than transcripts, to capture
the key concepts/ issues expressed by participants. Analyses of the field notes are
made immediately after the interview, enabling immediate identification of all

important incidents and memos to be recorded at that time.

I acknowledge Glaser’s (1998) concerns; however, I found transcribing the tape
recorded interviews within hours of interview enabled me to achieve the same

outcomes. [ was able to recreate a mental image of the interview interaction, the
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facial expressions and physical cues which provided me with the additional
insight needed to complete memoing. Hence initial analysis began with the
memoing within hours of completion of the first interview which allowed me to
prepare for the following interview in a timely manner. Preparation for following
interviews involved identification of issues or concepts which might require

confirmation.

Memoing

While codes conceptualise the data to which the analyst refers, memos serve as a
means of revealing and relating by theoretically coding the properties of the
substantive codes. A memo can be a sentence, a paragraph or a few pages (Glaser,
1978). Glaser proposes the writing of theoretical memos as a critical stage in the
process of generating theory, arguing that without free memoing a theory will
never be rich and ripe (Glaser, 1995). Memoing is designed to tap the initial
freshness of theoretical notions, the goal of which is to “theoretically develop
ideas (codes) with complete freedom into a memo fund that is highly sortable”

(Glaser, 1978, p.83).

Theoretical sampling

Theoretical sampling was used to guide data collection. Theoretical sampling
involves seeking out data sources to inform current theoretical analysis and
commences from the beginning of data collection (Glaser, 1978). As data was
collected and coded it was compared with previously collected data through

constant comparative analysis.

Theoretical saturation of codes refers to the point at which no additional data are
found which can contribute to the development of the properties of a particular
category (Glaser, 1978). The various properties of conceptual codes were
developed through a process of continual hypothesis until saturated. The process
of continual hypothesis facilitated exploration of all aspects of the conceptual

codes and their connection with other conceptual codes.

Data collection was controlled by the emerging theory. In other words, data were

jointly collected, coded and analysed, thereby influencing decisions about which
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data needed to be collected next and where to collect it, in order to develop the
theory further. Glaser (1967, p. 42) proposes the basic question in theoretical
sampling is: “what groups or sub-groups does one turn to next in data collection?”
and “for what theoretical purpose?” The basic criterion influencing any decision
regarding where to next collect data is the relevance for furthering the

development of emerging categories (Glaser,1967).

At one point in the analysis a subtle difference in the shock experienced by the
mothers whose infant’s condition was diagnosed antenatally, compared with those
diagnosed postnatally, was emerging, leading me to the decision to interview
several mothers diagnosed antenatally. Suspicions about what was happening to
them were confirmed in these subsequent interviews. Similarly, differences
seemed to emerge in the progress of mothers through convalescence where infants
were born with cardiac anomalies as opposed to gut anomalies. I therefore turned
my attention to mothers whose infants were born with cardiac anomalies. I was
able to confirm that for the participating mothers feeding as an issue, which arose
uniformly in the cardiac group and impacted on their progress. Every interview
was re-read and coded again after clarifying the concepts further. They were
compared with each extract as done previously. Theoretical sampling on
individual codes stopped when they were saturated, and integrated into the

emerging theory as recommended by Glaser (1978).

Comparative analysis

The initial conceptual codes quickly became apparent within the data. As
elements, incidents and behaviours were coded under conceptual codes they were
compared with the elements, incidents and behaviours previously coded under
that conceptual code. This process is referred to as comparative analysis (Glaser
& Strauss, 1967) and illuminated the properties of each conceptual code. For
example, indicators for the conceptual code “shock” were compared from each
set of data. It soon became evident that many different emotional and physical
symptoms of shock were displayed by the participants. Some of these were
identified by mothers themselves while other obvious signs, such as disorientation
were identified by myself. It also became obvious through the comparative

analysis process that an episode of high anxiety was present in each event along

48



the continuum. These were not all coded as ““shock”. Thus “shock’ referred to
more acute episodes. The degree of anxiety was variable along the diagnosis to
discharge continuum. Eventually “shock’ became a property of the “distress”
phase of the “maintaining equilibrium” process. Theoretical memos were used

to record the relationships between the properties of each conceptual code.

Glaser and Strauss (1967) proposed a method of continual comparative analysis to
facilitate the systematic discovery of theory from data. Comparative analysis is a
general method used for social units of any size (Glaser, 1967). Analysis initially
involved reading the data for the purpose of identifying the preliminary codes and
resulted in the identification of a range of conceptual codes. Thereafter each
incident within the data was compared with existing conceptual codes. Eventually
patterns within conceptual codes emerged and conceptual categories were able to

be formed.

Comparative analysis is a strategic method for generating theory and is advocated
for several reasons (Glaser, 1967). Firstly, comparative analysis facilitates the
collection of data that can be employed for comparison between and within
groups. Secondly, the generality of the theory is established as the boundaries of
applicability are compared between groups. Finally, as the data collection
continues, data are compared with the emerging theory to ascertain the relevance

of the selected categories in relation to the emerging theory.

For example, the following conceptual codes thought to be involved in coping
were grouped together under a general heading of “coping strategies” —

" acceptance of current capabilities

= [linking with others

= comparing own situation

® maintaining positive attitude

= feelings of hope

* ways in which mothers seek support.

The properties of each category were determined and the context within which the

category occurred was examined, as were the conditions under which it
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functioned, thereby helping to clarify each category in relation to other categories.
For example the condition under which “shock” arose was as a response to “high
anxiety”, this resulted in most cases with the exhibition of maternal distancing
behaviours from the infant in order to decrease the anxiety. The concept, shock,
was related to mother-infant availability, in that it decreased the mother’s
availability to her infant. The decrease in anxiety and her distance from the infant
enabled her to reflect on her relationship with her infant within the context of the

current crisis.

Memos were recorded on ideas, theories and questions which arose throughout
data collection and analysis. All memos were recorded and were available to be
used at a later time. Recording memos prevented valuable conceptual
formulations being forgotten or mislaid in the volume of the data being analysed.

This process was continued throughout data collection and coding.

As the categories evolved, relationships between many of them became evident
and preliminary theories began emerging. It eventually became clear that
“distancing” and “handing over” were short-term strategies used to decrease
initial high anxiety. My early questions regarding the developing theory included

questions about the emerging theories, for example:

Is “distancing” a coping strategy or is it “the handing over” of parenting
responsibilities or responsibility of “infant’s wellbeing” because this is

“best for infant’?

Codin

The initial collection of data was based on the general perspective of examining
more closely the developing relationship between mothers and their infants facing
serious illness in the NICU. Coding was confined to the transcribed interviews. It
was carried out for the purpose of identifying the problem for mothers in the
substantive area and the way in which mothers resolved the problem. The goal of
coding was to generate a set of categories and their properties which fitted,

worked and were relevant for integration into a grounded theory (Glaser, 1978).
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The essential relationship between data and theory is a conceptual code. Concepts
refer to underlying meanings or patterns identified within incidents (Glaser,
1998). These concepts were identified within the data and labelled using
conceptual labels or codes. A grounded theory is developed by discovering the
relationships between conceptual codes which have been generated from the data
(Glaser, 1978). Two types of codes are generated — substantive codes and

theoretical codes.

Substantive codes

Substantive codes conceptualise the empirical substance of the area of research.
They identify the problem or behaviour being examined in the substantive area.
Two types of coding are carried out in order to define the substantive codes —
open coding and selective coding (Glaser, 1978). A description of each process

follows.

Open coding

Substantive coding began with open coding or “running the data open”. Initial
coding was very broad. Glaser (1978, p.56-58) recommends that every element,
incident and behaviour seen and heard be coded. It involves the breakdown,
analysis, comparison, and categorization of data. Data were coded under coding

headings reflecting the concept to which they were related.

Glaser (1978, p.57) recommends a set of questions being asked of the data during
the coding process: “What 1s this a study of?”” “What category does this incident
indicate?” “What is actually happening in these data?” The questions act as
prompts to maintain theoretical sensitivity. My own interpretation of these
questions throughout coding was “What is going on here?” “What is the meaning
of the situation to this mother?” “What is her major concern?” “How does she
manage?” These questions were continually utilised during the processes of

collection, coding and analysis of data.

In open coding, incidents or events are labelled and grouped together via constant

comparison to form categories and properties. Open coding allowed the direction
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in which to take the study to be identified and prevented sampling becoming
prematurely focused on a particular problem. All interviews were coded sentence
by sentence. Each incident was coded under as many conceptual codes as possible
to achieve full theoretical coverage which was thoroughly grounded (Glaser,

1978).

Two types of conceptual categories emerged as the process of analysis continued.
Glaser (1967, p. 107) refers to these as sociological constructs and in vivo codes.
Sociological constructs refer to codes developed by the researcher which are
usually highly descriptive and add meaning to the analysis. They are usually
based on the researcher’s expert knowledge of the substantive area under study.
An example in the current study would be the conceptual code of “parent—infant
relationship”. In vivo codes are taken directly from the language of the
substantive area. They tend to be the behaviours which explain how the basic
problem is resolved or processed. For example, participants described their

feeling of “connecting”.

An incident can be coded for several categories. This strategy forces the analyst to
use an incident as an illustration only once, for the most important among the
many properties of diverse categories that it indicates (Glaser & Strauss, 1967).
For example, this quote, in which a mother is referring to another mother with a
infant whose diagnosis was the same as her own infant’s, was initially coded
under both the conceptual codes of “comparing own situation” and “ways in

which mothers seek support”.

PAULA

I thought what a shame he had been transferred and we'd had no idea. 1
had seen her in the expressing room and she didn't say anything about it
until they were getting ready to go. Not that there's a lot to say but it
would have been nice if someone had said ‘Look there's this Mum here’
though I suppose it's that confidentiality thing too. You can't say too much
about other parents but maybe it would be something to have on offer,

wouldn't it?
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Table 3.1:Conceptual codes collapsed under conceptual

category headings — fifth revision 24/10/05.

Stage

Diagnosis

Admission into maternity/Birth
Surgery

Convalescence / Feeding
Discharge

Maternal — infant interaction

Maternal physical condition
Maternal emotional state
Infant’s physical condition

Parent-infant communication

Interaction with others
Conflict

Relationship with family
Relationship with spouse
Communication

Delivery of information to mothers
System — Resources — environment

includes name tags, book

Being messed about
System —Staffing — experience level
System — Staffing collaboration with families

Obstructing connection

Connection
Facilitating attachment
Still able to parent
Physical connection

Eye contact

Response
Shock

Parent’s’ perception of too many people
Reliving previous experience

Removal of self from situation

Parents’ feelings of helplessness
Family needs

Foreign place

Feeling cheated

Not seeing the infant

Initial response to coping — distancing —

decreasing anxiety

Decision making process - hand over
control to experts

Keeping your distance — emotional and
physical

Material versus emotional needs fulfilled

Positive coping - approach - connecting

Acceptance of current capabilities
Coping strategy

Language

Linking with others

Mothers compare own situation
Mothers maintain positive attitude
Mothers’ feeling of hope

Ways in which mothers seek support
Trying to make contact

Refocus on another plan

Soon patterns between conceptual codes began to emerge which enabled

individual conceptual codes to be collapsed under a single conceptual heading.

b2 AN 1Y

To provide an example, initially “staff — family collaboration”, “obstructing

connection” and “being messed around” were all viewed as individual codes
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(refer to Table 3.1). However, it soon became evident that incidents coded under
these headings were all similar and overlapped in several ways. They each
provided examples of how the opportunities of connecting had been interrupted or
obstructed and, more often than not, the interruption or obstruction was either
avoidable or totally unnecessary. Hence they were all regrouped under “being

messed around”.

A concept may be generated from one incident, which then becomes one of many
possible indicators for, and data on, the concept. These indicators are then sought
for the comparative analysis (Glaser & Strauss, 1967). For example, one
theoretical category “shock’ may affect the meaning of a mother’s relationship to
her infant. The category of “shock” can be generated from either the observation
antenatally of how mothers react to the diagnosis or at confirmation of preterm
labour or postnatally when an anomaly is obvious. Irrespective of when the event
occurs, be it confirmation of diagnosis or surgery, it is likely that “shock” is a

category related to the relationship between the mother and infant.

Selective coding

Selective coding, as opposed to open coding, applies to that which is carried out
after the core category has emerged. Whereas previously during open coding all
data were coded, during selective coding only incidents relevant to the core
category were coded. Selective coding for a core category means delimiting
coding to only those variables that relate to the core category in sufficiently
important ways to be used in a theory. The core category becomes a guide to
further data collection and theoretical sampling. The goal of grounded theory is to
generate a theory that accounts for a pattern of behaviour which is relevant for
those involved. The core category accounts for this variation in behaviour of

individuals. The generation of theory occurs around a core category.

Data collection stopped when it became evident that no new data related to the
core category were being found. Glaser and Strauss (1967) refer to this as the
point of theoretical saturation. Once theoretical saturation was reached, theoretical
coding focused on identifying the relationships between subcategories and

properties and the core category for the purpose of theory development.
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Memoing continued throughout this process. I made notes regarding issues for
which I might need to return to the literature to resolve. Throughout the process I
continued to reread the grounded theory methodology. I did this several times

during the project to ensure I stayed true to the Glaserian method.

data collection

J

Open coding -
incident is coded
into category

J

Two groups of

[ Theoretical sampling guides ]

Theoretical memoing
and constant

-

codes comparative
emerge analysis used
| throuahout
Substantive ) .
codes
identify the
problem )
I 4 Theoretical
Selective coding | ,| codes provide
for core category 0| explanation
of the problem \/

J

[ Grounded Theory development J

Figure 3.1: Flow chart of steps involved in developing a grounded theory.
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Table 3.2: Theoretical families identified by Glaser (1978).

1 The six C's causes, context, contingencies, consequences, covariances, conditions.
stages, phases, progression, passages, graduations, transitions, steps,

2 Process ) ] ) )
ranks, careers, orderings, sequencing, shaping, cycling.
limit, range, intensity, extent, amount, polarity, extreme, boundary,

3 | Degree family ) o o ) )
rank, grades, continuum, probability , possibility, level, cutting points.
dimensions, elements, division, piece of, properties of, facet, slice,

4 | Dimension family ) .
sector, portion, segment, part, aspect, section.

5 | Type family type, form, kinds, styles, classes, genre.
strategies, tactics, mechanisms, managed, way, manipulations,

6 | Strategy family manoeuvrings, techniques, ploys, means, goals, arrangements,
positioning.
mutual effects, reciprocity, mutual trajectory, mutual dependency,

7 | Interactive family ) ) ) )
interdependence, interactions of effects, covariance.
self image, self concept, self worth, self evaluation, identity, social

8 | Identity /self family o ) ) . )
worth, self realization, transformations of self, conversions of identity.
critical juncture, cutting point, turning point, breaking point,

9 | Cutting point family o )
benchmark, division, tolerance levels, point of no return.

Means - goal .

10 famil end, purpose, goal, anticipated consequence, products.

amily

11 | Cultural family social norms, social values, social beliefs, social sentiments.
agreements, opinions, conflict, descensus, differential perception,

12 | Consensus family ) ) ) ) )
cooperation, homogeneity-heterogeneity, conformity, non conformity.
social control, status passage, social organisation, social order, social

13 | Mainline family o o ) ) ) .
institutions, social interaction, social worlds, social mobility.
parsimony, integration, relationship to other theory, interpretive.

14 | Theoretical family ) ) o )
Inductive/deductive, multivariate structure, theoretical codes,

Ordering or .. .
15 , . structural, organisational, temporal and generality.
elaboration family
collective, group, nation, organization, aggregate, situation, context,

16 | Unit family ) ) ) )
arena, social world, behavioural pattern, society, family.

17 | Reading family concepts, problems, hypotheses.

18 | Models pictorial model, the theory.
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Theoretical codes

Theoretical codes conceptualise how the substantive codes may relate to each
other as hypotheses to be integrated into a theory (Glaser, 1978). They provide a
link, cause or explanation of the problem or behaviour. Theoretical coding is
achieved by comparing different theoretical memos to each other. For example, a
theoretical code was used to describe the initial behaviours exhibited by mothers

on experiencing high levels of anxiety or “shock”. It was labelled “distancing”.

Glaser (1978) recommends the grounded theorist refer to many theoretical codes
in order to be sensitive to rendering explicitly the subtleties of the relationships in
the data. Table 3.2, above, lists 18 item theoretical families identified by Glaser
(1978) to utilise during theoretical coding. He advocates the use of the coding
families with theoretical sensitivity in the generation of grounded theory. Several
different families may be used to analyse individual concepts (1978, p.73-82).
The theoretical coding families outlined simply provide different ways of
analysing each concept. They stimulate the researcher to look for the patterns,
similarities, grading, consequences, conditions, and interactions in their data
(1978). In this way the properties of concepts emerge and the relationships

between the concepts become clear.

These theoretical families were utilised during analysis to review emerging
concepts. Examples of the utilisation of theoretical families in the study are given

in the following analysis of the concepts of anxiety and communication.

“Anxiety” was recognised early in coding as a prominent concept. It was
analysed in terms of being a consequence of another factor which was the
realisation of the threat to the mother’s relationship with her infant. It was also
examined in terms of being the cause of the behaviours displayed by mothers. The
conditions under which anxiety evolved were examined. It became obvious that
anxiety was a property of each event along the diagnosis to discharge continuum.
It was therefore also examined in terms of degree of anxiety exhibited across the

continuum.
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The concept “interaction with others” was examined in terms of the interactive
theoretical coding family since the basic component of communication is
interaction between two individuals. This concept was also analysed within the
mainline family of traditional sociological perspectives of social interaction and
social worlds. All concepts were similarly analysed utilising one to several

families.

IDENTIFICATION OF THE PARTICIPANTS PROBLEM , EMERGENCE
OF CORE CATEGORY AND MAJOR THEMES

Initially many factors appeared to impact on both the mother and her infant. It
was obvious from the beginning of analysis that the mother’s priority was her
relationship with her infant. Maternal focus was the wellbeing of the infant and
maintaining contact with the infant throughout all events from diagnosis to

discharge.

I identified the problem for these mothers as being the threat to their ongoing
relationship with their infant. The diagnosis of a congenital anomaly requiring
surgery altered the meaning of the relationship with the infant, previously
perceived as certain to uncertain. I therefore labelled the participant’s problem as
“preserving a relationship while enduring a crisis” quite early in the analysis
process. The meaning of the relationship for these mothers before diagnosis had
been that of a live healthy infant capable of sharing a long, loving relationship
with them. Potential threats to the relationship could therefore comprise both
physical and emotional aspects. Carol was aware that she might possibly not take

her infant home. The threat was related to the infant’s physical condition.

CAROL

I mean we came in here thinking um we could be here for months and we
were prepared for a fight. Um and if he was going to fight as hard as he
can well we would do whatever we can and we were pretty realistic.
Because we were given a 50 /50 chance of him surviving, as much as we
didn’t want to look at the down side, we had already discussed you know,

if we did have to have a funeral which way we wanted to go and so on.
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In addition to her concern regarding her infant’s intellectual prognosis Paula was
also concerned about the emotional aspect of her relationship with her daughter.

She felt she needed to support her infant and continue to hope for the future.

PAULA

No not a lot, but I am aware of it but I want to be positive for her too. She
doesn't need me to have negative vibes about worrying how she is going to
be learning and functioning. To us she's ... we were just so proud of her
getting through the heart side of it and anatomically like physically, she's
got the heart sorted out um and like with this webbing so there the biggest
things I suppose and they are going to look into this palate or whatever.
But they're big things and I suppose we're just happy she can walk and
talk and her heart 's beating and we love her for the little girl she is and

that’s the best you can do for her, she needs all the positive stuff.

I was aware of the pressure to identify the core category as it explains how the
main concern or problem of participants is being resolved. In this case it would
explain how mothers were able to preserve a relationship with their newborns
while enduring the crisis of diagnosis of congenital anomaly and subsequent
surgery. I learnt from the grounded theory literature that this concern not unusual

among beginner grounded theory researchers.

Glaser developed the following criteria for core categories (Glaser, 1978, p. 94).
The core category: must be central, must recur frequently, take more time to
saturate, connect with other categories; it must come quick and richly; must have
clear and grabbing implication for formal theory; must have considerable carry
through; does not lead to dead ends; can be any kind of theoretical code - a

process, condition, dimensions or a consequence.

I had answered the preliminary questions of “What is going on here?”, “What is
the meaning of the situation to this mother?”, “What is her major concern?”. The
next step was to address the question “How does she manage?” At this point in
the analysis I had two possible categories which fitted the core category criteria in

addition to many subcategories. Both categories were closely related. I began the

59



process of reviewing the relationship between these two major categories with the
other subcategories. I made the decision to go with the category related to the
majority of subcategories and began the process of selectively coding for that
single core category. The core category was coded “maintaining equilibrium” .
Mothers were able to decrease the perceived threat to their relationship with their
infant by utilising strategies to sustain that relationship. Initially I was under the
impression there were two processes at work. A process represents movement
from one point to another over time. Participants were in the process of becoming
new mothers. In addition, they were either pregnant or had just given birth when
receiving the diagnosis of their infant’s congenital anomaly. The process of
transitioning from diagnosis to discharge was imposed on the process of
becoming new mothers. Events occurring during their transition from diagnosis to

discharge appeared to intersect the process of becoming new mothers.

At this time, I felt the need to look for further examples of grounded theory
studies, including research papers and theses. This reading provided me with a
broader insight into how I might continue the analysis. However, it was not until I
read Blumer’s (1969) insights into Mead’s work a second time that I felt I truly
had an understanding of exactly what I needed to identify. Until then I think my
understanding of the process I had been witnessing was superficial. I then
analysed the series of events experienced by mothers and infants along the
“diagnosis to discharge” continuum using the Process and the Degree theoretical

coding families.

The interval beginning at diagnosis and ending at discharge was described as a
continuum because it referred to a degree of change. The intensity or change in
the level of anxiety experienced by mothers changed along the continuum. Earlier
in the continuum “acute intense” anxiety was experienced about the potential
mortality or morbidity of the infant. Later “acute intense” anxiety changed to
“chronic” anxiety around the infant’s uncertain physical prognosis, feeding issues
and the developing emotional relationship with the infant. The diagnosis was the

first and one of the most anxiety-provoking of the events along the continuum.
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Mothers were not in the process of becoming new mothers - they were already
new mothers. They were in the midst of developing a relationship with their infant
and experiencing difficulty functioning within their role as mother. Mothers were
in a state of conflict between wanting to halt versus continue their relationship
with their infant. The meaning of the situation for them was that they were facing
a crisis which threatened their relationship with their infant. It was this difficulty
that accounted for the fluctuation between distancing themselves from and then

approaching towards the infant at different times that I had been witnessing.

A process often implies positive movement toward a goal, which in the case of
these mothers did not always occur. Movement along the continuum from
diagnosis to discharge did not always result in a positive movement and therefore
did not constitute a positive process. Mothers artificially dissected the continuum
into discrete events. They were able then to focus on preserving their relationship
within each event rather than face the entire continuum. Mothers did however,
utilise a process within each event along the continuum. They utilised a process of
“maintaining equilibrium” to preserve their relationship, when faced with the

challenges that determined each of the discrete events along the continuum.

As comparative analysis continued it was obvious that the “maintaining
equilibrium” process was mediated by three factors - “interaction with others”,
“Interaction with the health system” and “mother and infant interaction”.
Many of the concepts previously identified fitted into these three themes. The
common premise between themes was that they all influenced the mother’s
perception of her ongoing relationship with her infant. These three mediating
factors - “interaction with others”, “interaction with the health system” and
“mother and infant interaction” - were all interrelated. They all impacted on the
mother’s perception of the situation during each crisis event along the “diagnosis
to discharge” continuum. The way in which each theme impacts on the mother’s

perception of the situation alters as they progress along the diagnosis to discharge

continuum.

The theoretical analysis begun during open coding continued throughout the

selective coding process. Ongoing data collection and analysis was guided by the
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core category of “maintaining equilirium”. Many of the existing categories were
found to be directly related to the core category. The developing theory emerged
as these relationships became clearer. This process was facilitated through sorting

and analysing memos relating to each category.

A concept map was also developed to illustrate the relationships between
categories and the developing theory. This acted as a precursor to the write—up.
The concept map was repeatedly reviewed and adjusted during theoretical
analysis. It was helpful to use this strategy to demonstrate how each conceptual
category included within each of the three major themes was able to be integrated
with the core category in order to develop the substantive grounded theory of how

mothers preserve a relationship with their infant in the NICU.

CONCLUSION

The importance of symbolic communication is evident in both Mead and Dewey’s
(Manis & Meltzer, 1972) viewpoints. Dewey (1967) contended that symbolism
expressed in language is the element that differentiates humans from other species
and that linguistic communication makes human society possible. The pragmatist
approach views living beings as attempting to make practical adjustments to their
surroundings. Symbolic interactionism extends this view to meanings not simply
residing in the object but emerging from social interaction processes, such as the

relationship developing between parent and infant in the NICU context.

Blumer’s (1969) perspective is that society is composed of individuals interacting
with the objects they encounter, such as mothers’ interactions with their infants,
with their immediate family and with individual health workers within the
hospital institution. These interactions are undertaken within the context of the
hospital situation which imposes routines, rules and policies upon them with
which they must interact. Actions may take place as a result of interactions
between individuals, between collectives or on behalf of others. Despite this,
action remains the property of the individual and is carried out within the context

in which the individual carries out the action.
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Blumer (1969) emphasized that groups were individual collectives working
together. Eventually, group action will result in cultural and societal formations,
maintenance or change, just as mothers might learn to respond in pre-defined
ways to the cultural and social expectations and boundaries placed on their
developing relationship with their infant in the NICU environment. Joint actions,
networks and social functions take on a character that separate the collective
group of mothers with infants in the NICU from the individual parent and infant;
but these actions do not operate automatically. Individuals must make them work.
Society is continually renewed by the actions of individuals and groups, and this
is achieved by the communication and negotiating processes occurring in any

situation people find themselves.

Symbolic interaction provides a suitable theoretical perspective for studying how
mothers interpret the objects and rituals of the NICU and the actions of other
people, such as other parents and health staff, and how this process of
interpretation leads to a particular way of behaving towards their infant in this
specific situation. This perspective views behaviour as a dynamic process and, as
such, requires an understanding of how the parent interprets their environment
and redirects their behaviour accordingly. It is imperative to understand what
mothers know about this particular world, or experience, and what they believe to
be important in developing a relationship with their sick infant. Symbolic

interaction is an appropriate theoretical approach in interpreting this experience.

The Glaserian methodology was chosen for this project as it provides the
flexibility required to capture what is occurring in the area under study. I believe
that the Glaserian grounded theory approach reflects more closely the theoretical
framework of symbolic interactionism in that the theory is guided by the
participants. This is important in this particular study as the substantive area under
study involves the interaction between infants and their mothers in the NICU

context.
The Chapter provided rationales for the decisions made regarding the study

process. The steps taken within the study process outlined included those involved

in gaining ethics approval, enrolment of participants and data collection,
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management and storage. The next Chapter presents a detailed discussion of the

major results of the grounded theory analysis.
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CHAPTER FOUR: PRESERVING A RELATIONSHIP WHILE
ENDURING A CRISIS
INTRODUCTION
This Chapter provides the context within which the mothers managed to preserve
their relationship with their newborn. The participant’s problem identified as
“preserving a relationship while enduring a crisis” was experienced by mothers
as they transitioned the “diagnosis to discharge continuum. The “diagnosis to
discharge continuum” was composed of crisis events that were able to be
developed individually as major conceptual categories. Mothers found themselves
propelled along the continuum of crisis events. The way that mothers managed to
move along the continuum is explained by the basic social process of
“maintaining equilibrium”. The “maintaining equilibrium” process helped
mothers regain some control of the situation which in turn enabled them to
maintain contact with their infant and participate in care. “Maintaining
equilibrium” comprised several different phases. As mothers moved along the
“diagnosis to discharge continuum”, three mediating factors, “interaction with
others”, “interaction with health system” and “mother and infant interaction”,

’

impacted on their perception of the situation during each crisis event.

The problem for mothers is first described and then the process of the core
category “maintaining equilibrium” is explained The way in which mothers
create the meaning of a situation, the alteration of this meaning during the
experience of delivering an infant with a congenital anomaly, and the way in

which they manage to sustain their relationship with the infant is explained.

“Diagnosis to discharge continuum” is described in this chapter as it provides
the foundation for “maintaining equilibrium” as described in chapter five. Each
event along the continuum is discussed in turn, with the similarities, differences
and interrelationships between each event outlined. The process of “maintaining
equilibrium’” illustrates how the mothers managed to move through each of the
events along the continuum. The three factors which mediated this process are

presented in Chapter Six.
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THE PARTICIPANT’S PROBLEM
The “chief area of concern” (Glaser, 1978) or problem for mothers was identified
through the grounded analysis of data collected during interviews as described in

Chapter Six.

Mothers in the study experienced extreme distress when they perceived their
relationship with their infant was under threat. This level of distress confirmed to
me the importance of the developing maternal-infant relationship. The “chief
concern” reported by mothers in this study was the problematic interactions they
encountered while trying to preserve their relationship with their infant. The
experience from the time of diagnosis of their infant’s congenital anomalies
through to their infant’s discharge from hospital was described by mothers as a
crisis with which they had to deal. Therefore the problem for mothers was

identified as “preserving a relationship while enduring a crisis”.

According to the theoretical perspective of symbolic interactionism there is an
interrelationship between human activities, interpersonal interactions, experiences
and creation of meaning. The problematic interactions encountered by the
mothers while trying to preserve their relationship with their infant has great
descriptive, but limited explanatory power. In other words, the problems mothers
in my study encountered, and the impact of these on their relationship with their
infants, can be described but the description does not provide us with insight into
how the mother-infant relationship continues within that context. A more
complete level of understanding is gleaned from understanding how they manage
to preserve the relationship. The process the mother uses to manage specific kinds
of problematic interactions which impact on her relationship with her infant is the
key to how she manages. Identification of the problem for mothers facilitated the
“discovery of what accounts for most of the variation in processing the problem”

or the core category “maintaining equilibrium”.

Symbolic interactionism theory states that individuals act on the meaning objects
hold for them, for example, reacting to a situation based on the threat to
something to which they are committed. Their perception of threat is based on the

meaning of the situation. Individuals create meaning during social interactions.
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An individual may or may not have previous experience on which to organise
their perceptions and attribute meaning to situations. Individuals will cope
according to their perception of the possible outcomes. Symbolic interactionism
acknowledges that the meaning a mother attributes to her relationship with her
infant is unique, that it will influence her perception of that relationship and in
turn, her behaviour within that relationship. The meaning of a mother’s
relationship with her infant influences how she will respond during interactions
with the infant. This meaning also influences her responses to the health system

and with other individuals during social interactions.

In this study the mothers created meaning during interactions with their infants,
with the health system and with others (refer to Figure 4.2). The meaning of these
relationships were altered during these interactions. They provided numerous
examples of possible threats to their ongoing relationship with the infant. One
mother (Alice) interviewed in this study perceived her infant as not becoming
“attached” to her for the first week after delivery because the infant preferred to
look at her husband. She assumed this was the case because she had required an
emergency caesarean section to deliver the baby which meant her husband alone
had accompanied the newborn infant to theatre for cardiac surgery. This
perception changed once she was able to breastfeed her son. She recalls the exact
moment when he appeared to really connect with her. The meaning of the
situation is different for each individual and is dependent on their perception of

what is happening.

The perception of a threat to the relationship with the infant is based on the
meaning of the situation, which may range from the initial obstruction of
emotional and physical connection with the infant owing to acute illness, or in the
worst possible scenario, the death of the infant. The range of possible meanings in
developing a relationship with the infant undergoing major surgery has the
potential to represent a threat to the mothers’ perception of the ongoing

relationship.

In the following example, Alice had previous experience of the NICU with her

firstborn son who had been diagnosed with the same condition as the son she was
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about to deliver. Her firstborn son had died at age four. The meaning this
experience held for Alice was a continuing threat to the ongoing relationship with
her newborn. This infant, like her firstborn, had several setbacks while in neonatal
intensive care and this had extended the length of his hospitalisation. So, despite
expert advice to the contrary, her present expectation was that the infant might not
survive. Her past experience in a similar situation influenced her perception of the

present situation.

ALICE
And there I was on the table thinking I don’t want him to come out, I
didn’t want him to come out because I really was not looking forward to

the aftermath, I really was scared about it, I was scared about losing him.

RESEARCHER

So what were you scared about immediately after birth

ALICE

Just after birth and his future I was scared I would lose him I mean it still
scares me now. Because no one can give me guarantees and that’s fine 1
mean [ understand that um but having been through it once I know that

anything can happen.

In the following example Susan’s focus on her ongoing relationship with her
daughter had moved from one surrounding the survival of the infant to concern
regarding her ability to bond with her daughter. Susan was concerned that the
necessity for physical distance due to surgery may have affected their ability to
develop a relationship. In this example she is referring to the positive effect of

close skin to skin cuddling (Kangaroo cuddles) between a mother and her infant.

SUSAN
I think the cuddles are very important. Especially the Kangaroo cuddles
yeah that was very important to me because at one stage when she was in

ICU and wasn’t able to be cuddled I was a bit worried that a bond
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wouldn’t happen but as time has gone on that hasn’t been a problem at

all.

The mother’s perception of the degree of threat to her relationship with her infant
was related to the context of the situation in which she found herself. For example
the perception of mothers in this study of their relationships with their infants at
birth differed considerably depending on the health status of the infants. If the
infant was acutely 11l the mother tended to perceive a long-term relationship with
her infant as under threat (because of the need for hospitalisation and the
uncertain prognosis), whereas if the infant was well the mother’s expectation was

of a long-term relationship with her infant.

The perception of threat differed according to the point they were at on the
“diagnosis to discharge continuum”. The mothers’ earliest priorities focused on
treatment options and expert care which reflected their fear regarding the physical
sequelae of the infant’s condition. These ranged from the fear of the infant dying,
or of sustaining physical handicap. Later during convalescence and as they neared
discharge, their priorities focused more on the emotional needs of the infant and

the consequences of the situation for their ongoing relationships with their infants.

Mothers attempted to resolve this threat by altering the meaning of the situation
from one of crisis, where they were faced with little hope in regard to their
ongoing relationship with the infant, to one of a challenge to be faced by
employing a number of options for preserving the relationship (see Figure 4.1).
They achieved this through their efforts to preserve the relationship while moving
along the “diagnosis to discharge continuum”. The core category and the basic
social process used by mothers were therefore labelled “maintaining
equilibrium”. The process of “maintaining equilibrium” accounts for the change
over time in the meaning of the situation for mothers. A change in the meaning of
the situation for the mothers occurred within each event along the continuum, in
addition to the change in meaning of the relationship which occurred between

diagnosis and time of discharge.
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To cope successively with each new crisis they were facing the mothers
artificially dissected the “diagnosis to discharge continuum’ into the discrete
events of “diagnosis”, “birth”, “surgery”, “convalescence’ and “discharge from
the neonatal unit”. Each event along the “diagnosis to discharge continuum”
was composed of many interactions which influenced the meaning of the

mother’s relationship with her infant.

A maternal perception of the developing relationship with their newborns was
altered through interactions with the infant, others and the health system. These
interactions occurred within the context of the situation within which the mothers

found themselves, attempting to preserve a relationship with their sick infant.

“Mother and infant interactions” refers to verbal and non-verbal interactions
which occurred between the mother and her infant from the time of diagnosis to
discharge (see Figure 4.2). “Interactions with others” refers to interactions
between the mother and other individuals, such as care staff, regarding her infants
care (see Figure 4.2). “Interactions with the health system” refers to the many
facets of the health care system which influenced the ability of mothers to sustain
a relationship with their infant (see Figure 4.2), including the schedules of

healthcare professionals and availability of resources.

The strategy used by mothers to sustain their relationship with their infant was to
achieve equilibrium at each event along the “diagnosis to discharge continuum”
which facilitated their connection with their infant. The process of “maintaining
equilibrium” comprised four phases: “distress”, “response”, “achieving
equilibrium” and ‘“connecting” (see Figure 4.1). Mothers move through the
“maintaining equilibrium” process during each event along the “diagnosis to
discharge continuum”. The process enables them to sustain the connection with
their baby as they move from diagnosis to discharge. The process is best
described as the process by which mothers are able to amend their initial response
to each crisis experience through reflection and consideration of other possible

outcomes. The process of “maintaining equilibrium” is discussed in more detail

in Chapter Five.
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The “diagnosis to discharge continuum’ is superimposed onto the

developing maternal-infant relationship — the mother is challenged with

“preserving a relationship while enduring a crisis”
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