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ABSTRACT

In the United States, 164 babies per 100,000 live births are bom with congenital 

abnormalities. Although it is not known how many of the abnormalities are diagnosed 

prenatally, it is estimated that approximately 50% of all pregnant women now undergo 

some form of prenatal screening. It is important to gain an understanding of how prenatal 

diagnosis can impact the process of prenatal attachment for women facing the possibility 

of carrying, delivering, and raising a child with a congenital abnormality. The purpose of 

this phenomenological study was to describe the lived experience of prenatal attachment in 

mothers who are carrying a baby with a known congenital or genetic abnormality.

Attachment between infants and mothers can be traced back to attachment theory as 

described by Bowlby. Rubin stated it is the formation of a maternal identity that 

emotionally binds women to their children. She stated that this process is gradual and 

begins during pregnancy. No theories, however, address the impact that maternal 

knowledge of a non-lethal fetal abnormality has on prenatal attachment.
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The purposive sample consisted of fifteen women who had an in-utero diagnosis of 

a major congenital or genetic abnormality. Data were collected through open-ended 

interviews. The data were analyzed according to Giorgi’s steps of phenomenological 

analysis.

The overall experience of prenatal attachment in pregnancies with maternal 

knowledge of congenital abnormalities is paradoxical. Themes that emerged from the 

interview data were: time is good, but it’s also the enemy; you grieve, but you don’t 

grieve; and the baby’s not perfect, but (s)he’s still mine.

Health care providers need to recognize the paradoxical nature of prenatal 

attachment during pregnancies in which maternal knowledge of congenital or genetic 

abnormalities exists and support women’s prenatal attachment during this unique 

pregnancy. This is important since prenatal attachment may positively impact the women’s 

ability to provide long-term care for her child with special needs.
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CHAPTER 1

INTRODUCTION

Unlike women in previous generations, the majority of pregnant women in the 

United States today are provided with ultrasound images of their babies before birth 

(Sandelowski, 1994). With the availability of detailed images of fetuses in-utero, 

chromosome analysis and genetic testing, in-utero fetal blood sampling, and fetal surgery, 

scientific advances are changing women’s experiences of pregnancy.

Although the use of technology to provide more information about pregnancy is 

often viewed as a positive experience in our culture (Sandelowski & Corson Jones, 1996), 

the diagnosis of a fetal abnormality during pregnancy may be devastating to parents. This 

knowledge can been perceived as providing parents choices or as a “double-edged sword,” 

(Kenner & Dreyer, 2000, p. 627) since prenatal diagnosis usually leaves parents few 

options for prenatal treatment of the diagnosed abnormality (Sandelowski & Corson Jones, 

1995, 1996). In addition, the impact of such knowledge on women’s feelings regarding 

their pregnancies remains unclear. It has been speculated that knowledge about a fetal 

abnormality could affect women’s attachment to their fetuses prenatally (Heidricb & 

Cranley, 1989; Lemons & Brock, 1990), and in turn, impact women’s attachment to their 

infants (Muller, 1996).

The basis for the great interest in attachment between infants and mothers can be 

traced back to attachment theory as described by Bowlby (1969). From his work in the

1
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field of ethnological evolutionary theory, Bowlby postulated that at birth, infants are 

equipped with behavioral systems that are ready to be influenced by the environment. The 

relationship infants have with their mothers has a great impact on the development of that 

system and lays the foundation for children’s ability to form attachments throughout their 

lifetime.

Ainsworth and associates identified different patterns of attachment in infants 

through the use of a laboratory procedure called the Strange Situation (Ainsworth, Blehar, 

Waters & Wall, 1978). Her continued research in this area emphasized mothers’ 

contributions to the formation of their children’s attachment and the impact on children’s 

overall psychological development. Whereas that research focused on children’s 

attachment to their mothers, other researchers have investigated the emotional bond that 

mothers form towards their infants.

Klaus and Kennell (1976) described the period shortly after birth as a sensitive 

period in which mothers were optimally prepared to form attachments or emotional bonds 

with their infants, a process that has been referred to as bonding. Research found that early 

contact or separation between mothers and their infants affected maternal and child 

behaviors later in life (Klaus, Kennell, & Klaus, 1995). In their research, Klaus and 

Kennell found that experiences during pregnancy also affected maternal bonding. These 

findings supported earlier research that speculated about how psychological processes 

during pregnancy prepare women to become mothers to their children (Deutsch, 1945).

Rubin (1967) continued to research psychological processes mothers experience

during pregnancy and after birth. The resulting theory of maternal role adaptation viewed

mothers’ affectionate attachment to their infants as a process which begins in the prenatal

2
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period. Rubin (1984) provided an in-depth description of the process women move through 

as they take on maternal identities. Pregnancies were seen as a time for women to start to 

become mothers to the child psychologically as well as socially—a process that was 

renewed with each pregnancy. Rubin (1984) stated it was the formation of this particular 

maternal identity that emotionally bound women to their children. This process was 

gradual and developed throughout pregnancy in a systematic and extensive manner.

Later, Muller (1994) used the term “maternal affectionate attachment” to describe 

the unique emotional attachment that women develop towards their infants after delivery.

It has been postulated that the attachment women have for their fetuses during pregnancy 

could be associated with the maternal affectionate attachment they develop toward their 

infants after delivery (Muller, 1996).

Over the past two decades, with the use of ultrasound technology, there has been 

increased interest in further investigating the relationship of mothers to their fetuses 

prenatally (Sandelowski, 1994). For purposes of this paper, the unique affectionate 

relationship women develop towards their fetuses will be referred to as “prenatal 

attachment.” During the 1980s, many research studies attempted to analyze and measure 

the dynamics of the prenatal relationship between women and their fetuses (Carter-Jessop, 

1981; Cranley, 1981; Heidrich & Cranley, 1989; Lerum & LoBiondo-Wood, 1989;

Mercer, Ferketich, May, DeJoseph & Sollid, 1988; Phipps & Zinn, 1986). However, 

inconsistent findings caused nurses and lay people with interest in prenatal attachment to 

question both the research findings and the instruments employed (Muller & Ferketich, 

1992).

In the 1990s different research methodologies, instruments, and populations were

3
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used to examine prenatal attachment further (Bernstein, Lewis & Seibel, 1994; Bloom, 

1995, 1998; Mathews, 1990; Mikhail et al., 1991; Muller, 1993, 1996; Sandelowski & 

Corson Jones, 1995, 1996; Stainton, 1990; Van der Zalm, 1995; Wayland & Tate, 1993.) A 

small number of studies have focused on the impact of high-risk pregnancy on prenatal 

attachment (Damato, 2000; Kemp & Page, 1986; McCain & Deatrick, 1993; Mercer & 

Ferketich, 1994; Stainton, McNeil, & Harvey, 1992). However, in those studies, the 

problems with the pregnancies were due to problems other than fetal abnormalities, such as 

twin pregnancy, premature labor, placenta previa, diabetes, pre-eclampsia, or preterm 

rupture of membranes. When fetal abnormalities were known, the majority of the 

pregnancies resulted in fetal or infant death (Sandelowski & Corson Jones, 1995, 1996). 

Thus, prior to this study, the impact of knowledge of a non-lethal fetal abnormality on 

prenatal attachment remained unclear.

Statement of the Problem 

With the great technological advances that have taken place within the last two 

decades, including the use of ultrasound imaging and genetic testing, there has been an 

increase in the number of prenatally diagnosed congenital and genetic abnormalities 

(Sandelowski & Corson Jones, 1996). Although health care practitioners have gained 

greater awareness that pregnancy is a dynamic state psychologically as well as physically, 

the effect of gaining knowledge of a non-lethal congenital abnormality during pregnancy 

and its impact on prenatal attachment had not been adequately researched.

4
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Purpose of the Study

The purpose of this phenomenological study was to gain an understanding of the 

experience of prenatal attachment during pregnancy with a known, non-lethal congenital 

abnormality. An understanding of the experience provides insight into the dynamics of the 

prenatal attachment process in these pregnancies—pregnancies in which women are 

provided knowledge of non-lethal abnormalities and are faced with the challenge of 

becoming mothers to infants with abnormalities.

Research Question

The research question that guided this study was, “What is the lived experience of 

prenatal attachment during pregnancy with a known, non-lethal fetal abnormality?”

Definitions

Clearly defining the concept of prenatal attachment in reference to the bonds that

women develop toward their fetuses has been problematic and confusing (Muller &

Dzurec, 1993). Part of the confusion stems from the fact that when Bowlby originated the

term attachment, he referred to the feelings and behaviors of children towards their

mothers (Bowlby, 1969). In fact, Bowlby explicitly warned against using this term to

describe the complementary behavior of mothers towards their children, noting the

confusion it would create (Bowlby, 1982). Ainsworth (1993) defined attachment as “an

affectional tie that a baby forms to his mother figure, binding them together in space and

enduring over time” (p. 2). Nonetheless, when Cranley (1981) started to study the

relationship that women develop towards their fetuses, she used the term “maternal-fetal

attachment” (p. 281) and defined it as, “the extent to which women engage in behaviors

5
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that represent affiliation and interaction with their unborn child” (p. 282). Muller (1993) 

subsequently found this definition to be too restrictive, noting that it was based simply on 

behaviors that reflected the relationship. Muller criticized Cranley’s (1981) definition, 

focusing on its failure to take into account the thoughts and feelings of mothers toward 

their fetuses. In contrast, Muller (1993) defined the term “prenatal attachment” as the 

“unique, affectionate relationship that develops between a woman and her fetus” (p. 201). 

This author concurs with Muller and will use her definition of “prenatal attachment” for 

purposes of this paper.

One of the complicating factors in the research of this issue is the lack of an 

adequate term to describe maternal attachment toward an infant after birth that parallels the 

term “prenatal attachment.” Among the terms that have been employed are: “maternal 

attachment” (Bloom, 1995, p. 265), “mother-infant attachment” (Billings, 1995, p. 209), 

and “parental attachment” (Quinn, 1991, p. 394). Some authors still use the term 

“bonding” (Sullivan, 1996, p. 21), even though the theory of bonding as originally 

described is not substantiated. Moreover, bonding is sometimes used inappropriately to 

describe a gradual process. One is then left to question what term should be used to 

describe mothers’ attachment to their infant after delivery. This author has chosen to use 

the term “maternal affectionate attachment,” a term also used by Muller (1994), and 

defined as “the unique, affectionate relationship that develops between a woman and her 

infant and persists over time” (p. 130). This term corresponds well with the term “prenatal 

attachment,” in that it encompasses the uniqueness of each maternal-infant relationship, 

and it addresses the emotional feelings that mothers have for their infants.

6
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Non-lethal fetal abnormality will be defined as a congenital abnormality that, with 

the use of available medical care, is compatible with life, yet may result in serious quality 

of life consequences. These abnormalities include such diagnoses as spina bifida, 

abdominal wall defects, congenital heart defects, cleft lip, or Down syndrome. The 

abnormality will be diagnosed through the use of prenatal diagnostic techniques.

Prenatal diagnostic techniques are procedures performed in the prenatal period that 

have the capability of diagnosing fetal structural and genetic abnormalities. These 

procedures include obstetrical ultrasound, chorionic villus sampling, and amniocentesis.

Assumptions

There are two basic assumptions identified by the research. First, pregnancy is a 

dynamic process psychologically as well as physically. Second, technological procedures 

have the capability to accurately detect congenital abnormalities in-utero.

Significance of the Study

Children with disabilities demand significant caregiving because of the often 

long-term and severe nature of their disabilities (Marcenko & Smith, 1992; McCubbin, 

1989). It has been found that mothers of disabled infants have lower levels of maternal 

attachment behaviors in the neonatal period (Capuzzi, 1989), and that there is a link 

between an increased incidence of child abuse and the presence of disabilities in children 

(Stanton, Seidl, Pillitteri & Smith, 1994). The reasons for this remain unclear.

In her longitudinal ethnographic study carried out in Israel, Weiss (1994) found that

children bom with abnormalities are often rejected by their mothers. She strongly

challenged the notion that mothers have an instinct to love their children unconditionally,

7
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especially in the presence of an abnormality. Weiss (1994) posited, “The congenitally 

deformed infant challenges the tentative and fragile symbolic boundaries between human 

and non-human, natural and supernatural, normal and abnormal” (p. xiii). Consequently, 

the knowledge of a fetal abnormality before delivery could lead to maternal rejection of an 

infant with an abnormality beginning in the prenatal period. Stainton, McNeil, and Harvey 

(1992) found that some women experiencing high-risk pregnancies resisted attaching to 

their fetuses during their pregnancies because of a fear that their child might die. It follows 

that a lack of commitment and prenatal attachment by mothers during pregnancy could 

have long-term effects on mothers’ abilities to meet the many needs of children bom with 

non-lethal congenital abnormalities.

8
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CHAPTER 2 

REVIEW OF LITERATURE

This study investigated the lived experience of prenatal attachment during a 

pregnancy with a known, non-lethal fetal abnormality. A review of theory and previous 

research provided a basis for formulation of the research question. In this chapter, a review 

of the literature will be discussed in a systematic process.

The theories that formed the basis for this research project were attachment theory, 

bonding theory, and psychoanalytic theories of pregnancy, including the psychology of 

women and pregnancy and maternal role adaptation theory. All of these theories address 

some component of the relationship between mothers and their infants, either before or 

after birth. However, each theory utilizes a different perspective on that relationship. This 

review of literature will begin with an overview of these theories and highlight their 

relevance to the current research study.

Next, previous empirical research in the area of prenatal attachment will be 

reviewed, and the state of the development of instruments used to measure these concepts 

will be discussed. Many studies have examined different variables affecting the 

development of prenatal attachment, such as prenatal attachment during normal pregnancy, 

prenatal attachment and relationships with others, prenatal attachment in high-risk 

pregnancy, and prenatal attachment and the use of prenatal testing.

9
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A discussion of research about the impact of abnormalities in infants on maternal- 

infant relationships will provide transition for a discussion of the existing research about 

the impact of prenatal diagnosis of fetal abnormalities on maternal-fetal relationships. This 

review will include a discussion of a preliminary, non-published study by this author that 

examined the lived experience of women who were carrying a fetus with a known fetal 

abnormality. The methods and findings of that study will be described. A description of the 

state of the science prior to this research study will lead to the identification of some gaps 

in knowledge that existed, despite a plethora of research in the area of prenatal attachment. 

In conclusion, this chapter will describe the unanswered or insufficiently addressed issues 

related to prenatal attachment supporting why this study was needed.

Attachment Theory 

Overview

Attachment Theory describes the process through which a child forms attachment 

to a primary caregiver. In his development of attachment theory, John Bowlby (1969,

1982) borrowed from his previous work in ethology (i.e., the study of animal behavior by 

zoologists) and evolution. He stated that when a child is attached to a primary caregiver, 

that child is strongly motivated to seek proximity to, and to maintain contact with that 

specific caregiver, and to do so in certain situations, such as when the child is tired, 

frightened, or ill. This attachment develops slowly over time. The primary caregiver is the 

person who provides the majority of care and affection to the child, and although that 

person may not necessarily be the child’s mother, for purposes of this paper, “mother” will 

be used synonymously with “primary caregiver.”

10
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An attachment behavior is any behavior which a child commonly uses to attain and 

maintain desired proximity to his or her mother. The behavior may be present or absent at 

any specific time. These behaviors include crying, smiling, and calling out. Often, the 

environment influences whether the child exhibits attachment behaviors. Feedback from 

the mother also plays an important part in the development of attachment and influences 

the child’s attachment behaviors. In that way the behaviors of the infant and the mother are 

reciprocal, with the behavior of one influencing the behavior of the other.

Attachment Theory Operationalized 

Attachment theory was operationalized by Ainsworth and colleagues (1978) and 

led to further identification of attributes of the mother and the child that affect attachment. 

Ainsworth defined attachment as the “affectional tie that a baby forms to his mother figure, 

binding them together in space and enduring over time” (Ainsworth, 1993, p. 2). She 

recognized that a child’s attachment to a specific caregiver is not present at birth, but 

develops slowly over the first year of life.

Using a procedure she called the Strange Situation, Ainsworth classified infant 

attachment based on the behaviors of a one-year-old infant during the separation and 

reunion of the infant and his or her mother. The Strange Situation was carried out in a 

series of three-minute episodes (Ainsworth, 1993). First, the mother and her infant were 

left alone in an observation room. Next, a stranger entered the room. During the next 

episode, the mother left the room, leaving the child and the stranger together. After a 

reunion episode, a second separation episode occurred in which the infant was left alone, 

followed by the entrance of the stranger in a few minutes, before the mother returned and

11
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the episode was concluded. The procedure was set up to activate the attachment behavioral 

system, with the highest level of activation expected to occur after the second separation 

and reunion episode.

Having proven to be a very robust procedure for studying infant attachment, the 

Strange Situation has been used extensively in attachment research (Ainsworth, 1990). For 

example, behaviors exhibited in the Strange Situation have been found to correspond with 

the behavioral patterns exhibited between infants and mothers at home.

Ainsworth and associates (1978) placed infants into three different categories based 

on their behavior in the Strange Situation. Group B infants were characterized as securely 

attached. Securely attached infants reacted to separation from their mothers by increasing 

efforts to gain and maintain interaction, proximity, and contact with them, especially when 

they were reunited. However, shortly after being reunited with their mothers, the children 

would settle and play. The children did not exhibit resistance or avoidant behaviors 

towards their mothers.

The infants in Group C were classified as having an insecure-ambivalent or 

resistant attachment style. Although they showed intensified proximity and contact-seeking 

behavior when separated from their mothers, these infants exhibited anger and resistant 

behavior at their reunion and could not be settled by their mothers.

Group A infants were classified as insecure-avoidant. When reunited with their 

mothers, Group A infants showed almost no proximity-seeking or contact-seeking 

behaviors (Ainsworth, 1993).

More recent research using the Strange Situation has found that some infants do not

fall into the A-C classification developed by Ainsworth, and a fourth classification of

12
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infants has been described (Egeland & Sroufe, 1981). Infants classified as falling into 

Group D responded in the Strange Situation as insecure, yet not avoidant or resistant. Their 

behaviors were described as being disorganized and/or disoriented. These infants did not 

resemble each other in a clear pattern, yet as a group, their behaviors lacked clear goals, 

intentions, or explanations (Main & Solomon, 1990). Some of the behaviors they displayed 

in the Strange Situation included contradictory behaviors, confusion or apprehension, or 

incomplete movements or expressions. A history of child abuse and/or neglect has been 

associated with infants classified as having disorganized attachment (Egeland & Sroufe, 

1981).

There has been discussion regarding the extent to which maternal behavior affects 

the child’s development of attachment. Ainsworth (1993) contended that the impact of the 

mother’s behaviors on the child may vary based on the child’s stage of development and 

the specific context of their interaction. Ainsworth concluded that both the mother and the 

infant play an important role in the development of attachment. The response of the mother 

to the infant’s behavioral cues is an important factor as the infant’s attachment develops.

However, Ainsworth stated that in the presence of infant abnormalities or genetic 

defects, the mother’s behavior may have an even greater impact on the development of the 

child’s attachment. She asserted that perhaps in those situations, the mother, in fact, has an 

increased ability to influence the child’s developmental outcome by providing the
i

appropriate mothering behaviors (Ainsworth, 1993). However, Ainsworth postulated that 

the greater the extent to which the child falls short of the mother’s expectations, the less is 

the extent of the mother’s ability to impact the child’s overall development in a positive 

way.

13

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Based on these postulates, Ainsworth believed that mothers should be supported to 

behave in ways that facilitate their positive contribution to the mother-infant interaction. 

Since it is not known whose contribution to the interaction (the mother’s or the infant’s) is 

more important to the development of attachment, one must emphasize the importance of 

reciprocity.

Thus attempts to identify the contributions made by each partner to the interaction 

between them may well have useful implications for infant-care practices, and, in 

the case of deviant infant development, to try to disentangle the direction of effects 

has potentially very practical implications. (Ainsworth, 1993, p. 48)

Maternal Sensitivity

One maternal attribute that has been identified as contributing to the development 

of an infant’s attachment is maternal sensitivity. Ainsworth et al. (1978) defined maternal 

sensitivity as the mother’s ability to perceive and interpret the infant’s attachment signals 

(such as smiling and crying) accurately and to respond to them promptly and adequately. If 

the mother inconsistently responds to the child’s attachment signals, insecure attachment 

may develop. Maternal sensitivity includes a component of maternal attitude, in which the 

mother puts the needs of the infant in front of her own; in addition, there is a component 

that involves the mother’s viewing the infant as a separate human being.

In their meta-analysis reviewing the influence of interventions on maternal 

sensitivity and infant security, van Ijzendoom, Juffer and Duyvesteyn (1995) concluded 

that there was an association between maternal sensitivity and infant attachment. In 

reviewing research that had used preventative or therapeutic interventions in an attempt to

14

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



enhance maternal sensitivity and children’s attachment, van Ijzendoom, et al. (1995) found 

that interventions may be effective in enhancing maternal sensitivity and lead to small 

improvements in the security of the infant’s attachment. However, maternal sensitivity in 

itself was neither necessary nor sufficient to ensure development of secure infant 

attachment.

Using home visit observations, the Strange Situation, and the Adult Attachment 

Interview, Pederson, Gleason, Moran and Bento (1998) classified mother-infant 

interactions as falling into one of three categories: secure relationships, avoidant 

relationships, or ambivalent relationships. They found that mothers in secure relationships 

responded promptly and effectively to their infants’ signals for contact and reassurance. 

The infants showed attachment to their mothers, were comforted by the mothers’ 

responses, and used the mothers as a secure base.

Mothers in ambivalent relationships with their infants were unpredictable. 

Sometimes the mothers were responsive, and sometimes they were oblivious to the infants’ 

signals. The infants’ behavior was irritable, and they sought extensive contact with their 

mothers; however, this contact it did not appear to be comforting for them.

Mothers in avoidant relationships were unresponsive to the signals of the infant and 

were distracted by cognitive tasks. The infants in this relationship were sometimes more 

sociable with the visitors than with their own mothers and did not seek comfort from their 

mothers, even when distressed.

Mothers in secure relationships with their infants as evaluated by the Strange 

Situations were also more sensitive to the infants’ interactions at home. In contrast,

mothers in non-secure relationships were less sensitive to the infants’ signals at home.

15
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In concluding this discussion of attachment theory, it is important to address the 

question of what affects the development of secure infant attachment. Bowlby (1982) 

emphasized the mother-infant interaction, noting that children who have supportive and 

encouraging mothers or caregivers gain a sense of self-worth and build a positive model 

for future relationships. This sense of self-worth helps children form confidence for 

exploring their world and dealing with it effectively. Therefore, these early patterns of 

thought and feeling are built into the personalities of the children. On the other hand, 

children who do not experience these positive interactions are set up to have personality 

structures less resilient to environmental influence and more vulnerable to insult.

Ainsworth (1993) asserted that both mothers and infants are important in the 

development of attachment. She stated that evolutionary processes have led to pre-adaptive 

behaviors of mothers and infants that result in protection of the infant. Her bias was that in 

the absence of gross anomalies, mother-infant interactions proceed along this pre-adapted 

course. One important maternal behavior is responsiveness to infants’ cues. Additionally, 

Ainsworth suggested that in the case of abnormal infants, mothers may have a greater 

impact on the extent to which the abnormality causes developmental delays in their 

children. In other words, mothers may be able to buffer the effect of the abnormality if they 

modify their behaviors to their infants, responding appropriately to their infants’ cues.

Recognizing the importance of the interaction between infants and mothers,

Bowlby described this relationship as one in which both parties are “bonded” (Bowlby, 

1982, p. 377). This introduces another important theory, bonding theory, which describes 

the development of the mothers’ emotional bond towards their newborn infants.
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Bonding Theory

Bonding theory further examines the relationship between the mother and the child, 

this time with the focus on the mother’s emotional bond to her newborn infant and the 

issues that affect that bond. Critiques of this theory reveal threats to its validity, yet 

bonding theory has affected medical and nursing practice and guided further research into 

the psychological processes of mothering.

Klaus and Kennel, two pediatricians, have been credited with developing bonding 

theory. Bonding is a process in which the mother forms a close affectionate attachment to 

her infant soon after birth (Klaus & Kennell, 1976; Myers, 1984). Bonding theory 

describes a critical period in the first minutes and hours after birth in which close contact 

between the mother and her infant is necessary for optimal bonding to occur. The theory 

postulates that the mother shows species-specific responses to her infant when she is first 

given the infant, and that reciprocal interactions between the mother and the infant draw 

the mother into an emotional bond. Bonding theory states that early events, such as 

witnessing the birth, have long-lasting effects on the mother’s feelings toward her infant. 

According to bonding theory, a woman who watches the birth process becomes more 

strongly bonded to her infant. In contrast, a woman who does not see the birth of her child 

or who is separated from her newborn is unable to interact with her infant during this 

critical period and therefore lacks the opportunity to bond to the infant. It was 

hypothesized that this lack of bonding can lead to less effective mothering in the future 

(Schaffer, 1998).

Research by Klaus et al. (1972) supported bonding theory. In one study, these

researchers compared two groups of mothers. The first spent a relatively short time in
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physical contact with their infants during the first few days of life; the second group was 

given an additional 16 hours of contact with their infants during those first three days. 

Observations made when the infants were one month old revealed that the mothers with 

extended contact maintained greater proximity to the infants, exhibited more soothing 

behaviors towards their infants, had more eye-to-eye contact with their infants, and were 

more successful in breastfeeding. At one year, similar behaviors continued to be observed. 

At two years, the mothers in the early contact group used different language with their 

children, which included fewer commands and asking twice the number of questions 

(Kennell, 1975). Klaus and Kennell concluded that the mothers who were able to spend 

more time with their infants were more caring and more responsive to their children.

Critique o f Bonding Theory 

In the 1970s and 1980s, information based on bonding theory led to changes in 

hospital practices which encouraged mothers to breastfeed, allowed fathers to observe the 

birth of their children, and permitted both mothers and fathers to spend more time with 

their children after birth. Nonetheless, bonding theory soon came under scrutiny by other 

researchers as they attempted to validate the long-term effects of early and extended 

contact between mothers and their newborns (Billings, 1995). Several threats to validity 

were identified, including lack of randomization and control.

In an attempt to validate Klaus and Kennell’s findings, Svejda, Campos and Emde 

(1980) randomly assigned 30 mothers and their babies to two groups of either routine care 

or a program of care involving extended contact between the mother and infant during the 

first 36 hours of life. Procedures were instituted that blinded the observers to the group to
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which the mothers were assigned. The group with routine care were with their babies for 5 

minutes after birth and then for approximately 30 minutes at feeding times. The women in 

the extended contact group were with their infants for 15 minutes immediately after 

delivery, then another 45 minutes a little later. They spent 90 minutes with their babies at 

feeding times. The women were scored on 28 different response measures based on 

videotaped interactions 36 hours after birth and during breastfeeding. There were no 

differences in the groups regarding maternal behaviors towards their infants.

Schaffer (1998) reviewed several other studies done throughout in the late 1970s 

and early 1980s that also found no long term differences in bonding behaviors of mothers 

towards their infants based on the amount of mother-infant contact between them during 

the first few days of life.

Therefore, bonding theory as it was originally described has not been supported 

through further research. Furthermore, Billings (1995) noted that the theory has, in fact, 

potentially contributed to inappropriate evaluation of mother-infant interaction, by 

focusing too narrowly on mothers’ behavior during a short period of time. However, 

bonding theory, when used with a broader perspective and in conjunction with other 

factors such as parenting, family environment, and infant temperament, may assist 

researchers in further exploration of mothers’ relationship towards their infants.

Attachment Versus Bonding 

Myers (1984), in her review of studies examining bonding theory, noted the 

dangers in mixing the terms “bonding” (p. 245) and “attachment” (p. 245). It must be 

emphasized that attachment as described by Bowlby is a term that refers to the emotional
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bond of the infant to the mother. The infant exhibits attachment behaviors that have the 

goal of bringing the mother into proximity to the infant (e.g., crying, calling, sucking, and 

distress at separation). Ainsworth (1993) defined attachment as a unique relationship 

between two people that is specific, develops gradually over the first year, and endures 

over time and distance.

In contrast, the term “bonding” is used to describe a rapidly occurring process in 

which the mother forms an affectionate tie toward the infant shortly after birth. According 

to bonding theory, this process is enhanced by early and extended contact between the 

mother and the infant, especially when such contact involves skin-to-skin contact, face-to- 

face visualization, and breastfeeding. Although both attachment and bonding depend on 

some reciprocal interactions between the mother and the infant, the terms are different and 

should not be used interchangeably.

Psychoanalytic Theories of Pregnancy 

Psychology o f Women and Pregnancy 

During the course of their investigations, Klaus and Kennell (1976) recognized that 

the mother’s pregnancy experiences influence the bonding process. In fact, they stated that 

the bonding process begins during pregnancy with fantasies of the child. Psychoanalytic 

theorists in the 1940s, referring to the psychology of women and pregnancy, had 

previously asserted that fantasies during pregnancy impact the relationship between the 

mother and her infant. Deutsch (1945) theorized that humans, as complex social 

organisms, develop protective mechanisms that provide greater protection for their 

offspring than do other animals since humans need more care for a longer period of time
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after birth. These protective mechanisms lead to psychological, as well as physiological 

relationships between the mother and her infant. There are two different processes—an 

instinctual physiological process and a psychological process—both of which serve a 

protective function for the offspring.

During pregnancy, there is a strong association between the emotions of the 

woman, the woman’s fantasy about the child, and the complaints of physical discomfort by 

the woman. The woman’s emotions during pregnancy may include anger, self-punishment, 

or fear; the more dramatic the emotions, the more physical complaints the woman has. 

There is also an intensified introversion with an acute awareness of the reality; those 

women who are not satisfied with the reality have a greater tendency to turn toward 

fantasy. The psychological process of pregnancy directs the mother’s thoughts toward her 

future child and her own mother, so the relationship the woman has with her mother is very 

important to the process of pregnancy. A negative relationship with her own mother can 

even lead to a negative pregnancy outcome. Also, the relationship the mother has with the 

father of the baby lays the groundwork for the parent-child triangle.

According to Deutsch (1945), the changes of pregnancy are gradual. The 

narcissism of pregnancy erases the boundaries of the mother and the child; thus with the 

birth of the child, the child object becomes loved as part of the mother. Although 

Deutsch’s premises are no longer thought to be valid, they nonetheless began the 

investigation into the psychological process of the woman during pregnancy.

Maternal Role Adaptation 

The psychology of the mother during pregnancy was further explored by Rubin

21

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



(1967,1975,1984). Rubin’s description of maternal adaptation resulted from the analysis 

of observations made on over 6,000 women. The development of the theory of maternal 

role adaptation provides an in-depth description of the process through which a woman 

moves as she takes on a maternal identity. Pregnancy is viewed as a period for becoming 

the mother psychologically as well as socially—a process that is renewed with each 

pregnancy. Rubin (1984) stated that it is the formation of this particular maternal identity 

that attaches the mother to the child.

Rubin (1984) believed that through the accomplishment of self-assumed 

psycho-social tasks of pregnancy, the woman conserves the systems of self and the family 

while assimilating and accommodating the new person into those systems. Rubin (1984) 

described four different interdependent tasks: (a) seeking and ensuring safe passage; (b) 

assuring acceptance of the child by significant others; (c) binding-in; and (d) giving of 

oneself. These tasks are addressed concurrently and equally “somewhat as in weaving a 

tapestry, where one area is developed to a point, then each of the other areas are brought 

forward, so that the whole piece is even along the three trimesters of pregnancy” (Rubin, 

1984, p. 145).

The first task identified by Rubin (1984) is defined as seeking and ensuring safe

passage. Although the woman is focused on concern for her own safety during the first

trimester, during the second trimester, she becomes very aware of the child through

quickening. The degree of prenatal attachment increases, and the woman becomes more

concerned about the protection of the unseen child. It is this increased prenatal attachment

to the child that motivates the woman to seek prenatal care in a variety o f forms, including

medical attention, books, and magazines. In the third trimester, the mother’s concern is for
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herself and the baby as one unit. The woman recognizes that what affects her, affects her 

baby, and there is a heightened sense of awareness to danger. Labor and delivery represent 

a condensed episode of all concerns regarding safe passage. False labor symbolizes that the 

woman is attending to unfinished psychosocial tasks of pregnancy.

The second task of pregnancy is acceptance of the child by significant others.

Rubin (1984) stated that in order for the mother to sustain the energy to accomplish all 

other tasks, she needs to believe that the child is being accepted by significant others; 

therefore, this task is very important. Acceptance by others focuses on the social and 

physical accommodations that will be required by the family involved. It is a period of 

realigning relationships both inside and outside the family. Within this realm of 

acceptance, there is the concern by the woman during the beginning of the third trimester 

that the child may be the wrong sex (if one sex is preferred), or have a deformity, and 

therefore not be accepted by others. The possibility of rejection of the child by significant 

others implies the potential rejection of herself. Therefore, the third trimester is a time of 

intense feelings of vulnerability and sensitivity on the part of the mother.

Binding-in is the third task described by Rubin (1984). It is during this task that the

woman incorporates the pregnancy into her self-system. During the second trimester, when

the woman experiences significant changes due to quickening, or fetal movement, she

starts to perceive the fetus as a separate human being. Rubin described the binding-in

process as the formative process o f the mother-child relationship. Fears, wishes, and

motivation can influence the rate and extent of binding-in (Rubin, 1975). Both the fetus

and the environment provide input into the process of binding-in during the pregnancy.

Along with a hormonally-mediated psychological boost, the woman experiences a sense of
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goodness and self-respect that is associated with the fetus and enhances the binding-in 

process.

The fourth task of pregnancy is giving of oneself. During the first trimester of 

pregnancy, the woman goes through an assessment of the demands the pregnancy and 

future infant will place on her. The meaning of giving becomes the focus for the woman 

during the second trimester. As she begins to see that she is giving of herself, she 

recognizes giving of oneself as a gift. Toward the end of the third trimester, the idea of all 

she will have to provide for the infant may at times seem overwhelming to the woman; 

however, the idea of continuing the pregnancy is the motivation for willingly giving in to 

the process of labor and delivery. According to Rubin (1984), it is these four tasks which 

form the foundation of becoming a mother to each child.

Empirical Research on Prenatal Attachment

Discussion of the psychological processes of pregnancy led researchers to examine 

components of that process in the prenatal period, including the prenatal attachment 

mothers form to their fetuses. Advances in research and technology over the past twenty 

years have given parents more information about their developing fetus. Both the scientific 

and lay literature have questioned the impact of such knowledge on mothers’ attachment to 

their fetuses and, ultimately, to their infants. Researchers interested in studying this impact 

developed research instruments to measure prenatal attachment. Those instruments include 

the Maternal-Fetal Attachment Scale and the Prenatal Attachment Inventory.
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Development o f  Instruments

Maternal-Fetal Attachment Scale (MFAS)

Cranley (1981) conducted a research study in which she developed the Maternal-

Fetal Attachment Scale to measure maternal-fetal attachment. Matemal-fetal attachment

was defined as “the extent to which women engage in behaviors that represent an

affiliation and interactions with their unborn child” (Cranley, 1981, p. 282). The tool was

developed in consultation with prenatal education instructors and other clinicians who

reported a list of statements that mothers frequently made about themselves and their

fetuses. These statements were then organized into subscales based on content. The tool

was reviewed by a group of pregnant women for understanding and clarity. The original

tool consisted of 47 statements in six categories that were rated on a five-point scale.

The study sample consisted of two groups of women, the majority of whom were

white and married. The first group (n = 41) was enrolled in prenatal classes, and the second

group was recruited in a private obstetrician’s office. Women in both groups were

interviewed between 35-40 weeks of gestation and then again three days post-partum.

Participants were asked to complete the questionnaire that had been developed by the

investigator. An item analysis was performed on their responses. Thirteen items and one

entire subscale were eliminated for “logical or empirical reasons or both” (Cranley, 1981 p.

282). The Cronbach’s alpha coefficient on the remaining 24-item tool was 0.85, reflecting

high internal reliability. The coefficient alphas on the subscales ranged from 0.52 to 0.73,

which is a moderate measure of reliability. Validity of the scale was tested by correlating

the subscales to the total score on the tool. The correlations were positively associated (r

=.61 -.80), and therefore were considered valid. The investigator concluded that the results
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of this study supported a finding that women engage in matemal-fetal attachment 

behaviors towards their fetuses. Cranley suggested that future research needed to 

investigate the impact of prenatal attachment on subsequent matemal-infant interactions 

and attitudes.

The MFAS is the tool used predominately throughout the nursing literature to 

measure matemal-fetal attachment. Some slight modifications have been made for some 

studies at the suggestion of Cranley; however, this instrument is still frequently used for 

measuring matemal-fetal attachment. Nonetheless, some investigators have expressed 

concerns regarding the strength of the reliability and validity of the MFAS (Muller & 

Ferketich, 1993). Muller and Ferketich (1992) examined the construct validity of Cranley’s 

MFAS through secondary analysis of data from a study by Mercer et al. (1988). In that 

study, the sample consisted of a random subset of 40 adults (20 men and 20 women) from 

365 available low-risk subjects. The qualitative analysis generated five different categories 

or themes from the statements parents made regarding their fetuses. Muller and Ferketich 

(1992) then compared those categories to the different dimensions in the MFAS. Although 

they agreed with Cranley that prenatal attachment is a multidimensional construct, Muller 

and Ferketich concluded that the MFAS needed to be expanded in order to represent the 

dimensions of prenatal attachment fully.

Muller and Ferketich (1993) also performed a factor analysis of the MFAS. This

factor analysis revealed questionable validity o f the MFAS subscales and the

conceptualization of the dimensions on the MFAS. Based on the factor analysis, Muller

suggested modifying the MFAS in the following manner: eliminating redundant or

similarly worded items between which women did not differentiate; rewording some items
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for clarification; and eliminating items that did not load any of the factors and therefore did 

not add valuable information. This analysis also reflected the inappropriateness of using 

the subscales independently.

Prenatal Attachment Inventory

After identifying weaknesses in the MFAS, Muller developed her own instrument 

to measure prenatal attachment—the Prenatal Attachment Inventory, or PAI (Muller,

1993). Since Muller believed Cranley’s definitions of matemal-fetal attachment did not 

include feelings of affection as a dimension of attachment, Muller defined prenatal 

attachment as the “unique affectionate relationship that develops between a woman and her 

fetus” (Muller, 1993, p. 201). In her dissertation research, Muller developed a model based 

on research and theory in the area of prenatal attachment. This model then served as the 

basis for testing the PAI. Based on prenatal attachment and pregnancy adaptation literature, 

Muller developed 48 potential statements regarding women’s behaviors and attitudes 

towards their fetuses, resulting in the 29-item PAI (Muller). The instrument was modified 

after review and input from a panel of 11 theoreticians, clinicians, nurses, and pregnant 

women.

Muller (1993) then tested the tool by having 310 low-risk well-educated pregnant 

women complete that tool and other tools used to validate her theoretical model regarding 

prenatal attachment (e.g., Cranley’s MFAS, a pregnancy adaptation tool, and a marital 

satisfaction instrument.) The constmct validity of the PAI was tested by correlating the 

scores on the PAI to scores on instruments measuring other constructs in the model. The 

PAI and MFAS scores strongly correlated (r =.72, p< 0.1). Also, the PAI score was
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positively correlated with the measurement of overall pregnancy adaptation (r = -0.25, p, 

0.1), as predicted by the model. However, neither the PAI nor the MFAS correlated with 

marital satisfaction as postulated in the model. Muller suggested the model may require 

further modification to include other variables that may affect the relationship between 

prenatal attachment and marital satisfaction. Internal reliability of the PAI was strong, with 

a Cronbach’s alpha coefficient of 0.81. Muller thus concluded that the PAI was an 

appropriate instrument to use as an alternative to, or in conjunction with, the MFAS when 

measuring a prenatal attachment in pregnancy.

Prenatal Attachment and Other Variables 

Prenatal Attachment In Normal Pregnancy

With the development of instruments to measure attachment during pregnancy, 

numerous studies began to examine variables potentially impacting prenatal attachment. 

Lerum and LoBiondo-Wood (1989) examined the effect of several variables on prenatal 

attachment, including maternal age, experience of quickening, and physical symptoms 

during pregnancy. In their convenience sample of 80 low-risk women from the Midwest, 

these researchers found there was a significant correlation between prenatal attachment as 

measured by the MFAS and the experience of quickening. Other variables that correlated 

with MFAS score included the degree and frequency of fetal movement, maternal income, 

and having an ultrasound during pregnancy. Age and the presence of physical symptoms of 

pregnancy did not correlate to levels of attachment. Gestational age was not controlled for 

in the analysis. These findings supported the findings of Rubin (1984) and Klaus and 

Kennell (1976) that quickening impacts the prenatal attachment.
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Gestational age did correlate with increasing prenatal attachment in a study by 

Grace (1989). In a sample of 69 pregnant women, the majority of whom were white and 

middle class, the MFAS was again used to measure prenatal attachment. The internal 

consistency of the scale as measured by Cronbach’s alpha was .86, .86 and .91 at 12, 16 

and 36 weeks, respectively. The study found that the MFAS overall score and the scores on 

the subscales increased with advancing gestational age, although the slope of increase in 

MFAS scores varied among the women.

Taking a qualitative approach, Stainton (1990) performed a grounded theory study 

examining the interaction between parents and their fetuses. Stainton’s questions were 

designed to elicit the parents’ description of their awareness of their fetus. Questions 

included, “What do you know about your baby now?,” “How do you know that?,” and 

“When does the baby do that?” (Stainton, 1990, p. 92). Stainton concluded that couples 

interact with their fetuses and gain sensory data about their fetuses while in- utero. The 

parents’ awareness was categorized into four different levels. Those levels were (a) 

awareness of the fetus as an idea; (b) awareness of the fetus’s presence; (c) awareness of 

specific fetal behaviors; and (d) awareness of the interactive ability of the fetus. This 

awareness was not necessarily acquired sequentially.

Not all the women in the study attained this fourth stage of awareness. Nonetheless,

follow-up testing supported that all parents achieved a healthy maternal attachment to their

infants post-natally, despite their level of awareness of the fetuses pre-natally. The

instruments Stainton used for assessing this attachment (as she called it) were not

described. The author concluded that these four levels of awareness fit under Rubin’s

(1975,1984) third task of pregnancy—binding-in to the fetus—and were phases of gaining
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a sense of the fetus as a separate presence. She emphasized that the process of prenatal 

attachment is based on a combination of maternal characteristics and experiences. She 

proposed that the level of parental awareness of their fetus during pregnancy that results in 

healthy maternal affectionate attachment is still unknown.

Prenatal Attachment During Pregnancy and Relationships With Others

Wayland and Tate (1993) studied 61 women from Mexican-American, African- 

American, and Caucasian cultures and measured prenatal attachment and its correlation to 

the women’s relationship with their own mothers. The relationship the women had with 

their mothers was measured using the Relationship with Mother Scale (RELMO), which 

was a five-point scale developed for this study based on the author’s review of literature. 

The findings reflected that the Caucasian adolescents had significantly higher mean scores 

than the Mexican-American adolescents on the MFAS, and that matemal-fetal attachment 

scores correlated to RELMO scores. Prenatal attachment also correlated with marital 

status, gestational age, frequency of visits with the baby’s father, and close relationship 

with the baby’s father, findings that supported the hypothesis that strong prenatal 

attachment may correlate to the quality of relationships throughout the life span.

In her investigation of prenatal attachment and its correlation to pregnant women’s 

relationship with their mothers and their husbands, Zachariah (1994) found that although 

mother-daughter attachment scores correlated with husband-wife attachment scores, 

neither mother-daughter nor husband-wife scores correlated significantly with MFAS 

scores. MFAS scores did correlate positively with gestational age.
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In contrast with the theory of maternal role adaptation, which suggests that a 

woman’s relationship with others can influence prenatal attachment (Rubin, 1984) these 

findings produced inconsistent results. Further research in this area is needed.

Prenatal Attachment In High Risk Pregnancy

In an investigation of the impact of high-risk pregnancy on the development of 

prenatal attachment during pregnancy, Kemp and Page (1986) compared the MFAS scores 

for two groups of women: those experiencing a high-risk pregnancy (n=32) and those 

experiencing a low-risk pregnancy (n=53). The high-risk pregnancy diagnosis was not for 

fetal abnormality, but due to other types of complications (e.g., diabetes, pre-eclampsia, 

premature labor, or placenta previa). Most the women were Caucasian and married, 

although there was a proportionately high number of African-American women in the 

high-risk group. The women completed the MFAS at approximately 28-29 weeks 

gestation. The results of the two-tailed t-test indicated no significant differences between 

the low-risk and high-risk groups on matemal-fetal attachment scores.

Mercer et al. (1988) undertook a large study to examine correlates with prenatal 

attachment using the MFAS. Their sample included 153 high-risk women and 128 low-risk 

women in the second trimester. High risk complications included premature labor, 

premature rupture of membranes, pre-eclampsia, Rh incompatibility, and bleeding. In 

addition, a small percentage of women were categorized as high-risk based on chronic 

medical conditions, such as asthma, diabetes, and renal disease. The researchers used 

structured interviews, the MFAS, and a battery of 13 other tools to measure issues such as 

adaptation to pregnancy, social support, self-esteem, depression, and pregnancy risk.
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Similar to Kemp and Page (1986), Mercer et al. found no differences in MFAS scores 

between the high-risk and low-risk groups, again suggesting that prenatal attachment 

continues despite the presence of high-risk pregnancy complications.

Bernstein, Lewis, and Seibel (1994) looked at infertility history and its effect on 

prenatal attachment. Using both quantitative and qualitative methods, they examined the 

differences in pregnancy behaviors between previously infertile women and never infertile 

women and the possible effects of fertility status on the following variables: adaptation to 

pregnancy, self-concept, coping, and prenatal attachment. The researchers used interviews 

and the MFAS and found no significant difference in prenatal attachment between the two 

groups of women.

Adolescence has been viewed as a high-risk variable due to the young women’s 

physical and emotional immaturity. Prenatal attachment of adolescent mothers toward their 

fetuses was examined by Bloom (1995). Ninety-seven adolescents were originally enrolled 

in this study in their first trimester. Follow-up data were gathered during the second 

trimester (n=64), third trimester (n=54), and after delivery (n=49). The adolescents 

completed the MFAS at all testing times, and mother-infant interactions were observed 

post-natally. Of the 49 adolescents who completed all three prenatal questionnaires, only 

six (12%) had a completely uncomplicated pregnancy. The overall analysis of the scores 

on the MFAS revealed moderate prenatal attachment in this population. The total MFAS 

score in the third trimester was positively correlated with the number o f affectionate 

behaviors observed after delivery, suggesting that prenatal attachment during pregnancy 

correlated to maternal affectionate attachment after delivery. However, this study
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exemplifies some of the difficulties in studying adolescents: their high rate of pregnancy 

complications and high rate of study mortality threatens reliability.

One phenomenological study examined the experience of women who had a 

high-risk pregnancy or an infant in the Neonatal Intensive Care Unit (NICU) after delivery 

(Stainton, McNeil, & Harvey, 1992). The 27 participants in this study fell into three 

subgroups. Two groups were women who were experiencing a high-risk pregnancy: one 

group was made up of in-patients, and one group was made up of out-patients. The third 

group was made up of mothers who had infants in the NICU. For participants who were 

pregnant, interviews were started at varying gestational ages, ranging from 5-32 weeks 

gestation. For participants who had already delivered, interviews started within one week 

of delivery of a high-risk infant. The women were interviewed regularly until six months 

postpartum or until their infants were discharged from the NICU. The leading interview 

question was, “What has this (situation) been like for you?” (Stainton, McNeil & Harvey, 

1992, p. 115). Although the women were also asked to keep diaries, only one kept an in- 

depth diary; and two women made sketchy records. Interviews and diaries were analyzed 

using hermeneutic methods of interpretation, looking for common meaning and range of 

human responses. The outcome of the study was a description of the developmental tasks 

of uncertain motherhood. In the early phase of thematic analysis, the researchers found that 

the developmental tasks as described by Rubin (1975) were evident in the women’s 

experiences; however, the tasks were somewhat altered by the high-risk situation.

One such alteration in the developmental tasks took place during the phase of

binding-in. Some women in this study had experienced a high-risk pregnancy in the past

and described an attempt to protect themselves from “binding-in” or attaching to this
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pregnancy in an effort to avoid grief. These women stated that as the pregnancy continued, 

it became increasingly difficult to avoid prenatal attachment to the fetus. Some women 

described interaction with the fetus, who, as an active participant, responded to the 

women’s voices. The binding-in process was strengthened by seeing and touching the 

infant after birth, despite the challenges of the high-risk situation. The authors stated these 

findings supported Rubin’s (1984) theory of the developmental tasks of pregnancy, with 

slight differences surrounding the high-risk issues, and validated its use in the clinical 

setting.

Another study examined prenatal attachment in twin pregnancies (Damato, 2000).

Twin pregnancies are considered high risk because of the high incidence of complications.

The purpose of this study was to describe prenatal attachment to twin fetuses and to

examine any differences in prenatal attachment to one twin or the other. Two hundred and

fourteen women completed the PAI for each twin. Questionnaires were distributed through

twins clubs nationally, and 26% of the questionnaires were returned. The sample was made

up mainly of married, well-educated white women between 11 and 40 weeks gestation

(mean gestation was 26.38).The gestational age and fetal movement had a low but

significant correlation with prenatal attachment scores. The women rated higher scores on

the PAI for Twin B as compared to the PAI scores for Twin A (p=.002). However, the

actual difference in scores was small and therefore probably not clinically significant

(mean score for Twin A = 60.05, mean score for Twin B = 60.61). The MFAS was used as

an additional measure of prenatal attachment and showed no difference in scores for Twin

A or Twin B. The author postulated that the higher PAI scores for Twin B may be due to a

treatment effect, since the mother filled out tools for Twin A first; or they may be higher
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because Twin B is higher in the abdomen, and therefore the mother perceives more 

interaction with Twin B. In examining this study, it should be noted that the sample for this 

study was self-selected and lacked cultural and racial diversity.

Prenatal Attachment and Use o f Prenatal Testing

As technological developments and procedures have provided an alternative 

method for perceiving the fetus as a separate being prior to the perception of fetal 

movement, several studies have examined the use of these procedures on the pregnancy 

experience and the development of prenatal attachment. In the United States, it is currently 

routine for pregnant women to receive some type of prenatal testing or screening during 

pregnancy (Kenner & Dreyer, 2000). Commonly used technological procedures fall into 

four categories: ultrasound, amniocentesis, chorionic villus sampling or maternal serum 

screening.

Ultrasound is commonly used in pregnancy as a standard method of evaluating 

gestational age and fetal well-being. The ultrasound procedure is believed to be safe, and it 

is non-invasive (Kenner & Dreyer, 2000). An ultrasound is performed routinely during the 

second trimester of pregnancy, however, it can be done any time during pregnancy.

Amniocentesis is a procedure that involves withdrawal of amniotic fluid through a 

needle inserted through the abdominal wall and into the uterus with the guidance of 

ultrasound imaging. This procedure is performed at approximately 16-20 weeks when used 

for routine chromosome analysis (Kenner & Dreyer, 2000). However, it can be done later 

in pregnancy, and it is frequently used in the event of the diagnosis of a congenital 

abnormality in order to rule out any underlying chromosomal abnormality. The results of
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the chromosome analysis take approximately 7-10 days to report to the patient. DNA 

analysis that reveals certain types of genetic diseases can be performed on specimens 

obtained with amniocentesis.

Chorionic villus sampling involves trans-vaginal or trans-abdominal sampling of 

the gestational chorionic villi. This procedure is done at approximately 8-12 weeks 

gestation. Although the procedure is not particularly uncomfortable, it does involve 

insertion of a vaginal speculum while the women’s bladder is full and passing a small 

catheter through the cervix with guidance from an ultrasound image (Kenner & Dreyer, 

2000). The chromosome analysis takes about 10 days to process and report to the woman. 

DNA analysis of the specimen can also be done with this procedure.

The maternal serum screening test is a blood test done on a sample of maternal 

blood and is used to screen for certain fetal abnormalities, including spina bifida and Down 

syndrome. There is a high false positive rate for this test, meaning that the test is often 

positive even when there is not a problem with the fetus. A positive test result requires 

further testing to make a final diagnosis (Alteneder, Kenner, Greene, & Pohorecki, 1998).

In examining the impact of amniocentesis on pregnant women’s mood states,

attitudes towards pregnancy, and prenatal attachment, Phipps and Zinn (1986) had two

groups of participants (women having an amniocentesis and women not having an

amniocentesis) complete questionnaires at three different times. The questionnaires

included the Profile o f Mood States scales, the Maternal Attitude of Pregnancy Instrument,

and the MFAS. The groups undergoing amniocentesis completed questionnaires after

genetic counseling, after amniocentesis, and one week after communication of results of

their amniocentesis. The control group completed the questionnaire at approximately the
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same gestations as the experimental group. Results demonstrated that the groups did not 

differ in their attitudes toward the pregnancy. The amniocentesis group showed lower 

MFAS scores at the first two testing times, prior to receiving the results of the 

amniocentesis. However, this group showed greater relative increase in MFAS scores from 

the third to fifth month of pregnancy, suggesting that women undergoing amniocentesis 

may delay their prenatal attachment to the fetus until after receiving the test results. 

Nonetheless, the procedure may ultimately facilitate prenatal attachment. The major 

limitation of this study is that the amniocentesis group was on average significantly older 

than the control group (35.6 years versus 29.9 years). The impact of the age difference 

between the groups on the study results is unknown.

Heidrich and Cranley (1989) examined the relationship between ultrasound scans

and amniocentesis on prenatal attachment, using a convenience sample of 91 women in

their second trimester, most of whom were married and educated. There were three groups

of women: one group of women planned to have amniocentesis because of their advanced

maternal age (n=19), one group of women planned to have an ultrasound in order to

estimate their gestation age (n=37), and the control group had no procedures (n=35). The

women completed the MFAS and the Perception of the Fetus (POF) at Time 1

(approximately 16 weeks gestation) and Time 2 (about 20 weeks gestation or after the

results of the amniocentesis). At Time 1, women were divided between those who felt fetal

movement and those who had not yet felt fetal movement. Results positively related

MFAS scores to feeling fetal movement earlier in pregnancy, regardless of the procedures

the women received in pregnancy, thus supporting Rubin (1984) and Klaus and Kennell

(1976) that quickening enhances prenatal attachment. There were no differences between
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mean scores of the three groups during Time 2, although MFAS scores were higher for all 

groups at Time 2 as compared to Time 1. MFAS scores for the amniocentesis group were 

significantly lower at Time 1 when compared to the other two groups, supporting the 

hypothesis that women experienced less prenatal attachment to their fetuses prior to 

receiving the amniocentesis results.

Kolker and Burke (1993) reported on a study in which they interviewed women 

who had undergone either chorionic villi sampling or amniocentesis to provide them with 

information about their fetus. The researchers found that women undergoing chorionic villi 

sampling (which is performed at approximately 8-12 weeks gestation) reported remaining 

detached from the pregnancy until they received the test results. Those women who 

underwent amniocentesis (which is performed at approximately 16 weeks gestation) 

reported more awareness and acknowledgment of the pregnancy. The researchers 

concluded that bonding (as they referred to it, even though it took place during the prenatal 

period) had taken place to a lesser extent at the time of the chorionic villi sampling as 

opposed to an amniocentesis and proposed that this resulted in less conflict for women 

who discovered an abnormal fetus and made the decision to abort the pregnancy. However, 

the researchers pointed out that “paradoxically, then, the attention focused on the early 

pregnancy by the diagnostic procedures proves more intimate awareness of the fetus as a 

separate being, highlights parents’ hopes and fears and enhances bonding” (Kolker & 

Burke, 1993, p. 519).

Black (1992) studied the experiences of women who underwent prenatal diagnosis

due to an increased risk of having a child with a serious defect and later lost the fetus due

to spontaneous abortion or elective termination after abnormal test results. The researcher
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interviewed 105 women 1-2 months after the pregnancy loss. The women were mainly 

white, married, and well-educated. The majority (60%) reported that seeing the ultrasound 

of their baby had made them feel closer to their baby, and 44% believed that seeing the 

ultrasounds made it more difficult to cope with the eventual loss of the fetus. Only 9.9% 

thought that seeing the ultrasound had made it easier to cope with the loss of the 

pregnancy. Many of the women described the ultrasound as an image that reinforced their 

acceptance of the pregnancy and made the realization of pregnancy stronger. Some women 

who described trying to distance themselves from the pregnancy due to the risk of a 

genetic defect said that seeing the fetus on ultrasound removed their cautious distancing of 

feelings towards the fetus. Other women in the study stated that since the ultrasound had 

shown them the reality of the fetus, it created more painful feelings after the pregnancy 

was lost. These findings support the proposal by Kolker and Burke (1993) that 

technological procedures are impacting prenatal attachment by emphasizing the presence 

of the fetus as a separate being.

Alteneder, Kenner, Greene, and Pohorecki (1998) examined the lived experience of 

pregnant women who underwent prenatal screening and found that they were challenged 

by the ethical and emotional dilemmas presented to them by the use of screening 

technology. Women who had abnormal maternal serum screening tests were interviewed 

about their experience of pregnancy after hearing of the abnormal result. Although later 

tests did not confirm a fetal abnormality, a description of the experience reflected that the 

women’s initial reaction to the abnormal screening result was one of fear and anxiety. This 

was followed by an attempt to seek support from a variety of resources, and then a delayed
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anxiety reaction while waiting for the results of more definitive diagnostic tests, such as an 

amniocentesis.

Having examined the effect of undergoing some type of prenatal testing, the next 

section will review the few studies that have examined the impact of finding out about a 

fetal abnormality during pregnancy through the use of prenatal testing. First, however, a 

review of research regarding relationships between mothers and their children bom with 

congenital abnormalities will lay the foundation for questioning the impact of prenatal 

diagnosis of such abnormalities on prenatal attachment.

Impact of Infant or Fetal Abnormalities 

Impact o f Abnormalities in Infants on Maternal-Infant Relationships

In her book, Conditional Love: Parents’ Attitudes toward Handicapped Children 

(1994), Meira Weiss challenged the notion that a mother’s love for her child is 

unconditional. The book described the findings of Weiss’ extensive anthropological 

longitudinal study that examined relationships between parents and their handicapped 

infants in Israel. Over a six-year period, Weiss observed mothers in labor and after delivery 

and interviewed parents of disabled children in hospitals and at their homes. She also 

interviewed nurses, medical staff, and social workers.

Findings of the study reflected that the aesthetics or looks of children greatly 

influenced parents’ responses to their children, and that children with deformities were 

rejected by their families. The bodies of deformed children threatened the image of 

personhood, and the children were viewed as non-people, leading to legitimization of 

violence towards these children. The children were sometimes ostracized from their
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families to the extent that they were not allowed to be a part of family interactions, were 

isolated in separate rooms in the house, or even were left at the hospital. During the study, 

350 infants were bom with congenital defects; 100 of them had internal defects without 

external signs, and 250 of the infants had external defects. Fifty percent of the infants with 

defects were abandoned by their parents, either immediately after birth or at some later 

stage. Seven percent of infants with internal defects and 68% of infants with external 

defects were abandoned. Weiss postulated that the abnormality of the children threatened 

the parents’ sense of self, so they rejected the children in an attempt to maintain their own 

body boundaries. It should be noted that these findings may not extend to other cultures.

Since children’s appearance has been thought to impact the bonding process 

(Sullivan, 1996), mothers’ relationship towards their infants with a cleft lip has been 

questioned. Also, since the presence of cleft lip and/or palate can interfere with feeding 

infants, it could present disruption in normal mother-infant interactions. However, Sullivan

(1996) noted that little research has investigated maternal bonding in the presence of cleft 

lip and/or palate.

In one of the few research studies in this area, Speltz, Endriga, Fisher, and Mason

(1997) compared children with cleft lip and palate, children with cleft palate only, and 

children without cleft lip and/or palate. Using the Strange Situation, the researchers found 

no difference in attachment classifications among the three groups of children. The authors 

concluded that contrary to concerns that facial appearance of infants with cleft lip could 

impact infant attachment, this study found no adverse effect on the quality of their 

attachment.
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In their study of feeding and attachment in infants with cleft lip and/or palate, 

Endriga, Speltz, Maris, and Jones (1998) found that mothers of insecure-avoidant infants 

showed fewer sensitive behaviors than did mothers of secure infants. The researchers also 

found that mothers of insecure infants showed a greater negative change in maternal 

sensitivity over two different testing periods, when the children were 3 months and 12 

months of age. However, this study did not compare the incidence of insecure attachments 

for the cleft group to that of the non-cleft group.

Another common congenital abnormality that has been questioned as possibly 

affecting mother-infant relationships is Down syndrome. In her study of mothers and their 

Down syndrome children, Quinn (1991) used the Attachment-Separation-Individuation 

Scale and found that attachment scores for all mother-infant dyads fell in the clinically 

acceptable range. The author noted that children with Down syndrome are often easy to 

care for because of their happy and affectionate behavior; therefore, maternal affectionate 

attachment of mothers to their Down syndrome children may not represent maternal 

affectionate attachment of mothers to children with other types of disabilities.

Based on a review of this literature, the impact of congenital abnormalities on the 

maternal affectionate attachment is still unknown. The mother-infant relationship may be 

affected by variables such as culture or the visibility of the abnormality as suggested by 

Weiss (1994), or by the type of abnormality. Continued research in this area is warranted. 

The next question then is, What does existing research reflect about the impact of prenatal 

diagnosis of an abnormality on pregnancy and prenatal attachment?
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Impact o f Prenatal Diagnosis o f Fetal Abnormalities on Maternal-Fetal Relationships

Mathews (1990) reported on a phenomenological study that described the

experience of pregnancy with a known, life-threatening, fetal abnormality. Mathews

interviewed 20 women who had been diagnosed pre-natally with a fetal malformation. Five

women were pregnant at the time of the interview, and 15 women were interviewed at

between one to seventeen months following delivery. Of the 21 babies delivered, only one

survived the neonatal period. Findings resulted in the Expectancy of Loss Model which

consists of the following phases: Uncertainty, Verification, Preparation, Reconfirmation,

Reparation, and Resiliency. These phases described the emotional responses women had

over time after the diagnosis, through the remainder of the pregnancy, through delivery,

and afterwards. In the end, all the participants interviewed said that if  they had to do it over

again, they would have wanted to know about the baby’s problems. The focus of the study

was on information, decision-making efforts and choices, and the grief reactions

throughout the process. Women’s descriptions of their experiences suggested that maternal

affectionate attachment had developed despite the likelihood of fetal or neonatal death, and

that it was important to the parents to validate the reality of the fetus by viewing and

holding the infant after birth.

Another study that examined the emotional reactions of women after the diagnosis

of a severe abnormality took place in the Netherlands (Hunfeld, et al., 1993). The

participants were all in the third trimester of pregnancy, due partly to the fact that at earlier

gestations, abnormal fetuses were often aborted, where in the third trimester abortion was

not a option. The investigators used in-depth interviews and prenatal grief questionnaires

to address the short-and long-term emotional responses of women at two different times
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periods, 2-6 weeks after the diagnosis and again at 3 months after delivery. Of the 55 

women who participated, by the second interview, only 5 infants had survived, all of 

whom had severe physical or mental disabilities. The diagnoses included central nervous 

system, renal tract, cardiovascular, skeletal, or multiple abnormalities or diaphragmatic 

hernias.

The ultrasound diagnosis evoked strong emotional reactions from mothers, such as 

eating and/or sleeping disorders, anger, and sadness. Half of the women had recovered 

from “severe mental imbalance” (Hunfeld et al., 1993, p. 610) at three months postpartum. 

There were actually higher grief scores from women without infertility problems than from 

those with some difficulty conceiving. The authors postulated that perhaps those women 

with a history of infertility had less prenatal attachment because they feared something 

might go wrong with the pregnancy or delivery. There was no difference between the grief 

reactions of mothers whose fetuses had died compared to those women who were still 

carrying live fetuses at the first interview. This may indicate that the death and delivery of 

a fetus with severe abnormalities is not necessarily more of an emotional strain then the 

diagnosis and carrying of the fetus with a severe abnormality.

Sandelowski and Corson Jones (1995, 1996) published two qualitative studies 

based on data from 40 interviews with parents who had obtained an abnormal fetal 

diagnosis. The 15 women and 12 partners included in the study were interviewed between 

one and five times; some were interviewed together, and some alone. The participants were 

interviewed within eleven days to two months after learning the diagnosis. Five couples 

who terminated the pregnancy were interviewed again at the due date and the anniversary
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of the termination date. Couples who continued the pregnancy were interviewed again one 

or two more times during the pregnancy and one to four times after the pregnancy.

Of the 15 women interviewed, six found that the fetal diagnosis was incompatible 

with life (e.g., chromosomal mosaicism, fetal hydrops, anencephaly, and trisomy 18) and 

two women had a fetal demise in pregnancy. Nine women learned the fetal diagnosis was 

non-lethal (e.g., cystic hygroma, spinal bifida, heart defects, and skeletal achondroplasia). 

Of these nine women, eight of them continued their pregnancies. Of those eight women 

who chose to continue their pregnancies, two of the women’s fetuses died before delivery, 

and two of the women lost the baby shortly after delivery, resulting in only 4 of the 15 

women in the study whose infants survived the neonatal period.

The aim of the first study was to understand the range of responses of expectant 

parents after learning of the fetal abnormality (Sandelowski & Corson Jones, 1995).

Parents described how they came to choose prenatal testing, and the choices they made as a 

result of the diagnosis of the fetal abnormality. The study found that parents reported 

feeling as though they had “backed into” (p. 355) the testing. Often one screening test led 

to further diagnostic tests, and the women had not always fully understood the implications 

of the testing. They also, for the most part, had a sense that they were trying to find out that 

everything was all right, not that something was wrong. The issue of choice was somewhat 

affected by the legal options to terminate the pregnancy for some women, and options were 

tied to the psychological well-being of the parents after these choices were made. The 

author suggested further study to examine the association, if  any, between choices made by 

parents and the future parent-child relationship.
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A secondary analysis of the data examined the value of the knowledge of the fetal 

abnormality before delivery (Sandelowski & Corson Jones, 1996). Findings suggested that 

the knowledge carried a weight or burden of uncertainty for parents. Parents experienced 

feelings of loss at the time of the diagnosis similar to those who found out the diagnosis 

after delivery. The author recommended more research into the areas of parental responses 

to the pre-and post-birth diagnosis of genetic and congenital abnormalities, the impact of 

the emotional reactions in pregnancy on the parent-child relationship, and the association, 

if any, between choices made by parents and the future parent-child relationship.

Preliminary Study

This author carried out a pilot study with the purpose of describing the lived 

experience of women during a pregnancy with a diagnosed fetal abnormality (Hedrick, 

unpublished). This study involved a purposive sample of four women who were 

experiencing a pregnancy with a known fetal abnormality. The women had known about 

the abnormality for 4 to 12 weeks. They were all in their second or third trimester of 

pregnancy.

For one fetus, the diagnosis was left hypoplastic heart syndrome, which is lethal 

without surgical repair in the neonatal period or a heart transplant. The repair also carries a 

very high mortality rate; therefore, the choice of whether to do the surgery is left to the 

parents. At the time of the interview, the parents had decided not to try a heart transplant, 

but had not yet decided whether to pursue surgical repair. One woman’s fetus had been 

diagnosed with a diaphragmatic hernia, which has approximately a 50% mortality rate.
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Two of the women had a fetal diagnosis that was compatible with life but required surgical 

repair after delivery (i.e., spina bifida and gastroschisis).

Although these women had different backgrounds in terms of education, marital 

status, medical understanding, fetal diagnosis, and parity, their stories revealed some basic 

themes that were common to their experience of this pregnancy. Internal psychological 

adjustments and external activities took place over time and intertwined in a process of 

preparing for the birth of the baby. Internal adjustments included (a) grief reactions to 

finding out about the abnormality, (b) stresses resulting from the knowledge of the fetal 

abnormality, (c) coping mechanisms that assisted parents in dealing with those stresses, 

and (d) continuing prenatal attachment to the fetus. External activities included (a) finding 

out the diagnosis, (b) gaining information about the diagnosis, and (c) sharing information 

with others. Although these internal and external activities occurred in preparation for the 

birth, the overriding theme was that women were “waiting to know.” No amount of 

technology, information, or support could totally inform and prepare women for what they 

would be dealing with after delivery.

State of the Science

Lack of clear definitions and variable use of terms in the area of attachment and 

prenatal attachment has affected the state of the science. Since terms have been used 

inconsistently in research, it is challenging to draw clear conclusions. The field of 

psychology has predominantly focused on infant attachment after delivery. The impact 

mothers have on that attachment has been measured mainly by observation of maternal 

sensitivity: mothers’ interpretation of and responsiveness to the cues of their infants.
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Nursing has been assertive in examining maternal-fetal relationships in the prenatal 

period, perhaps due to the insight that has been gained by working with women during 

pregnancy in clinical practice. However, the aggressive application of bonding theory in 

the clinical environment resulted in changes in practice before adequate research validated 

the impact of such changes.

Research in the area of prenatal attachment has predominantly used either the 

Maternal-Fetal Attachment Scale (MFAS) or the Prenatal Attachment Inventory (PAI).

The MFAS was developed based on statements that clinicians said they heard frequently 

from their patients (Cranley, 1981). The instrument measures prenatal attachment based on 

mothers’ self-report of behaviors they exhibit towards their fetuses. Some investigators 

have questioned validity of the instrument (Muller & Ferketich, 1992, 1993).

The PAI was developed based on review of literature and included both behavioral 

and affectionate indicators of prenatal attachment (Muller, 1993). Although the model that 

was used in testing the instrument was not fully supported by the author’s research, neither 

the instrument nor the model has undergone further testing.

Using these instruments to measure prenatal attachment during pregnancy has

consistently found that increasing gestational age and the perception of fetal movement

correlate with increasing levels of prenatal attachment (Grace, 1989, Heidrich & Cranley,

1989; Lerum & LoBiondo-Wood, 1989). However, studies looking at other variables that

have been thought to impact attachment, such as mothers’ relationship with significant

others, have produced inconsistent findings (Wayland & Tate, 1993; Zachariah, 1994).

Quantitative research examining prenatal attachment during high-risk pregnancy has

reflected no difference in prenatal attachment when compared to low-risk pregnancies
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(Kemp & Page, 1986; Mercer et al., 1988), although a qualitative study reflected that some 

mothers resist developing prenatal attachment during a high-risk pregnancy due to the 

uncertainty of the pregnancy outcome (Stainton, McNeil & Harvey, 1992). Perhaps the 

development of prenatal attachment is such an accumulation of each woman’s experiences 

that the studies have failed to capture and control for all extraneous variables.

The state of the science on prenatal attachment during pregnancy is being 

influenced by ever-changing technology. With the recent mapping of the human genome 

and the availability of increasingly sensitive procedures for producing images in-utero, it is 

probable that parents may be offered more information about their fetuses prior to delivery. 

Research suggests that women may delay forming prenatal attachment when undergoing 

technological procedures (Heidrich & Cranley, 1989; Kolker & Burke, 1993) and that 

undergoing such procedures may have an impact on the emotions of women towards their 

fetuses (Alteneder et al., 1998; Black, 1992). As more women have greater knowledge 

available to them regarding their fetuses, more research is needed to study the impact of 

this knowledge.

Conclusion

Despite previous research, the impact of a known, non-lethal fetal abnormality on 

prenatal attachment is still unclear. The increased use of technology in pregnancy has 

enhanced the ability to diagnose fetal abnormalities in-utero. Although some studies have 

examined the impact of such knowledge on women during pregnancy, many of those 

women’s infants died before or shortly after birth (Hunfeld, et al., 1993; Mathews, 1990;
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Sandelowski & Corson Jones, 1995, 1996). No studies had specifically examined the 

experience of pregnancy with a known, non-lethal fetal abnormality.

Clearly, it was-important to gain insight into the impact of having knowledge of a 

non-lethal fetal abnormality in pregnancy on prenatal attachment, especially if such 

attachment affects mothers’ ability to care for their infants after delivery and into 

childhood. If, as Ainsworth (1993) suggests, mothers buffer the negative impact of 

developmental delays in children by providing a positive contribution, identifying the 

components of that contribution would be exceptionally valuable.

Also, “How do women describe the experience of prenatal attachment, if  any, 

during pregnancy?” The quantitative studies of prenatal attachment had used instruments 

developed predominantly through review of literature or used clinicians’ statements, with 

relatively little input from pregnant women themselves. Also, the few qualitative studies 

that had investigated the experience of pregnancy from the perspective of the women had 

focused on issues other than prenatal attachment. A qualitative study that focused its 

analysis on issues of prenatal attachment was needed.

The aim of this study was to address these two questions. During examination of 

the research that had been done in the area of prenatal attachment during a pregnancy with 

a known fetal abnormality it was noted that the majority of the fetuses or infants had died. 

Although one can not minimize the importance of that experience for those women, it is 

perhaps more important to understand the experience of prenatal attachment in pregnancy 

for women who are faced with caring for and raising children with significant health 

problems. This study describes the lived experience of women carrying a fetus with a
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known, non-lethal fetal abnormality in order to provide greater understanding of prenatal 

attachment from the women’s own perspective.
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CHAPTER 3

METHODOLOGY AND RESULTS

The purpose of this research study was to describe the experience of prenatal 

attachment during pregnancy with a known, non-lethal fetal abnormality. The qualitative 

method of phenomenology was used. Review of the literature identified questions that 

remain regarding the prenatal attachment that may take place during pregnancies in which 

fetuses have abnormalities that present serious medical and/or quality of life issues for the 

children after birth. Since little is known about this phenomenon, the phenomenological 

approach was used to gain an understanding of prenatal attachment from the perspective of 

women who experience this type of pregnancy.

This chapter will review the philosophical perspectives of phenomenology, 

focusing particularly on Giorgi’s philosophical approach. Details of the research design, 

based on the four essential elements of phenomenology—bracketing, intuiting, analyzing, 

and describing—will then be clarified. The final description of the experience of prenatal 

attachment during pregnancy with a known, non-lethal fetal abnormality will be presented, 

and the trustworthiness of the results will be discussed.

Philosophical Perspective 

Phenomenology

Phenomenology is a qualitative research method, which aims to understand the

meaning of human experience (Lederman, 1991). The goal is to document and interpret the
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experience as it occurs in context. Data are then organized to describe how people 

experience their world and to gain an understanding of the experience.

Phenomenology is an inductive, descriptive method that seeks to explain the 

personal meaning of an experience and to understand the experience as it is lived 

(Lauterbach, 1992; Oiler, 1982). The goal of the researcher is to provide an accurate 

description of the lived experience. Whereas quantitative research is reductionistic, 

phenomenology accepts the data as they appear, without trying to change or modify them. 

Although researchers examine parts of the data, this is always done in the context of the 

whole, and data are examined as to their relationship to other parts.

The task of the researcher is to examine and describe the phenomenon or 

experience in an in-depth manner and to portray the experience fully. A clear description 

of the experience and its context is meant to provide a deeper understanding and in turn, to 

discover the meaning of the experience (Lauterbach, 1992).

G iorgi’s Philosophical Approach To Phenomenology 

This study utilized Giorgi’s philosophical approach to phenomenology. Giorgi 

stated that phenomenological research starts with a naive description of the experience 

under study (Ornery, 1983). According to Giorgi (1975), there are eight characteristics of 

phenomenological research. Each of these characteristics will be described individually.

“Fidelity to the phenomenon as it is lived” (Giorgi, 1975, p. 99) means that 

anything the participants think is important to mention should be entered as data and that 

the perceptions of the researcher throughout the research process should be made explicit. 

Since interpretations of a phenomenon are based on experience, the aspects of the

53

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



phenomenon that are perceived and understood by the participant, and those perceived and 

understood by the researcher, must be clear. This is why all the data is recorded before any 

method of organization is applied to it. This is also why the perspective of the researcher is 

made clear throughout the research process.

“Primacy of life-world” (Giorgi, 1975, p. 99) means the lived experience is 

emphasized. The term “life-world” (Giorgi, 1975, p. 99) refers to our everyday world, prior 

to interpretations. The lived experience is more important than any scientific explanations 

of the phenomenon. According to Giorgi, this does not mean science is not important; 

rather it can be too vague and abstract and must be based on everyday life (Giorgi, 1975). 

That is why there is an emphasis on letting the participants say whatever they want to as 

the experience of the phenomenon is described.

The third characteristic is “descriptive approach” (Giorgi, 1975, p. 100). 

Phenomenology is dependent on language as its main mode of communication and 

description. Rigorous use of language is essential in phenomenology in order to make 

attitudes clear and provide adequate contexts to the descriptions.

“Expression of the situation from the viewpoint of subject” (Giorgi, 1975, p. 100) 

emphasizes that the participants are the source of all data. This rich data includes not only 

the participant’s viewpoint, but also the context of the situation. During data analysis, the 

researcher must be sensitive to maintaining the interpretations of the situation by the 

participants.

“Situations as unit of research implies structural approach” (Giorgi, 1975, p. 100)

means that what is most significant are the meanings attributed to the situations by the

participants and the researcher, not merely the physically lived situation. The lived
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meaning is not always known explicitly and must be uncovered by use of the research 

procedures. It must also be recognized that since the research itself is a lived experience, 

relationships develop during the research situation and those must be acknowledged.

“Biological emphasis” (Giorgi, 1975, p. 101) implies the researcher comes to a 

understanding of the experience in biological terms. For the participant, the data is 

personal, and the phenomenon occurs for them in a certain time and place. It must also be 

recognized from the beginning that there are biographical components of the researcher in 

the study simply by their choosing the research topic.

“Engaged researchers” (Giorgi, 1975, p. 101) is the seventh characteristic. The aim 

of phenomenology is to create a description free of biases and assumptions. Although it is 

impossible to do this completely, the researcher should make explicit all of their own 

biases and assumptions, since the researcher is obviously part of the research process. The 

researcher not only conducts the interviews, but also transforms the descriptions given by 

the participants in order to achieve the aims of the study.

“Search for meaning” (Giorgi, 1975, p. 101) is the final characteristic. While 

quantitative researchers use measurement to analyze data and then describe the 

significance of the measurement for the question under study, in phenomenology, the 

meaning of the experience for the participants is studied directly. The researcher uncovers 

the meaning by thoroughly examining the qualitative data in a systematic fashion.

Review of the characteristics o f the phenomenological methodology and the

operations involved lays the foundation for examining the specific steps taken to conduct

this research study. Since little was known about the phenomenon of prenatal attachment

in pregnancy with a known, non-lethal fetal abnormality, it was best to first seek an
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understanding of the experience from the perspective of those women living the 

experience. Phenomenology is the method of research focused on revealing the lived 

experience of the phenomenon under study.

Human Subjects

Before this study was begun, the proposal was approved by the University of 

Missouri-Kansas City and the hospital Institutional Review Boards (see Appendix A). All 

participants signed an informed consent form. In order to ensure confidentiality of the 

participants, the audio-tapes were kept in a locked box in the researcher’s home office. The 

tapes were labeled by identification codes, and the codes were kept locked in a separate 

location. Only first names of the participants were on the taped interviews. In this report of 

the research study, all names are fictitious in order to protect the identity of the 

participants.
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Research Design

This investigation was a phenomenological study. There are four essential 

operations in phenomenological research: bracketing, intuiting, analyzing, and describing 

(Oiler, 1982). These four essential operations were used in data analysis and worked 

together to bring into action the philosophical perspective of Giorgi. How each of those 

essential operations was employed within this study will be described in detail. While the 

operations will be presented in a linear fashion, it is important to understand that the 

process was not linear. The researcher moved backed and forth from one operation to 

another during the study. The final description will be discussed in Chapter 4.

Bracketing

The first operation utilized was bracketing. Since the researcher was part of the 

study, her biases and assumptions were identified prior to the study, and they were 

bracketed, or put aside, during data collection, analysis, interpretation, and writing. 

Bracketing was utilized in order to examine the phenomenon as it was truly lived, so the 

researcher’s preconceived ideas did not interfere with her interpretation of data.

Field Notes fo r  Bracketing

Field notes in this study were used for three main purposes: to provide additional

information regarding the interviews, to document the researcher’s thoughts or insights

regarding the study as it progressed (which will be discussed later), and as a method for

bracketing the researcher’s personal perceptions or biases. When used for bracketing, the

field notes documented her thinking process as she put aside her own biases, beliefs, and

judgments (Streubert & Carpenter, 1995). This process was done frequently throughout the
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research process, including before each interview and prior to data analysis sessions. 

Writing or tape recording these thoughts helped the researcher to increase awareness of her 

biases or assumptions in order to hold at bay the potential impact of those thoughts and 

remain open to the data. These field notes were maintained in a “bracketing” file on 

computer.

The following is an example of the bracketing done by the researcher prior to 

starting the interviews:

I am going to do some bracketing now before I start my interviews 

tomorrow. The knowledge I need to bracket includes the information I uncovered 

during the proposal process, the previous research and theory, [and my own 

professional and clinical experiences.] The major [piece of information] that sticks 

out in my mind is that the attachment process happens in pregnancy. Previous 

research mostly measured attachment with research tools and reflected that a 

relationship between the mother and the fetus develops prior to birth. I cannot 

assume that these women have a relationship with their fetus and if  they do what 

that may entail. I also need to bracket the grief theory information that I have 

reviewed and the reactions and emotions that may result from this experience.

I need to bracket the knowledge I have about normal and abnormal 

pregnancy experiences. This information is based not only on the literature, but 

also my many years working with women with both normal and abnormal 

pregnancies, and also my own pregnancy experience. I experienced mostly normal 

pregnancy experiences but had some “abnormal” experiences also.

I must also bracket the experience I had with the woman many years ago

58

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



who stimulated my interest in the research. She had a baby with a diaphragmatic 

hernia and most of us thought that the baby would not make it after delivery. But 

we kept her in the hospital for weeks, holding off pre-term labor, and we saw her 

every day. She was very hopeful and working on an afghan for the baby and 

speaking positively about the outcome. Many health care providers might say “I 

don’t think she gets it, her baby probably won’t live.” I remember thinking and 

saying, “But what is she supposed to do, just give up the attachment process that 

seems to be happening to her throughout this pregnancy?” I thought then and still 

think that women continue to attach to their fetuses (if they don’t abort) despite the 

presence of a fetal abnormality.

As I start this study I am very excited to find out what these women tell me 

about this experience from their own perspective.

As the interviews continued, the researcher had to bracket the information she had

heard in previous interviews. Even though she was beginning to get hunches about some of

her findings, and in many cases, she had already begun data analysis, she bracketed that

previous knowledge prior to each interview. She also used bracketing to help herself focus

on the upcoming interview only, thinking about how to encourage the participant to

expand her ideas and allow her time to explain thoroughly. The following are two

examples of how the researcher bracketed this information:

Okay, I ’m getting ready to talk to candidate number six. The patient’s baby has a

neural tube defect. [Previous conversations with patients whose baby has a neural

tube defects have been interesting] depending on their perception of the severity of

the defect, and I’ll work on putting those previous um, interviews aside. Again,
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really listening to what she is saying, trying to lead off from and use questions that

help her to expand on things she’s already said and not things that I’ve heard from

other people. Focusing carefully on her wording, perhaps even repeating her

wording, and not interj ecting my own opinion for nursing types of intervention.

Before another interview the researcher bracketed this:

I want to take a moment to .. .concentrate on removing the.. .distractions from

around us and concentrate on what she is telling me, focusing her to expand a little

bit more. This participant’s child has Down’s syndrome, which I think is [going to]

be a different perspective. And I’m gonna be really interested in what she has to say

about this experience. I think she’s been contacted a while ago and maybe it took

some time before she came to see me. And, hopefully we’ll be able to hear this

okay. Things that I have noted that I want to bracket is, the process or degree of

process that she’s been going through and how she came to the decision or how

she’s preparing for taking care of this baby .. .Coping strategies?

Bracketing was also done prior to data analysis sessions. The following are two examples

of bracketing prior to coding an interview:

I am going to code interview 5D now, and then review the code outline up to this

date. These will be the first five interviews coded that I will compare to Larry’s

coding. I need to focus on staying open to new codes if  there is new information

and not just stick to the outline or codes so far. It does seem there are some

emerging categories of: emotions, grief process, supports and resources, testing and

information gathering. I remember this participant struck me significantly in terms

of her use of resources (minimal as they were) and optimistic attitude (I guess I
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would call it that). I want to capture those issues in the analysis.

Later in the data analysis process, the following was bracketed:

I will continue to analyze the data at the first level. This will be interview 12 and 

13. The issues that I need to bracket are the statements others have made regarding 

choice of whether they are glad to know the diagnosis prior to the birth, the initial 

and following reactions to the news, the supports that are helpful, the things that are 

not helpful. I will be listening closely for underlying meanings.

Intuiting

The second essential operation is intuiting, which refers to looking at the data with 

“wide-open eyes” (Oiler, 1982, p. 180), and becoming fully immersed in the data.

Although this essential operation was utilized throughout the research process, it was 

partially accomplished by seeking information about the experience in a naive manner 

from the participants who lived the experience. This involved identifying participants who 

were experiencing the phenomenon under study and were able to describe the experience 

clearly. Therefore, the recruiting and data collection processes will be described in detail.

Recruitment Setting

The study took place in the out-patient perinatal center of a large Midwestern 

hospital. The facility is a 500-bed hospital that delivers 2,500 babies per year. The 

perinatal center services approximately 700 patients per month and is staffed by five 

perinatologists, a certified nurse practitioner, six registered nurses, five sonographers, three 

genetic counselors, and various other support staff. In 1997 approximately 100 pregnant
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women were diagnosed with a non-lethal fetal abnormality, which supported the feasibility 

of this site for participant recruitment.

Patients are referred to the perinatal center from their primary care physicians for 

the following reasons:

1. Care by a perinatologist for a high-risk pregnancy due to maternal 

complications (e.g., diabetes, hypertension, Rh incompatibility, or preterm labor) or fetal 

complications (e.g., multiple gestation—twins or more, intrauterine growth retardation or 

fetal abnormality);

2. Prenatal testing (e.g., fetal ultrasound— sometimes referred to as sonogram, 

amniocentesis, chorionic villus sampling, or antepartum fetal heart rate testing);

3. Genetic counseling for pregnancy-related genetic concerns or counseling 

prior to prenatal testing.

Inclusion Criteria

Women eligible to participate in this study met the following inclusion criteria:

1. Participants had knowledge of a non-lethal fetal abnormality and had decided 

not to terminate their pregnancy;

2. Participants had known about the abnormality for at least one week, so they 

had time to reflect upon the diagnosis. The participants were interviewed before 37 weeks 

gestation, so the focus was on the pregnancy experience as it was lived;

3. Participants were able to speak and read English and were able to articulate 

the lived experience of pregnancy;
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4. Participants were oriented to person, place, and time, and were not on any 

pyschotropic medications.

Recruitment Procedure

After final approval of this project by the University of Missouri-Kansas City 

Institutional Review Board and the hospital Institutional Review Board, potential 

participants were invited into the study based on a first come, first offered basis. Potential 

participants who fit the inclusion criteria were identified by the doctorally prepared nurse 

who coordinates a program of multidisciplinary management of women with a complicated 

pregnancy (see Appendix B). After verifying with the researcher that they met the 

inclusion criteria, the nurse coordinator contacted the potential participants by phone. A 

script was provided for the nurse coordinator to use when talking to the participants about 

the possibility of participating in the study (see Appendix C).

Only after the participant agreed to be contacted did the researcher call her. At that 

time, the researcher called the potential participant and explained the purpose and process 

of the research project. If the potential participant still agreed to be a part of the study, 

arrangements were made to meet for the interview at a location and time comfortable and 

convenient for the participant.

At the designated time, the researcher met with the potential participants and again 

reviewed the purpose and process of the study and the audio-taping of the interviews. No 

potential participants refused to participate at this point in the recruitment process. Since 

the participants were still willing to participate, they read and signed the informed consent 

statement (see Appendix D), and the audio-taped interview began.

63

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Sample and Setting

The participants in this research study were women who were experiencing a 

pregnancy with a known, non-lethal fetal congenital abnormality. The sampling method 

was purposive, in order to utilize participants who had a rich understanding of the 

experience. The sample size is small in phenomenological research, although the exact 

number needed is a matter of judgment (Sandelowski, 1995). A sample size that is too 

small may fail to adequately explore the phenomenon; however, a sample size that is too 

large may prevent adequately detailed analysis of the data. Qualitative studies use 

redundancy as a guide to measure the appropriate number of participants in a study. 

Redundancy refers to the point in data collection where no new themes or categories are 

heard in the participant interviews. A preliminary study conducted by the researcher did 

not achieve redundancy with the sample of four women. Previous qualitative studies in the 

area of high-risk pregnancy have had 15-20 women in the sample (Alteneder, Kenner, 

Greene, & Pohorecki,1998; Mathews, 1990; Sandelowski & Corson Jones, 1995, 1996). In 

this study redundancy of data was noted by the eleventh interview. After noting 

redundancy during data collection and analysis, an additional four participants were 

interviewed in order to ensure a description of the full experience was obtained. When 

description of the phenomenon from previous participants was adequately captured, 

saturation of the data had taken place. Further interviews revealed no different description, 

and additional participants did not add anything new to the study. Therefore, this study had 

a total of 15 participants.
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The location of the interview was decided by each participant. The locations used 

included an unoccupied office in the perinatal center, the participant’s home, and a quiet 

public restaurant that was accessible, comfortable, and chosen by the participant.

Data Collection

Data collection took place at least one week after the diagnosis of the fetal 

abnormality had been made, and before the 37th week of gestation. All data were collected 

by the researcher. Because of the sensitivity of the research topic, the participants were 

encouraged to stop the interview if they wished. Counseling referral sources were available 

and were given to each participant after the interview (see Appendix E). Several 

instruments were used in data collection. In addition, the data collection process occurred 

concurrently with data analysis.

Demographic information. The first source of information was the demographic 

data sheet. After the audio-tape began to record, the participants were verbally asked some 

demographic information, using a demographic data sheet (see Appendix F).

The demographic sheet documented the fetal abnormality as described by the 

participant. It also stated the gestational age of the pregnancy at the time of the interview 

and the gestational age at the time the diagnosis was made. Women described their 

marital status, age, and pregnancy history. The women were asked if, when the baby was 

bom, the baby’s health care would be covered by health insurance. Finally, the women 

marked on the demographic form a category reflecting their family’s yearly income.

Interview. The second source of information was the interview. The data recorded 

were the words and sounds of the researcher and the participant during the interview. The
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participants were asked prompting open-ended questions aimed at encouraging them to 

describe their experience of the pregnancy. The first question was, “How did you find out 

that your baby had a problem?” This was meant to elicit information about how the 

participants came to find out the diagnosis, and since the question was not too personal, to 

encourage the participants to talk. Follow-up questions were designed to urge the 

participants to describe their experience more fully and included:

1. Has finding out about your baby’s problems changed the way you feel 

about your pregnancy or the baby? If so, how?

2. Has finding out about your baby’s problems changed the way you act 

during your pregnancy? If so, how?

Depending on the answers to these questions, the participants were prompted to 

expand on their statements or to provide descriptions, if needed.

As suggested by Fontana and Frey (1998), rapport with the participants was 

established by the researcher by picturing herself in the participants’ role and trying to see 

the situation from their perspective, rather than viewing their experience from her own 

position as researcher and clinician. Rapport was also gained by the researcher by 

remaining relaxed, friendly, and informal during the interview while, as inconspicuously as 

possible, asking follow-up questions intended to clarify and verify statements. Participants 

were allowed to talk about anything they thought was important, and the researcher utilized 

active listening skills, including maintaining eye contact and an open body posture, and 

nodding appropriately to encourage verbalization by the participant. Medical and nursing 

questions were referred to the staff at the perinatal center, and the researcher avoided 

giving her opinion regarding care.
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At the end of the interview, each participant was asked, “Is there anything else you 

would like to say?” Participants signed the informed consent again, giving permission to 

use the completed interview, were given a copy of the informed consent and the 

researcher’s business card, and were thanked for their time and information.

Field notes. As mentioned earlier, field notes were used for several purposes. As 

part of intuiting, field notes were used as a source of documented information about each 

interview. This information included notes about non-verbal communication that took 

place during the interview, notes on areas of the interview that seem especially important 

or uncomfortable for participants, reminders about the setting of the interview, and any 

interruptions or intrusions pertinent to the interview. These notes were audio-taped and 

transcribed and attached to the transcription of each interview.

The following is an example of a field note, recorded by the researcher after an 

interview:

Patient started interview before her “add-on” ultrasound. Good 

communicator. Looked frequently like she was trying not to cry. Did cry once. 

Very open. The interview was interrupted for an ultrasound. I was afraid we 

wouldn’t get the flow going again. She visited fine after the scan again. I felt 

comfortable with my flow and responses. Hard not to encourage verbalization into 

certain areas, but 1 felt I restrained okay.

I felt it went very well. Many comments sounded very familiar to the 

interview with my first patient in the pilot student. Amazing really—she 

emphasized the “waiting to know.”
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Analyzing

The third operation in phenomenology is analyzing, which refers to the 

identification of essential elements of the phenomenon and their relationships to each 

other. These relationships can be seen by comparing and contrasting the descriptions and 

observing them for recurring elements. Data analysis also lends some structure and 

organization to the large amount of data without losing richness. The researcher strove to 

be inclusive of all important data while also reducing it to a reportable form. It is important 

to note that this was not a linear process and so, although this step emphasized analysis, the 

researcher moved back and forth between bracketing, intuiting, and analyzing as this 

research process progressed.

The data were identified by a number that had been assigned to each participant. 

First the demographic information was analyzed. There were 15 participants in this study. 

All of the women were carrying a child with a known, non-lethal congenital abnormality. 

The ages of the women ranged from 18 to 44 years, and the mean age was 27.5 years (see 

Table, Appendix G). The gestational age at the time of the interview ranged from 24 to 36 

weeks. The women had known about the abnormality somewhere between 4 to 18 weeks; 

the average time of knowing the diagnosis was 10 weeks. The gestational age at the time of 

diagnosis ranged from 17 to 26 weeks; therefore, all of the women found out about their 

fetus’ diagnosis sometime in the second trimester of pregnancy.

The number o f pregnancies (including this pregnancy) for these women ranged

from one pregnancy to four pregnancies. Four of the women had experienced two previous

miscarriages, three of the women had experienced one previous miscarriage, and eight had

not experienced any miscarriages. Three women had two living children, six women had
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one living child, and six women had no living children. This was the first pregnancy for 

four women.

Ten of the women were White, three were African American, one was Hispanic, 

and one stated she was White and American Indian. Ten women were married, and five 

were single. The education level of the participants ranged from 12 to 16 years. Only two 

participants marked that they had family incomes over $50,000, but five of the participants 

reported family incomes of less than $10,000. Two participants marked their family 

income as $40,000-$50,00, four marked $30,000-$40,000 and one marked $10,000- 

$20,000. The participants reported having medical insurance coverage for their child, 

except for one who was seeking resources for medical coverage after birth.

The prenatal diagnosis for the fetuses fell into the following categories (see Table, 

Appendix G): Five had a neural tube defect, and two of those had clubbed feet; two had 

unilateral cleft lip; three had a heart defect (one had Tetrology of Fallot, one had right 

hypoplastic heart, and one had a ventricular septal defect and an atrial septal defect); two 

had a renal anomaly; two had a cystic adenoid malformation of the lung; and one had 

Down Syndrome. Some of the fetuses had multiple diagnoses.

Data from the interviews were analyzed based on four basic steps as described by 

Giorgi (1985). Those four steps are: getting a sense of the whole, identifying specific 

meaning units, transformation of the meaning units, and integrating the transformed 

meaning units into a consistent description of the phenomenon.

Getting a Sense o f  the Whole

The first step was “getting a sense of the whole” (Giorgi, 1985, p. 10). This began

during the interview as the researcher began to get an initial impression about what the
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participants were saying. Later it involved reading the text to get a good understanding of 

each transcribed interview in its entirety. The tape recorded interviews and field notes were 

transcribed by a professional transcriptionist shortly after the interviews took place, usually 

within a week or two. The transcriptions were then read carefully by the researcher while 

she listened to the taped interview to verify that all the recordings were transcribed 

verbatim. Often the tape would be replayed several times to make sure all the language and 

the intonation of the language used by the participant were understood. Bracketing was 

used prior to reading the texts, and the researcher concentrated on getting a good overall 

feel for each text. The transcriptions were then put in a locked box in the researcher’s 

office.

The overall sense received by the researcher from this step of the analysis was that 

the women were open and honest and that the fetal diagnosis of a congenital abnormality 

had affected their pregnancy in some way. Usually there were concerns about how the 

abnormality would affect their baby after birth and also later in life and how it would affect 

their family in the future. The women were interested in sharing their feelings and in 

describing this experience to the researcher. Getting a sense of the whole of each interview 

laid the groundwork for the more detailed analysis of that interview. During analysis of the 

interviews, additional participants were being interviewed. So while step one of analysis 

(getting a sense of the whole) was being performed on some interviews, step two of 

analysis (identifying specific meaning units) was being performed on previous interviews.
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Identifying Specific Meaning Units

After a sense of the whole o f each interview had been obtained, the second step was 

identifying specific “meaning units” (Giorgi, 1985, p. 11). Since it was impossible to 

analyze the whole text at once, it was broken down into smaller, more manageable units. 

Each transcription was read carefully and broken down into distinct meaning units. 

Sometimes these units were a word, sometimes a phrase or sentence, and sometimes a 

passage of one or more paragraphs.

The qualitative computer program, Hyper-Research, was used to assist in data 

analysis. The computer program was helpful in organizing, categorizing, and linking large 

amounts of data. The meaning units were distinguished by noting changes or transitions in 

meanings within the text without changing the exact wording of the participants (see 

Appendix H). These discriminations in meaning were completed before further analysis of 

the data was carried out. Intuiting and bracketing were used during this step of analysis to 

ensure the true meaning as expressed by the participants was identified.

As suggested by Morse and Field (1995), field notes were used as an audit trail to 

write an account of anything experienced, thought, or decided by the researcher during the 

process of data collection and analysis. These notes included thoughts regarding emerging 

hunches or evolving patterns that were identified, even though these patterns were not 

always supported later. They helped to track the reasons for the decisions made by the 

researcher regarding the emerging categories. Field notes such as these were dated and 

referred to throughout the data analysis.

The following is an excerpt from the field notes taken during data analysis:

As I code I wonder if  I should break the “sonographer’s behavior” code into
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a section that reflects that the participants get a feeling something is wrong because 

the sonographer takes so long, and they start to get the feeling that things are not 

right. The sonographer doesn’t say anything because they can’t diagnose anything. 

What is the role of the sonographer in these cases? I will have to ask Carol or 

Mickey [sonographers] about this.

Giorgi (1985) stated that in this step, as the researcher identifies the meaning units,

the researcher must stay focused on the phenomenon under investigation. Although Giorgi

was a psychologist and took on a psychological perspective during his research, he noted

that a description could also lend itself to the perspectives of other fields of study, such as

sociology or anthropology. Although attachment has been examined across disciplines, the

researcher took on the perspective of nursing while discovering the meaning units in the

description. Although she continued to bracket prior knowledge in order to remain open to

the perspective of participants, the focus during data analysis was on descriptions

reflecting phenomena of interest to nursing and on prenatal attachment, in particular. After

the first three interviews had been coded into initial meaning units, a member of the

dissertation committee, who is an experienced qualitative researcher, was consulted for her

input, guidance, and feedback. The committee member agreed that so far the data analysis

was progressing appropriately.

After six interviews, a professional nurse who is also a qualitative research

consultant was contacted (see Appendix I). He coded meaning units for the first six

interviews separately. The researcher and her dissertation chairperson then collaborated in

comparing both sets of coding. This step was done to ensure that meaning units were

coded accurately and completely, and were not missing any pertinent information in the
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data about the experience. It was noted that the researcher was coding adequately, and no 

major changes were needed in the coding of the meaning units within the interviews. 

Therefore the researcher continued the coding process without alterations.

Transformation o f  the Meaning Units

After the meaning units had been identified, the third step was transformation of 

the participants’ words into the language of nursing (Giorgi, 1985). In doing this the focus 

remained on the phenomenon being investigated.

In a process that required much thought and reflection, the meaning units were 

analyzed, re-arranged and condensed to reflect similar categories. Examples of the 

categories identified at that point in the data analysis process included: testing, procedures, 

finding, causes, information seeking, knowing, planning, preparing, reactions to diagnosis, 

and attachment.

Then the researcher continued to carry out interviews, being careful to bracket 

knowledge from previous interviews and from professional experience. After a total of 12 

interviews, the original coding of the meaning units on all 12 interviews was again 

analyzed. Although no new information was identified, the codes were not organized in 

any coherent fashion. At the completion of these first 12 interviews, a total of 539 different 

codes had been identified prior to any categorization. The large number reflects the fact 

that these codes were very close to the data itself, and not yet reflective of a very high level 

of analysis. The codes were then examined for similar meaning. Some of the different 

codes were collapsed into larger code categories with similar meaning, and codes were 

renamed appropriately.
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For example: “grieving process” was re-named “grieving”; “think about it 

constantly” and “thinking about the possibilities” were collapsed into one category named 

“think about it”; and “gonna be okay,” “it could be worse,” “never expected the worse,” 

and “never looked at the down side” were collapsed into one category, “positive attitude.” 

By going through this process, the original 539 codes were collapsed down to a more 

manageable 102 codes. Then the codes were categorized again. The categories that were 

noted after 7 interviews were essentially the same as those identified after 11 interviews. 

No new information was emerging at this point. At that time the researcher felt that 

redundancy of the data had been achieved.

After redundancy had been reached, the researcher examined the meaning units 

more directly by re-reading the transcripts and seeking further insights into what they 

contained. The meaning units were examined across different participants, and similarities 

as well as variations were noted. These meaning units needed to be transformed into a form 

that more clearly communicated the essence of the experience as described by the 

participants, rather than communicating just pieces of data.

The transformation of these meaning units did not happen in a organized fashion. It 

took thinking and reflection and writing down many variations. The researcher literally 

woke up one night thinking about these meaning units and how they might be more 

accurately transformed to reflect the essence of what had been heard during the interviews. 

It appeared at that time that much of what the participants were saying was that this 

pregnancy contained many paradoxes. She got out of bed and wrote down the paradoxes 

she saw in the data.
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■ The following is the original list of paradoxes (or transformed meaning units) noted 

at that time:

1. Time is good but it is also your enemy

2. I feel normal, but I’m not normal

; 3. You grieve, but you don’t grieve

4. I think about it all the time, but try to occupy my mind

5. I want to be positive but have to be realistic

6. The baby’s not perfect, but (s)he’s still my baby

7. I want to do something, but there is nothing I can do

8. It feels good to talk , but to whom

9. I’m ready to be a parent, but I don’t know if I can parent this special child

; 10. It’s tough to go through, but I will be stronger for it

11. I am handling it, but I don’t know how

12. The baby is okay inside the womb, but how will it be when it’s outside the

womb

The researcher felt that the paradoxes captured deeper insight into the experience, 

yet wanted the objective perspective of others familiar with the interviews. Therefore, the 

previously identified consultant and the dissertation chairperson were given two new 

randomly chosen interviews to read and review. Then the researcher met with them 

informally and described to them how she saw the paradoxes listed above as the 

transformation of the original meaning units. The consultant and the dissertation 

chairperson agreed that this analysis was appropriate, although it was felt that some of
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paradoxes overlapped and needed to be narrowed and condensed. The researcher took this 

informal feedback, and continued the analysis process accordingly.

The meaning units that had been placed under each transformed meaning unit were 

re-examined. The researcher reflected on what meaning units were essential components of 

the experience. Many of the transformed meaning units listed above actually fell under a 

broader, more encompassing transformed meaning unit. For example, the transformed 

meaning unit, “Time is good, but also your enemy,” was a quote from one participant. She 

described how time was a good thing because it gave her time to learn about the diagnosis 

and prepare for the birth, but it was her enemy because there was still much she would not 

know about until after delivery and in the meantime she would worry about the outcome. 

Therefore, the two paradoxes of “I know the diagnosis but there is so much I don’t know,” 

and “I work to be prepared, but you can never prepare for something you don’t know is 

going to happen,” both fell under the broader paradox of “time is good, but also your 

enemy.”

The paradox, “You grieve, but you don’t grieve,” contained the emotional reactions 

to the diagnosis and the process of trying to deal with those emotions. Therefore, the 

paradoxes, “I think about it all the time, but try to occupy my mind,” “I want to be positive 

but have to be realistic,” “I want to do something, but there is nothing I can do,” “It feels 

good to talk, but to whom,” “It’s tough to go through, but I will be stronger for it,” and “I 

am handling it, but I don’t know how,” actually fell under that broader paradox.

Finally, “The baby’s not perfect, but (s)he’s still mine,” included the paradoxes that 

reflect the issues of the participant knowing her baby is not perfect, but that she is still
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attached to the baby. That is a broader paradox that encompasses, “I’m ready to be a 

parent, but I don’t know if I can parent this special child.”

At the conclusion of this process of re-examining and condensing, there were three 

transformed meaning units:

1. Time is good, but it is also the enemy (there were eight sub-categories in the 

transformed meaning unit: finding out the diagnosis, learning about the diagnosis, options 

in care, concerns about fetal well-being, preparing, questions, waiting)

2. You grieve, but you don’t grieve (there were nine sub-categories in this 

transformed meaning unit: father of baby, family and friends, mothers, spiritual support, 

interacting with others affected by similar experiences, health care technologies, staying 

busy, journaling, positive attitude)

3. The baby’s not perfect, but (s)he is still mine

At this point two interviews were given to the consultant to categorize based on the 

three transformed meaning units. Separately, the researcher also categorized meaning units 

in the interviews. Then as suggested by Miles and Huberman (1994), the two 

categorizations were compared. This process served not only as a type of reliability testing, 

which is referred to as “check coding” (Miles & Huberman, 1994, p. 64), but more 

importantly, clarified any discrepancies in definitions of the transformed meaning units. 

The reliability calculation was as follows:

R = # o f agreements
# of disagreements + # of agreements

For the first interview, R = 0.75. For the second interview, R= 0.78. Although some 

researchers believe a reliability of 0.70 is acceptable (Pedhazur & Schmelkin, 1991), the
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researcher and the committee chairperson believed these reliability measures could be 

improved by clarifying the definitions of the transformed meaning units. Therefore, the 

researcher and the consultant discussed discrepancies. In 68% of the discrepancies, the 

difference was based on the researcher’s definition of the sub-category, “you don’t grieve.” 

In that category she included statements made by the participant about people she had 

talked to who had gone through similar situations, such as an acquaintance who had a baby 

in the intensive care unit, or someone who had a child with a similar abnormality. The 

consultant categorized those statements as the sub-category, “preparing for the birth.” The 

researcher categorized those statements as the sub-category “but you don’t grieve,” 

because she interpreted the participants’ statements as reflecting that these interactions 

helped them cope with the knowledge of the abnormality.

The researcher believed that the best categorization for statements reflecting the 

participants’ conversations with others who have gone through some type of similar 

experience as one of support. There is good evidence that groups of people with similar 

experiences are of emotional support to persons currently going through the experience 

(Rillstone & Hutchinson, 2001). After discussing her rationale with the consultant, the 

consultant agreed that this was the appropriate categorization. At that point the researcher 

clarified the definitions to reflect this decision. This process was clarified for each 

discrepancy.

Within one week o f refining the definitions, the consultant and the researcher again

compared their categorizations of the meaning units using the new definitions of the

transformed meaning units, and they achieved 90% agreement on the categorizations.

Therefore, these definitions were judged to be an accurate reflection of the experience. The

78

with permission of the copyright owner. Further reproduction prohibited without permission.



following is an explanation of the tentative definitions. The names used throughout this 

section are fictitious in order to protect the identity of the participants.

Tentative Definitions 

Time Is Good, But Also The Enemy 

As mentioned above, a predominant paradox that is an essential component of the 

experience is that time is good, but can also be the enemy. Time is good because it gives 

the women time to become informed and prepare for the birth of their child. But time is 

also the enemy because there are still many unanswered questions until after birth, and so 

the women worry and wait to find out what the impact of the abnormality will be for their 

children, their families, and themselves.

Time is Good

The women move through a process of finding out the fetal diagnosis, learning 

about the diagnosis, and examining their options for care. They have concerns over the 

well-being of the fetus and view time as beneficial for the fetus, since it allows the fetus to 

get bigger and stronger. Most of the women were glad to know the diagnosis before the 

delivery, so they could make necessary arrangements at home and at work for the period 

surrounding delivery and shortly after birth. During this time they also decided who to tell 

about the diagnosis and what impact it might have on their baby. This process is not 

necessarily done in a specific time frame and depends on the diagnosis of the fetus, the 

gestational age at the time of diagnosis, and the resources and options available to the 

women. However, all women went through this process and described it as part of the 

experience.
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Finding out the diagnosis. All of the women in this study found out about the fetal 

diagnosis during the second trimester of pregnancy. It is during the second trimester that 

women are offered a blood test and/or a fetal ultrasound to screen for fetal abnormalities. 

The blood test is used to screen for, but not diagnose, either spina bifida (if the blood level 

is high) or a chromosomal defect such as Down syndrome (if the blood level is low). The 

blood test has a high false positive rate, which means that often even though the test is 

positive, follow-up tests reveal there is nothing wrong with the fetus. Women are usually 

informed of this when they accept the blood test. The fetal ultrasound can visualize many 

fetal congenital defects. Generally the women accept the blood test and/or the ultrasound, 

seeing this as a routine part of their prenatal care, and not anticipating that anything will be 

wrong.

For some participants the first step in the process of finding out the diagnosis was

when they received news that the maternal serum triple screening blood test had come back

too high or too low. Jenny described the news of her high blood test:

Well, I wasn’t really worried.. .You know, because they told me that they have a lot

of callbacks.. .for positive results.. .Well, I just, I wasn’t real worried about it, I just

kinda was hoping for the best here. I didn’t really expect anything to be wrong.

For this particular patient it turned out “something” was wrong. After the blood test

results, she was referred to a high-risk referral center for an ultrasound. She described the

experience this way:

We did see the genetic counselor which is just a woman, she basically just

explained what spina bifida was, and what could happen or couldn’t happen. And

um, then we had the ultrasound and then they had a whole bunch of people. More
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and more people started coming in, so I was figuring something was wrong here.

As part of the follow-up for a low blood test, Mary was referred for genetic 

counseling, an ultrasound, and amniocentesis. She describes that experience:

So she [genetic counselor] counseled us and then we did the sonogram. According 

to the tech everything was fine. She said, “It’s a girl, measurements are fine, she’s 

tall, you know.” And I said, “I ’m not short, my husband’s tall, you know, my 

family’s tall, great.” Well, then she leaves and then Dr. [name] comes in and he’s 

like, “Everything’s fine, but...” Until that moment we didn’t really know, or 

suspect, a problem. You know those guys, you know, because I was at a three and 

normally it’s one [size of the neck measurements] and I’m like okay, so like we’re 

just talking just a little bit of difference.. .and everybody has body differences so, it 

was like no big deal, you know, I wasn’t worried until [doctor’s name] knocked 

into “everything’s fine but...” and the tech had had this scan on the head and he [the 

doctor] went directly to that and just started talking, death and doom and gloom. 

Her fetus had a cystic hygroma, or a growth on the back of her neck, that later 

shrunk in size. The amniocentesis results revealed that the fetus had Down Syndrome.

Four of the participants said that they had an inkling that something was wrong 

during the ultrasound before the doctor came into the room. Sonographers are technicians 

who usually do the ultrasound initially and then the physician comes in afterwards to check 

the ultrasound. In some offices the ultrasound recording is reviewed at a later time by a 

doctor qualified to interpret it.

Ann discussed her experience with the sonographer, whom she knew from high

school:
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So we were looking at the sonogram, and I was like going, “That spine does not 

look normal.”...So we were looking at it and she was always, I mean, ever since we 

were very little, we were real talkative, and she wasn’t saying a whole lot, and I 

was looking at the screen and I was going, “That doesn’t look right, but maybe I 

just don’t know enough”. .. I mean with my first child, they didn’t sonogram me 

until I was six months along, so I was like maybe this was just an early thing, and 

then she was, “I gotta go get the doctor, I’ll be right back.” And they came in and 

told us what I figured was a problem. I didn’t know what the problem was at that 

certain time or the problem that I was gonna face, but.. .it kinda came as a big 

culture shock because my husband has two boys from the previous marriage that 

are perfectly healthy, I have one that is perfectly healthy, and then we have had two 

miscarriages and now.. .this one.

Brenda describes her ultrasound experience in this way:

Well, we were having our first sonogram and the technician, ah, was just doing her 

thing and she goes okay, umm, she commented on the sex (we wanted to know the 

sex), and she pointed out different things. You know the tummy and the heart and 

everything. And, then she said, she told me to go ahead and go to the bathroom and 

the doctor would probably want to come in and take a look.. .And I thought, well 

that’s weird, you know, that the doctor would want to come in and take a look, she 

just did the whole thing, and uh, he just jumped right in and said, “Okay, looks like 

we’re, we might’ve seen a cleft lip.” I was like, “What?”

Patty also had a feeling that something was wrong while the sonographer was doing 

her first routine ultrasound:
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Well, I knew that she was acting strangely; the sonographer was—at the doctor’s 

office, yeah. Um, and I kept asking cause I mean, I didn’t think anything was 

wrong. I had no reason to think anything was wrong, and I’m like, oh, how’s the 

>■.: heart look, how’s this look, how’s that look? And she was like, not smiling, “You 

just need to talk to your doctor, talk to the doctor.”

’ Although Elaine had a feeling something wasn’t right after her ultrasound, she 

didn’t know'anything for a couple of days:

Well, they sent me home, and I asked if  there was a problem because my sonogram 

took 45 minutes and I’ve had two kids so, in and out, and this one took 45 minutes 

> and she was really looking at the back and I asked her if anything was wrong and 

. she.said, “No, everything is fine,” and then Dr. [Name] called me about 2-3 days 

later that there was possible spina bifida and that I need to go to a different 

sonogram place.

Hannah described her experience with her first ultrasound as one that gave her the

feeling something was not right:

It was kinda weird, because, every time I was going to the doctor, he was saying,

“Well you’re doing good,” and you know, they really don’t know how the baby’s

doing ‘til they do an ultrasound. So I went into the ultrasound and you know how

doctors talk among themselves... And you know, and I was like well, something’s

not right, and then they called my doctor and then he looked at the ultrasound

because the lady was just doing a routine ultrasound, so they called my doctor in

.. .he was like, “We are trying to figure out if  it’s, you know, a mishap or if there is

something really wrong” and then they called this other doctor in and that’s when I
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got nervous, I was like, okay, so what’s wrong. And then the doctor said...He told 

me that they see something’s not right. So they said they would do another 

ultrasound, a bigger one, on a better machine.

Irene described this inkling also:

Well, I mean, I went up there... not expecting anything. They couldn’t get the baby 

to turn over, so the doctor asked me walk around and my sister-in-law had gone 

with me and I said, “Jane, do you think something’s wrong here, why are they so 

insistent on seeing this?” She said, “I don’t know” . .. So then we went back in and 

that’s when he came back and said, “I think you have, your baby has a cleft lip, 

can’t be sure, why don’t you come back in two weeks.”

After the initial ultrasound diagnosis was made, some patients were referred for 

further testing or follow up. Especially with the heart defects, further ultrasounds with 

specialized equipment are needed. As Hannah describes,

To get a better look and then they would go through and see what they thought it 

was and it was close to what he said, so they were doing good when they were 

testing, and I, then I’ll have to do another one and they were gonna send the tapes 

to the doctor over at [pediatric cardiologist’s office].

One participant who was sent to the perinatal center because of her fetus’s spina 

bifida found out an amniocentesis would tell her if there were any chromosomal anomalies 

also. Regarding having the amniocentesis she said, “ I figured get it done, because you find 

out more and then I’ll find out more of what’s going on and then I can figure out if I have 

to keep coming down here or if  I have to deliver down here...”
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Learning about the diagnosis. After participants found out the diagnosis, or 

sometimes even before they had a final diagnosis, they started a process of learning more 

about how it would affect their babies and their families. They used a variety of 

resources— some that were recommended by health care professionals, and some that they 

sought on their own.

Many participants used health professionals including genetic counselors. Mary 

said her genetic counselor was “...great, she said you call me anytime if you come up with 

any questions...if I’d call or leave her message, you know, she’d call back within a few 

minutes or even a couple hours....So that was great.”

Brenda said the genetic counselor assisted in alleviating her fears that some 

medications she had taken during pregnancy had caused her fetus’s cleft lip.

But, um, so we immediately made an appointment, oh, we had to talk to the genetic 

counselor that day for a while.. .1 was a little worried that the medications that I 

was taking when I got pregnant had caused it .. .But, a, because, you know, they 

switched me to a safe medication, but you just never know.. .those first few weeks. 

Luckily the medicines I was taking aren’t known to cause this kinda thing.. .and 

then she [genetic counselor] said there is just a lot, most times, no known reason 

just a combination of factors [that cause the cleft lip].

Later she reiterated how the genetic counselor was helpful: “...she could tell me

right off the bat about other contributing factors like if  we had been exposed to harsh

chemicals or something. It’s kinda like she was there for us too.”

Another source of information for some participants was pediatric specialists who

would be responsible for treating the babies after birth. Consultations with the specialists
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were usually set up by a nurse at the perinatal center who assists families who have been 

diagnosed with a fetal congenital abnormality. Nancy, whose fetus had an ureterocele, saw 

a pediatric urologist to find out what to expect after delivery. She said,

But he didn’t have any of the films [copies of the ultrasound].. .so he just sat down 

and drew out probably four different scenarios of what could happen.... He gave us 

like 10 different options of surgery, what could happen from the least minor to the 

most major and he really made us feel comfortable.

Many participants took advantage of using the Internet as a resource. Ann, whose

fetus was diagnosed with spina bifida, stated, “The Internet sites have just been wonderful.

I mean just reading, seeing what the outcomes are sometimes is positive.” Brenda (whose

fetus had cleft lip) commented, “I was on the internet that afternoon looking it up.. .1

looked up several good Web sites.”

Irene’s fetus was also diagnosed with cleft lip. Irene had done some research about

cleft lip prior to her ultrasound at the referral center where the diagnosis was verified.

“And, so when we found out, then we went up there for sure, he said yes, it’s definitely. I

said, ‘Okay, is it unilateral, bilateral,’ ’cause by that time I had done a bunch of research on

the Internet and had talked to people.”

Patty also searched the Internet for information about her baby’s fetal diagnosis.

She explained, “I just like to know everything. And with everything [on the Internet], you

get every good thing, every terrible thing, I don’t know. So, maybe that’s good, that I’m

prepared for the absolute worse and at least I know all the possibilities.”

The participant whose fetus was later diagnosed with Down syndrome originally

was told that her fetus might have Turner’s Syndrome. She was disappointed with what she
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could find about that condition. “I was disappointed that trying to find stuff on the Internet 

on Turner’s or cystic hygroma is a page or two, I mean, my friends, we were looking on 

Doctor.com and we got a couple pages and that was all.” Even after she found out the fetus 

had Down syndrome, she said, “You can’t find that much stuff on the Internet.. .or I’m not 

looking at the right place.”

■; Nancy stated, referring to the pediatric urologist whom she consulted regarding her 

fetus’s diagnosis, “But Dr. [Name] said, don’t get on the Internet and start looking it up 

because there, he said there’s a zillion, you know, different ways to treat it, you’re just 

going to make yourself more confused then anything else.” In addition, some participants 

did not mention using the Internet at all as a source of information.

Many of the participants wanted to know what might have caused or not caused the 

anomaly and found information from their doctors or the genetic counselors. One 

participant, whose fetus was diagnosed with a cleft lip, later found out that her 

grandmother was bom with a cleft lip also. She said,

Then I saw the people at [the hospital], at the craniofacial department, to get kinda 

set up with them, and I asked her, you know, if  that was too far back and she said 

no. She said, “No, absolutely not. You probably just inherited it”...that kinda gave 

me a little bit of closure, its kinda like, oh, well, okay, inherited, so it’s just part of 

my, you know, family line.

Another participant whose fetus had a cleft lip said,

My husband was diagnosed with testicular cancer eight years ago. And, so, then of 

course, he’s taken it, “I’ve had radiation that’s the reason why the kid’s got a cleft
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lip” . . .He went with me for the second ultrasound and he point blank said, “Did 

that, did that cause this?” and they said, “No, it didn’t have anything to do with it.” 

Learning more about the diagnosis also meant learning more about the prognosis 

for the baby after birth. Ann found out the prognosis for her fetus: “They say that he 

probably will be paralyzed from the waist down.” Another participant reiterated the same 

prognosis: “As far as they said, it was spina bifida and there may be a real chance of my 

baby being paralyzed.”

One of the participants, whose fetus has a heart defect, stated, “They say he’ll have 

to have like three surgeries before he’s like three years old.”

Options in care. With increased knowledge about the diagnosis and prognosis, the 

participants were presented with choices about how to deal with the remainder of the 

pregnancy. Sometimes, one of the choices included deciding where to continue their 

obstetrical care and where to deliver. Often it was suggested to participants that they 

deliver at a high-risk center so their baby could be taken care of immediately after delivery. 

Irene lived in a town without a high-risk center and had an option to deliver in one of two 

cities that could provide services for her baby with a cleft lip. Therefore, she had a decision 

to make and described it this way:

Yeah, so again that’s another decision we’ll have to make just as soon as we figure 

out if we’re doing [one children’s hospital] or [the other]. Then I need to find an 

OB. So, and [local obstetrician] said he’s willing to take me up to eight months. 

He’s willing to take me up to the two weeks before delivery, whatever I want to do. 

Yeah, ’cause that was his first question after we found out the baby had the cleft
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lip, “Irene, do you want to deliver here?”

Since all of these women were in the second trimester, abortion was still an option 

for most. Part of the inclusion criteria for this study was that, at the time of the interview, 

the women had chosen not to have an abortion. Some described making that decision.

Elaine stated, “They’d asked me if  I wanted to have an abortion and at this time I’m 

already going on five months pregnant and that’s like, what, partial birth abortion, you 

know, and I couldn’t do that, I couldn’t do that.” Jenny agreed, “And they, I don’t know, 

like, you know, a lot of people are, were just thinking I should have an abortion, and not 

me, that really hasn’t crossed my mind.” Gail described this decision making in this way: 

Uhmm, at first, like I said, my first appointment was the doctor I had at first, he had 

me really scared because I didn’t know what I was gonna do, I didn’t know what to 

expect especially when he opened his mouth and it was like maybe I could think 

about terminating the pregnancy.

Other participants described the decision to not terminate the pregnancy as a tough 

one. Mary, whose baby had Down syndrome, said,

So I was wanting to just get rid of this pregnancy and just start over because they 

already said age was not in my favor even though I had gotten pregnant without 

drugs, no problem.. .1 was the one, ’cause of the emotional level, I wanted just to 

say, okay, this is it, I can’t handle any more...because some people were, “We’ll 

support you either way if  you don’t want to keep it.”

Later she described what changed her mind:

I was like, I can’t do this, you know, not knowing and then they just kept saying,

kept checking ultra-sonograms, swelling got better, swelling got better and they
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were like “much better,” and then, you know her heart wasn’t any problem, five 

fingers, five toes, the sucking, she’s moving her mouth.. .she kicks, so just like 

everyday is just like a little bit better.

When asked what part her husband had in the decision making, she said, “I got the 

impression from what he didn’t say, was that he couldn’t handle it if  we took it into our 

own hands.”

One participant whose fetus had spina bifida stated,

After they said.that, I mean, Dan and I asked them outright, we said, “If this was 

your baby what would you do?” And the doctor goes.. .“he probably won’t have 

any kind of life.” (Silence) (Starts crying) At that point in time, we considered 

terminating.

However, later in the conversation she said, “We decided we couldn’t do that.. .1 may not 

understand why, but I do know that if anybody can handle this, I can.”

The same participant was also presented with an option to investigate the 

possibility of attempting an in-utero surgical repair of the spina bifida. She was the only 

participant who examined the feasibility of this option. She described her experience:

I work with spina bifida children. And so working with them has helped me deal 

with this a lot. And so when we were looking at that.. .We decided we wanted to 

give the baby every chance that he could have, and if fetal surgery was the way to 

go then if we’re a candidate, then that would be the way to go. I mean at least try. 

They flew to Philadelphia two days after the September 11th terrorist attack. She

said,
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I was a nervous wreck.. .They said about three years ago, they probably would have 

been able to go ahead and do the surgery. Well, they would have considered it 

because they weren’t under the research program limitation that they, are now. They 

said they had so many doctors doing it [the surgery] for a while, and so many 

different faces, and so much information that wasn’t able to be verified because of 

lack of a confining study.. .We were at the children’s hospital from 7 a.m. until 

about 6:30 at night. Just running tests one after another....And the reason they 

didn’t want to close that big of a lesion is because of the hydrocephalus that would 

set in. And in order to be a candidate in Philadelphia, you have to, they have to 

have mobility of the legs.. .They prefer no clubbing in the feet. They want a smaller 

lesion, a smaller, lower lesion because right now that’s all part of a research study. 

In-utero surgery has been a choice for very few women with a diagnosis of a 

prenatally diagnosed fetal abnormality. Although some have been hopeful of its potential, 

it certainly has not become a mainstream treatment.

Concerns about fe ta l well-being. Time was good for these women because they 

understood that the longer the pregnancy continued, the bigger the fetus would grow, 

decreasing the risk of complications due to prematurity. Also a larger baby usually has a 

better surgical risk, for those babies who were facing that possibility. Cathy described her 

concerns regarding the size of the baby this way:

I want the weight for him, 'cause I just think, I keep saying, everybody’s going, 

“You’re not that big for as far along as you are,” I’m thinking, “Don’t say that, you 

know, I need to him bigger, I need him big.”
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Patty had experienced a previous miscarriage, and she was very concerned that the 

baby might die in-utero. Her doctor had informed her she could rent a fetal doppler that she 

could use at home to check fetal heart tone. This reassured her that her fetus was still alive. 

She explained,

I was so paranoid, f  had like three ultrasounds before the 20-week ultrasound. Just 

because, making sure that everything was going well, like it was supposed to 

be...And he said, “No, go and get one now.” And, he said, “They are available 

online to rent if  you want to.” I think they are a dollar a day, or something like that, 

to rent.. .1 think I sent it back like two weeks ago. Once I really started feeling a lot 

of movement, I thought, well, I feel pretty safe sending it back now. I would use it 

again.

Preparing. One of the major factors of why time is good is that it gave participants 

time to plan for the birth of their baby. They felt it was important to be prepared at home 

and/or at work, for their delivery and their baby’s extended hospitalization or possible 

surgery.

Several women mentioned the fact that the baby was going to be in the hospital for 

an extended time or transferred to a different hospital after birth was going to be tough for 

them. Hannah said, “It’s just gonna be the hard part of me not being able to get up and then 

go to the nursery and get him, but as long as he’s fine, then I’ll be able to go and see him 

then.. .That will be the most important thing.” Jenny agreed with that sentiment:

The main thing that bothers me about this whole thing is that I won’t be able to see 

him for such a long time and I don’t know how long he’ll be in the hospital or I
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won’t, if I’ll be able to stay there too, and it’s just, I don’t know, I just don’t like 

that situation but...

One of the considerations when contemplating surgery for the baby was finding out 

about insurance coverage, especially in situations where the baby would be going to a 

different hospital than the mother. Irene was very conscious of this consideration. She said: 

And' they started talking about what surgery involved and about the feeding and 

. about what all that involves, so yeah, we had some questions about that as well. . 

And they were ready to go ahead and make the referral to the surgeons there, and I 

said hey, guys, I, need to find out what we’ll be doing with insurance.

The issues of preparing for after the delivery were sometimes stressful. Ann said: 

Well, I think just trying to get everything ready has made me stressed.. .Between 

trying to get things ready at home, at work, trying to figure out what’s going to 

happen. Like at [the children’s hospital] they told us that we were going to have to 

have a flat car seat, to take the baby home.. .And so I was thinking, geez, my little 

Saturn, am I going to have to trade that in or what am I gonna need?

Nancy said she was already making some plans at home for after delivery. She 

recognized the baby was going to need frequent doctor’s visits. “I know we’re gonna be 

busy after she’s bom, you know, I mean, I’m preparing to not be able to be home with her, 

you know, I know, we’ll be doing many doctor appointments.” And Jenny was making 

plans to be able to work from home to be more available for her baby. “And I think I’ll do 

a little work on the computer, so I should be able to work from home.”
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Knowing the diagnosis. All but one of the participants stated they were glad that 

they knew the baby had a congenital abnormality prior to the birth of the baby. Generally, 

they felt it gave them time to become prepared, both emotionally and physically, for the 

arrival of their child. Ann, whose fetus had been diagnosed with spina bifida, described it 

this way:

Yeah, 'cause I think if I found out after delivery then it would have been, I mean, 

terrifying. Because I mean, with me being the person that has to have everything 

prepared and set up, throwing something like that on me at the last minute would 

have just thrown me into a total back loop. I mean I would have been like, aaaaaa... 

I mean it gives you emotionally, physically, I mean everything. If you would just 

find out at the time of delivery? I think you would be so shocked, that you would 

be, “What do I do now?”

Hannah, whose fetus had a congenital heart defect, agreed. “So I can, like I said, so 

I can prepare myself for what’s going to happen or what might happen.”

Brenda’s fetus had been diagnosed with a cleft lip, and she was glad she found out 

the diagnosis before birth “...because I wouldn’t want to have to deal with it on the day of 

the birth.”

Once the women knew the diagnosis, they made decisions about who to share this

information with. Patty talked about telling her family about the baby’s problems even

before a final diagnosis was made.

Well, mostly my family, which it’s hard to tell them what’s going on, because I,

you know, nobody really knows what’s wrong, you just know that something is

wrong... like even just friends from back home, mostly don’t know. It’s hard to
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explain, and I just don’t like the idea of everybody talking about it. Because I don’t 

know what’s going to happen. The doctors don’t know what gonna happen, but you 

know, how will someone from my small town figure out what’s gonna happen. I 

don’t need to deal with that, along with everything else that’s going on. A few 

friends know, and my family. So, yeah, I’d rather not have people talk about it. Not 

that I’m embarrassed of it...but I want them, and gossip, and things like that. If 

people are gonna know, I want them to know everything I want them to know 

what’s going on.

The one participant who stated she wished she didn’t know the diagnosis until after 

the birth had an interesting perspective on the issue. Her two-year-old child had been 

diagnosed with Tetralogy of Fallot, a severe heart defect, after he was bom. The fetus she 

was carrying had been diagnosed with a different heart defect, yet the severity of the defect 

was still somewhat unknown. She described her feelings:

I told my mother, I kinda wish they would have found out after [delivery of the 

baby] like they did before because now I’m sitting on pins and needles not knowing 

how extensive it’s gonna be or if he’s gonna have to have surgery so I don’t like the 

waiting.. .you can live with anything, but to know I just have to wait. I just have to 

wait and see. It’s not that bad but you just don’t know.. .I’d rather have waited and 

found out after.

Other participants agreed that waiting to have the final answer about the severity of 

the defect was a difficult situation. Despite all of the positive aspects of “Time is good,” 

such as learning about the diagnosis and preparing for the birth, the unknowns are still hard 

to live with.
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Time is the Enemy

The opposite side of the paradox is that time is also the enemy. Despite finding out 

the diagnosis and learning about the diagnosis, there are still many unknowns, so the 

women worry, wait, and wonder. The women state that they still have unanswered 

questions, including why this abnormality happened. Waiting is a significant part of the 

experience. The women wait to find out the impact of the abnormality on their baby. Since 

they don’t know this for sure, they can never be totally prepared, no matter how much they 

know.

Questions. Many participants still had questions that they felt needed answering. 

Cathy stated, “It was still unknown at that time and there still are questions I have, in fact, 

today.. .1 need to remember to do that today. See if  I can’t get a little clearer answers 

because it’s been...we’re at that same point, I guess. We know it’s there, okay, now what?” 

Cathy stated that she would think about questions but forget to find out:

It’s just the questions, I guess that I have for today, that I put together in my mind, 

um, you know usually the sonograms and you know whatever and it’s, the time is 

occupied with the scan and with exam after that and then, you know, the next 

appointment or whatever. It’s not the doctor’s visit, that was four weeks ago today 

that I had my last doctor’s visit, you know, without the scan. So, on that day, I 

don’t think I was ready for questions as I am now, where I am getting closer, I 

mean, I’m in the single digits due date.

Time is the enemy because some questions can only be answered in time.
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Perhaps the toughest question often can’t be answered: Why did this happen? Ann, 

whose baby had spina bifida, stated,

Well, we meet with the geneticist, he said that you guys are one of the, he didn’t 

use the word, I call it a freak of nature, because he said in general, you usually see 

some kind of hereditary with it.. .And with both my husband and I, he went over 

everything 50 million times and went, I can’t explain it. And now that made it even 

harder to except because I was like then, “Why?”

Lynn agreed: “I want to know why.” Elaine reiterated question: “I don’t understand

why this happened. And they kinda told me things like this happen. That’s what they told

me.” Unfortunately, for many women, the question of “why?” may never be answered,

even with more time.

Even though advanced technology gave these women an idea of what to expect

after the baby was bom, it was still unable to give them a definite idea of how the

abnormality would impact their baby. This is a significant issue throughout the experience.

The women wonder how their baby will be specifically affected by the abnormality. As

Mary described, “I think that’s when they told us it was Down’s or they, it was definite

after the two weeks, that it was Down’s. They kept saying the severity, we don’t know

what the severity is, we won’t know until she gets here.”

Ann, whose fetus had spina bifida, described the situation this way:

So, he said there, he didn’t know what to expect but there were so many things that

he couldn’t explain to me. Like he said the level of the lesion there is no way the

baby should be able to move his legs, but in all the sonograms and ultrasounds he

could barely move his legs but he can move them.. .And there will be unknowns
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until the baby is bom .. .And even then until he’s 18, 20, you know, and that’s just 

what makes it hard.

Jenny had the same type of information about her fetus diagnosed with spina bifida. 

She said, “...but the main things they said were gonna be.. .the bladder control and that was 

about it, other than walking, but they don’t know any of that until later on....I still don’t 

know if, I mean, what’s going to be wrong with him.”

Patty was having a difficult time because there had been some questions as to the 

final fetal diagnosis. Although the perinatologists thought the fetus had a cystic adenoid 

malformation of the lung, originally they thought it may have been a diaphragmatic hernia. 

This uncertainty presented additional concerns and worries for Patty. She said, “Nobody 

really knows what’s wrong, you just know that something is wrong, which is worse than 

not knowing what’s wrong. Because your mind can just go crazy.”

Waiting. Because of the unknown, even though the women try to get prepared, 

they can not prepare for what they don’t know. Ann said, “It drives me insane not to be, 

have all the details worked out before. That’s probably the hardest part about this whole 

thing is not knowing, is not being able to have every single detail of every single day 

worked out.”

The realization that there were still unknowns made the waiting more difficult. 

Hannah said:

That’s it, it’s like I’m scared one day and I’m nervous the next and then I’m 

anxious, I want you here, oh, I wish my water would break and they was like, no 

you don’t want that then as soon as it breaks, there is no turning back, I was like oh,
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it-s just, I’m just anxious to see what happens to see what goes on and how 

everything works out. 'Cause I mean, this is the first time so, but other than that, it’s 

just waiting. That’s the biggest thing, just waiting. And that’s the hard part.

Jenny also agreed that the waiting was part of the experience. “You know, I’m just 

waiting...I think everything going to be okay, but I’m just kinda worried that something 

might go wrong.” Brenda summarized the situation this way: “You just kinda feel you are 

hanging in limbo.”

You Grieve, But You D o n ’t Grieve 

The second transformed meaning unit is, “You grieve, but you don’t grieve.” This 

paradox is present in the experience because although the participants described feeling 

helpless in dealing with the emotional reactions they experienced as a result of finding out 

the diagnosis, they do help themselves by utilizing a variety of coping mechanisms in order 

to manage effectively through this difficult pregnancy.

The participants experience grief reactions to the news that their baby will not be 

“perfect.” This includes feelings such as shock, anger, and denial. It also includes reactions 

such as preoccupation of thoughts, the recognition of the reality of it, and comments about 

how tough this event is emotionally. The emotional roller coaster is one that the 

participants say they just have to ride. On the other hand, they don’t grieve because they 

recognize the probability that the baby will live, and they use a variety of coping strategies 

to come to terms with their emotional reactions to the diagnosis. They cope because of 

support from family and friends and their spiritual beliefs. Often coping includes talking 

with others and staying busy. A significant effective coping mechanism is having a
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positive attitude about this experience; many see the experience as making them better or 

stronger people or believe that this experience has happened “for a reason.”

You Grieve

When the women realize that their baby has a congenital abnormality, their fantasy 

of having the perfect baby is lost. This realization leads to a variety of emotional reactions 

including feelings of grief. Ann described her reactions this way:

I talked to a bunch of the parents [of kids with spina bifida] first, you know, when I 

first found out. And I said, “How did you deal with this, how did you, you know, 

what process did you go through? I mean, because they’re like, you grieve but you 

don’t grieve.. .that type of thing. You know your ideal baby is the perfect baby, and 

then you find that it’s not going to be perfect, and you’re like. It’s kinda a loss. 

Diane also described her reaction to finding out her baby had spina bifida. “It was 

kinda upsetting, you know, for the simple fact there could be something wrong, and you 

know, everyone wants their children to live this healthy perfect life.” Brenda reiterated that 

the loss of the perfect baby is grieved: “I think there is a piece of you that was hoping it 

wasn’t, didn’t happen. Yeah, 'cause you want this perfect baby and you find out something 

is wrong with yours.”

Since the loss of the perfect baby is truly a loss, the women experienced grief 

reactions often associated with any loss. Shock is a common response to the diagnosis. 

Jenny described that feeling this way: “I wasn’t, it didn’t really affect me then, it didn’t 

really set in, I had to reflect for a little while.” Later she explained that sometimes the 

information does not seem to be real. “And, it’s just kinda, and while we are there, you
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know, they’re telling us all this stuff.. .it’s just a little bit, it’s just not real then, but after we 

think about it for a little bit, we’re expecting, hoping for the best, but we are just trying to 

get ready for.. .the worst that can happen.” Patty described her reaction to the diagnosis: 

“Disbelief kinda, and then, I don’t know, you just-it was so surprising because, because 

you think nothing’s wrong, and then all of the sudden, everything changes.”

Several women said that their first reaction to the nev/s was crying. Often, they 

remember the first few days after finding out the diagnosis to be tough days and crying 

was their release. Cathy said, “The first day, you know, it wasn’t easy, you know.. .Lots of 

crying.” Lynn agreed that crying was a predominate reaction to the news at first: “That 

day, I pretty much cried all day.” Lynn had a unique perspective about the news that the 

child she was carrying (her second) had a heart defect, because her first child had been 

bom with a heart defect also. She said:

I just started crying 'cause I thought about my son [her first child], and he had open 

heart surgery at nine months and everything and it’s just that I’ll have to go through 

all that again, him in the hospital, with tubes and pain and all...

Another typical response to loss described by one participant was anger. When 

Cathy found out from the ultrasound that her baby had a cystic adenoid malformation of 

the lung, she was angry. She had experienced two previous miscarriages and also had 

recently experienced the death of her brother. The diagnosis of her baby’s abnormality 

seemed too much to her. She described her reaction:

I was angry at everybody and everything, at the situation, at why did I just find out 

I was pregnant and then now this happening. You know, it was too much at that

time, it was, you know, it was way too much to handle that day emotionally.
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Patty said her reaction of anger really stood out in her mind: “The more I think about it, the

more mad I would get,”

A feeling of guilt was a reaction that some women had regarding the diagnosis.

Even though questioning the cause of the defect was a response some women had, they

were irrational concerns. Hannah, whose baby was diagnosed with a cleft lip, asked, “Did I

eat something I wasn’t supposed to eat, did I not do something that I wasn’t supposed to

do? Of course [a friend] reassured me that no, that didn’t happen.” Elaine also expressed a

feeling of guilt: “I don’t know, I feel like I’m going through it more because the baby’s in

me you know, and I feel like, you know, of course every woman thinks, what did I do

wrong, you know.. .And I asked ’em, I’m like was it, 'cause I was working. When I first

got pregnant, I was working two jobs and I continued to work two jobs and then I was

having to, he [her boyfriend] was in a serious car accident, he broke his back in that, so I

was playing, I was working two jobs, coming home and playing nurse.” Irene reiterated the

guilt feelings: “I kept asking, ‘what did I do, what did I do?’, and they were like, ‘you

didn’t do anything.’ So, it was like, that was the hard part of me getting over it 'cause I

thought I had done something wrong.”

At some point the reality of the situation sets in, and the women talk about having

to look at the situation realistically. This experience was described by Hannah:

Everybody’s telling me, [her name] you have to be positive, you have to be

positive, but the doctor told me to be realistic. So it was like there is a big

difference between being positive and realistic. Because if  I was just being positive

all the time, then there might be a negative outcome, and then I’d really feel bad

after that. If I was just being realistic, you know, trying to prepare myself for
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what’s going to happen and then when I found out what we had to do, then I was a 

lot happier then, you know, than I was before.

Three of the women whose fetuses had the more severe anomalies had concerns 

that their babies would die after birth. They expressed fear for the possibility of death.

Lynn said she thought of death when she heard her baby had a heart defect. She said, 

“When I heard it, I didn’t have any questions, I thought the worst.” Mary’s baby was first 

diagnosed with a cystic hygroma (that later shrunk in size), and she was told her baby 

might have Trisomy 13, which is incompatible with life. She explained,

At first I was like, you know, I can’t, you know, lose another child, but then again 

they were saying that even if  she stayed, that if  the cystic hygroma didn’t get better, 

that the heart would just stop, and I said, I didn’t think I could handle carrying 

around not knowing when her heart was going to stop.. .And I’m like, yeah, but 

every second not knowing and I carrying her around for a week and I didn’t know, 

cause she was too little to make movements, to let me know she was around. And 

the doctor said you can just come in anytime, you know, not every day, but she said 

come in whenever you’re concerned and we’ll test her heart.

After the prognosis improved, Mary still had some difficulty letting herself think 

that she could bring this baby home. She described how it was hard for her to make a 

decision to have a baby shower:

But my friends are encouraging me to do the baby shower thing, that helped, 

because now, I got registered last week, it took me that long to be able to go to the 

store...yeah, 'cause my friends want to have me a baby shower and I was like, no, I
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didn’t want, but they were like, you have to have clothes, and I’m like, yeah, I 

guess so huh?

Elaine also worried that her baby might die as a result of his spina bifida. She 

explained,

I hope for the best but expect the worst I think that’s how I prepared myself. Plus 

me and my friend went out looking for ah, we went to some funeral homes and 

went to some cemeteries and kinda found out what it would cost to bury a baby if 

he did die. I guess I’m kinda in reality of what’s gonna happen. Because I have two 

other girls I have to live for even if he dies, I have to, life goes on.

For Hannah it was relief when she found out her baby had a better chance of 

surviving his heart defect after she received the final diagnosis. She described her 

experience before she had received that diagnosis and thought about the possibility of the 

baby’s death.

So I would come home and it was like kinda hard coming down here [to her room] 

and looking at all the stuff, (pointing at the baby clothes hanging up in her room), 

'cause at first I thought he wasn’t gonna make it .. .But then they told me, um, he 

has a chance, I was like, that’s all I’m worried about, cause as long as he has 

chance to do this and do that, they was like he might not be the perfect athlete or 

might not be able to play sports but you know he was gonna live, so, that’s fine. 

The participants expressed a overall feeling of helplessness. It was as if  they 

wanted to do something, but there was nothing they could do to change the situation. 

Olivia said,
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I couldn’t look it up or anything, you know, I’m thinking, but I did think to myself 

that as soon as I found that next appointment I was gonna ask if there was anything 

that I could do, if  it was me, and the technician who did the second sonogram, she 

said lots of people ask that but the baby’s organs, they function on their own, in 

their own entity and there’s nothing. And she said it’s good that you want to do 

something, but there is really nothing that you can do. So, I was thinking about that 

for the whole two weeks, is there something that I needed to do, because if there is 

I would do it.

Diane also communicated a feeling of helplessness, even when she knew the 

diagnosis. “And even if  you know, there is really nothing you can do about it.”

While the pregnancy was continuing the feelings varied. There was no set pattern 

of what women felt throughout the pregnancy; instead, they described a mixture of 

emotions. Jenny explained her current feelings. “I don’t know. Basically a much 

overwhelming feeling, kinda helpless, cause you don’t really know what’s going on, what 

will go on, and thinking about all these possibilities but you don’t know.” Later she 

reiterated, “Um, pretty much, I’m just, just anticipating. And I don’t, you know, know 

what to feel or think at this point.”

But You D o n ’t Grieve

Although the participants felt helpless, they in fact used a variety of coping 

mechanisms to get through the emotional stress, so the other side of the paradox was, “You 

don’t grieve.” Coping mechanisms included recognizing that although their baby would be 

bom with an abnormality, the baby would most likely survive. In addition, they received
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support from family and friends, utilized spiritual beliefs, stayed busy, or used a journal for 

writing their feelings. They also talked with other people who had experienced similar 

situations, either through formal organizations or through informal conversations. Coping 

involved using a positive attitude about this experience, including the belief that this 

experience would make'them better or stronger people, or that it happened “for a reason;”

Father o f  baby. For most of these women, the major source of support was the 

father of the baby (FOB). They described him as a person who understands their feeling of 

loss and assists them in coping with that loss. Mary described her husband’s support in this
, '■ - i t  ■■

way. “My husband and I talk about it, my husband is really, he is very laid back, which is 

not like me at all, he is totally, and he doesn’t worry about anything, and so, you know, it’s 

kinda annoying when you’re trying to talk to him, he’s like, everything is going to be fine, 

you don’t need to worry about it.. .Sometimes I wish I was that way too, you know, and 

usually he’s right, it does work out.” Olivia said her husband’s attitude also helped her 

cope. “My husband said, ‘Is there anything that we can do about it right now?’ And no, not 

really, oh, okay. Oh well, well, if you explain it like that, I guess.” Nancy reiterated, “My 

husband is so good about making me feel better.” Hannah put it this way: “I keep him 

motivated, he keeps me motivated, it’s like a team thing.”

Patty also talked about how her husband was a source of support. “My husband is 

great, and I think I would go crazy by now if it weren’t for him, so. You know, you have to 

have somebody. I don’t see how people can do by themselves.”

It was important to the women that the FOB was with them at their ultrasound 

appointments when possible. Mary reflected, “I was trying to get everything he [the
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doctor] *was telling me, so I could remember. That’s another reason I took my husband, 

because my emotions get involved.” Nancy was supported by her husband being at her 

appointments.

He goes to every appointment.. .And I thought, just the other day, I asked him if 

you know, we are going to be having a lot more appointments with these extra 

sonograms or whatever, and I said, you know, I said well, if  you can’t go, I’m sure 

my mom will go with me, 'cause I don’t like going by myself, and he said, “No, I’ll 

be there.”

Jenny’s boyfriend, the father of the baby, was a source of support. “Well, it’s nice 

to have Mike with me through this...he’s been good support.”

Family and friends. Family and friends were described as a source of support for 

the women in a variety of ways. Irene said, “Well, and again, my sisters have been 

supportive, and Mike’s sister’s been supportive.. .because with mom being gone, you 

know, I’ve asked my one sister, “Can you be there?’ ‘Yeah, I’ll be there.’”

Hannah’s boyfriend’s mother also provided important support.

His mom, you know...she dealt with that [her own child’s death] so she could talk 

to me about doing it you know, keep myself going.. .she helps me, you know, when 

I need my prenatal vitamins. When we first found out about this, you know, she 

said, “You know, if  you keep crying you’re gonna keep thinking about it, so quit 

crying, you know, go do this, go do that, keep yourself going.”

Kara’s dad was a source of support for her. She said, “If I called him, I could call 

him any time, day or night, my dad’s like my best friend.”
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Gail also describes her sister as a source of support. The sister was with her when 

her baby was diagnosed with spina bifida. Later she described the comfort she had felt 

knowing that extended family members worked at the hospital that her baby was going to 

be transferred to.

I have two family members that work over at [the baby’s hospital]. And one of 

them just got transferred to the department where the babies go, so...So, I mean 

that’s a good thing, because I’ll always know what’s going on. 'Cause somebody 

always be there.

Elaine had a close girlfriend who was of great support to her. “Oh yeah, yeah, my 

girlfriend, she’s been wonderful, she goes with me to every doctor’s appointment. Yeah, 

and we’ve arranged for her to be in the operating room when I have the baby, her and the 

dad.”

Ann described her parents as being there for her in different ways. She knew they 

would help her financially, if she needed it.

My parents have been great, my parents are in a, my parents have been farmers for 

a very very long time. So they got in on the ground level and, so they’re in on the 

oil and the cattle and all that good stuff, so they’ve helped out a lot. So anything I 

need, they’ve been like, “here, take it,” but I don’t really want to do that. It drives 

me insane but it’s wonderful to know it’s there.

Mothers. Although the women mentioned family members as a source of support 

also, it was obvious by their comments that their mothers had a unique role in that
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supportive relationship. Perhaps the important role of the women’s mothers was best 

described by the woman whose mother had recently died. She said,

Um, my mother had passed away in September. So when I found out about this, 

you know, the first thing you want to do is call your mom. Um, I found out about it 

in October, so I couldn’t call Mom. So that was the hard, probably the hardest thing 

of all, not being able to call Mom.

The presence and support of the women’s mothers was comforting. Nancy said, 

“And my mom is always there whenever we need her.” Hannah felt like her mother 

supported her, partly because her mother had been concerned for her own children’s 

health.

So, it’s just hard, but my mom, she keeps it going.. .Yeah, she keeps it going 

because my sister had a heart murmur when she was little...Yeah, and I mean, I 

guess she dealt with that, you know everything was alright with that and this was 

way bigger than a heart murmur... and she’s helping me, you know, to deal with 

. this and I have a lot of support and stuff.

Spiritual support. A few of the women combined support from their parents or 

mother and their God. Their mother helped them use their spiritual beliefs as a source of 

strength. Hannah said, “So she’s just like, “You’ll just have to stay strong and I pray.” 

Olivia describes her mother and her prayers as her sources of support as well. 

“Well, you know, my parents and, you know, I just pray every day and my mom’s praying 

every day...and she said, you know, just go out and take care o f everything you’re 

supposed to do.” Lynn also saw her mom and her faith as her source of support. “My
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mother, because she’s been through church and everything and my pastor and others at the 

church.” And when her doctor offered termination of the pregnancy as an option, Gail said, 

“I didn’t know what to expect then, but I went home, talked to my parents or whatever, and 

prayed, and then everything has just been fine.” Olivia reiterated that praying had helped 

her cope with this event: “I pray a lot.”

Several women voiced the sentiment that God would not give them more than they 

could handle, and this was a comfort to them. Gail stated,

I mean the whole process throughout all these months, it should have been more 

difficult than it was, but it wasn’t because I go to church and I pray a lot and my 

strength is strong in God. So He took it from where they were saying it was 

absolutely spina bifida where the baby was gonna be paralyzed to something minor, 

so... I think about it, but I’m not, I don’t never be depressed or stressed out or 

anything because I know that as long as I’m doing what I’m supposed to do, I mean 

no matter what the outcome is, the Lord always put you in a situation that he knows 

that he can help you through, so I don’t worry about it much.

And later she said, “But, like I said, I’ve been raised, we all have been raised in church all 

our lives, so it’s prayer, prayer and faith [that helps me cope].” And Diane said, “I’m a 

firm believer that God won’t give us anything we can’t handle.” Jenny said, “Well, I just, I 

think that it’s happening for a reason and that there’s something that I have to get done and 

I’m just glad that it happened to me and not someone who would have ended the 

pregnancy.”

The women also realized that there was not a lot that they could do to change the

situation, so they accepted it as God’s will. Lynn said, “Then I told myself, whatever
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happens, happens, that everything happens for a reason so...” And later she said, “I don’t 

know what it means, it’s happening for a reason, I don’t know the reason, I can’t come up 

with one, right now.” Mary reiterated this feeling:

So I’m like, if  it’s supposed to happen, it’s supposed to happen, if  she’s supposed 

to be here, she’s supposed to be here...she will. And if she’s not supposed to, then 

the decision was not in our hands anymore.. .It wasn’t our decision.”

Ann said, “I may not understand why, but I do know that if anybody can handle this, I 

can.” Jenny gave the impression that she felt she was chosen to carry this baby, “Well, I 

just, I think'that it’s happening for a reason and that there’s something that I have to get 

done and I’m just glad that it happened to me and not someone who would have ended the 

pregnancy.”

Interacting with others affected by similar experiences. The women used various 

other strategies for coping with the grief after finding out about their baby ’s abnormality. 

One effective method for some women was to talk to other people who had also 

experienced the diagnosis of a congenital abnormality in a member of their family. At 

work Ann interacted with a group of children bom with spina bifida. She described that 

experience as being very valuable to her when she learned that the baby she was carrying 

had spina bifida. When asked what had helped her most, she replied:

Probably the kids that I work with. Yeah, 'cause they’ll come up and they’ll mb my 

stomach and they’ll go, “You’re gonna be okay, baby, because we’re just 

fine”. . .One of my kids put it best: “We can do everything normal kids can do, we 

just have to do it a little different” . . .And I was just like—ohh—I mean, the fact
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that the kids.recognize that, and they’ve just been wonderful. The kids will walk up

and go, say, “Did you see me do that? Your baby is going to be able to do that.”

She said this has assisted her in coping: “So it’s easier for me to deal with [the diagnosis]

than my husband, 'cause I can see, you know, can see these kids that are fine.”

Another participant talked about getting in touch with the Special Olympics in

order to meet people dealing with the same diagnosis. She told this experience:

That lady had a daughter who was bom, and they didn’t find out until she was three

that she was, they think she’s got Down’s , I know her mother and I just didn’t

know, because I’ve had conversations with her and 1 thought she was just quiet.

And when they said, Shelia’s daughter is Down’s, and I’m like, I know that person,

and I’m like, I didn’t have any idea. I knew she played softball, I didn’t know it

was Special Olympics, I was like, oh, okay, I knew that person and I left her a

message, writing a note, but she said call me any time, and I just haven’t. You

know, I still haven’t made that step to call and say, you know, how do you get

involved, when do you start getting involved?

Mary also talked of another friend who had a miscarriage due to another type of congenital

abnormality. Yet since the woman had also gone through a difficult pregnancy, Mary

found her support comforting:

‘Cause one of the girls I used to work, I used to work at a dentist office and she had

a sonogram with Dr. [same doctor who diagnosed the participant’s baby’s defect]

and he gave her some bad news, I want to say right around the brain 'cause I’m not

sure if that’s it, 'cause whenever she gets emotional, I get emotional and we didn’t

get any facts. But she had problems, she had seen Dr. [Name] and her son was bom
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but then he died a couple minutes later. And I was like, I can’t handle that either. 

That was like, I was like, no, let’s just end it now. So, she was a big help in terms 

of she’d been through it before.

Nancy had a friend whose baby had surgery as an infant. She found it comforting to 

see how well the baby was doing at three years old. “She’s great. She is fantastic, her scar, 

is, you can’t even see it, you know where it is, but it’s the same color as her skin, not 

purple or red, she’s fantastic.”

Health care providers/technologies. Health care providers assisted some 

participants by being supportive and providing information. Mary stated that on her second 

ultrasound, she developed more of a relationship with the perinatalogist she had been 

referred to. She stated, “He stayed with us and talked with us and answered more 

questions, and he stayed the whole time and that made a difference to me.” Olivia talked 

about how the heath care providers were “nice,” and that made the situation easier to deal 

with. She said,

I love my OB and she is awesome and you know she is...she’s real positive about 

it ... I don’t know, it’s important to me that everybody’s been really nice because 

you know, at [the referral hospital], I didn’t know anything about it, I had never 

seen a perinatologist before and he’s been wonderful and nice and funny and the 

lady, the tech or whatever, that did the sonogram, she was really, really nice. Just 

everybody’s been really, really nice that I’ve had to deal with.

Hannah stated that when she asked questions, she felt like she was getting answers 

to many questions regarding plans for her pregnancy and baby:
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Um, well, I’m the kinda person that asks a lot of questions, so when I’m in the 

doctor’s office, they don’t treat me like my questions are stupid, which I’m sure 

they’ve probably heard ’em, you know, by the time, I get nervous, they have 

probably heard all the question about 20 times that day, um, they don’t treat me like 

um, you know, I’m dumb, or like that’s a stupid question or you know, they answer 

all my questions, and I was kinda, “Sorry, I know I’m asking a lot of questions,” 

they are like, “No, that’s fine.”

Elaine reiterated the importance of kindness from the health care providers.

I have good nurses and good doctors, and I feel like even/ time I’m concerned 

about what’s going on, you know, they make me feel like, that when I go in, that, 

you know, that my baby is important and not just another number or, you know,

I’m not another car payment, or, you know what I mean.

Later, she also mentioned that she hoped that medical advances may make dramatic 

discoveries in the future that could in fact help her baby who has been diagnosed with 

spina bifida. She stated,

This is how I feel about it. I mean, you know, there is amazing, amazing things that 

are being done in the medical profession, you know, maybe if  he’s paralyzed now, 

he might not always have to be paralyzed, then maybe there is something they can 

do to fix that.

Hannah also mentioned how medical advances have changed the situation for her

baby with a heart defect.

But, I mean, the way the guy was talking, the guy that did my ultrasound from

[children’s hospital], I mean he said it’s like, about five, between five and ten years
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ago there would have been no hope, you know, they wouldn’t have been able to 

save him, and I was like, well, at least he has a chance, you know.

Staying busy. Many of the women mentioned that staying busy helped them to be 

somewhat distracted, so they didn’t think about the baby’s problems all of the time. Olivia 

said, “I think about it a lot, but I guess I keep busy enough, and you know, until I find out 

more information, I’ll just go with what I know so far.” And Ann reiterated, “Because 

when I first found out, I found myself working and putting in a lot more hours at work, 

trying to get it in the back of my mind.” When asked what helped her cope, Elaine said, 

“Probably just being busy. You know, I watch a lot of kids, and I really don’t have much 

time to think, let alone do anything else, so, um, probably just staying busy, and, and not 

just sitting around dwelling on it, you know.. .Staying busy is really what I think has really 

saved me.” Mary explained, “Yeah, and I was processing some days fast and some days 

not at all, and they were like, how can you keep going to work, I said, I’d go insane if  I 

were at home, if I had stayed home.”

Also, for many women, just the passage of time made it easier to deal with the 

emotional stress of knowing that their baby would be bom with an abnormality. Brenda, 

whose fetus has a cleft lip, said, “I think it bothers me less and less as time goes on. In fact, 

it really doesn’t bother me that much now.” Later she said, “It made it easy, it was, you 

know, it got easier towards the next 14 days, 13 days whatever.”

Journaling. Patty described writing in her journal as a method of coping with her 

feelings. She first started using her journal when she had a miscarriage about six months 

prior to her current pregnancy. She said,
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It’s a sad journal, it’s not a happy one. A lot of it’s if, if I’m feeling happy, I don’t 

feel like I want to go write in it. But it’s mostly—when I heard diaphragmatic 

hernia, that was a big journal day. It makes it seem a lot more real, too. When you 

write it down and then you can really go, “Like, wow, we have to deal with this 

now.” You can’t just, you know, lie in bed. You have to get with it.

Positive attitude. One of the strongest coping strategies the researcher heard from 

these women was a positive attitude about their situation and what the future might hold. 

Ann put it this way: “I try not to worry. I just kinda ponder on stuff and just say, well, 

everything’s gonna be okay anyway, or try to.” Later she said, “I’ll deal with the bad when 

I’ve got to. In the meantime, I’m just gonna appreciate the good and go with it.” Gail had 

the same thought: “But, like I said, throughout the whole situation, I’ve never expected the 

worst.” And Mary said, “So, I’m like, I ’m hoping.” Olivia reiterated, “I think about it all 

the time, I think about it every day, you know, I try to think positive. Yeah, so and you 

know, I was telling a friend of mine about it, and she said you know, since they have all 

this technology now, she said because there was a lot of babies that nobody every knew 

and everything was just fine, you know, so I try to think about it that way too.” Brenda, 

whose baby has cleft lip, saw that things could be worse.

I guess I realize that it’s not that big of a deal. I mean, from the perinatal stand, they 

said that his, all his organs and his bowel and his heart and everything are all 

perfect, and you know. So I think that really it could be just so much worse, I mean, 

you know, he could have CP or could have Down’s, or you know, um, this is just 

cosmetic.
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Elaine said:

But paralization again isn’t the end of the world, there is a lot of functioning people 

out there in wheelchairs and he may surprise us, he may come out and be able to 

walk, a lot of babies with spina bifida can walk either with braces or walkers, some 

of them don’t have any problems walking, but you know they said a lot of it you 

can’t tell until he is bom, and then they have the surgeries, so it’s just kinda wait 

and see and hope for the best kinda. But you know if he’s in a wheelchair, so be it, 

he’s in a wheelchair, and you know, if  I have to change diapers for the rest of my 

life, then I...you know, that is something that I have to deal with.

Part of this positive attitude is reflected in statements by the women that this 

situation they are going through makes them or will make them a stronger or better person. 

Elaine describes it this way:

Tim, yeah, you know, I think it’s made me a little bit of a nicer person. Actually,

I’m a lot more patient with my kids, and I don’t take them so much for granted.

And you know, I’m a little more patient with everybody, and I’m a little more easy 

going, like you know, I really don’t care because, it could, you know, it made me 

realize that things could be a lot worse. You know, all my kids could have came out 

sick and I’m very fortunate to have two great beautiful babies, and this is my 

special baby, because he’s sick, you know. So he’s going to need special love and 

attention and extra care, and it just made me a little more easygoing, like, you 

know, and people tell me, “Oh, I broke a nail.” Yeah, well, you know who cares 

about your nail.

And Hannah described it this way:
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At first it was like, “I should have thought about what I was doing before I got 

pregnant, this is just teaching me a lesson.” You know, that’s how I thought, it was 

teaching me a lesson, I should have never did this, I’m too young for this, but then 

again I thought about it, you know, after they told me, he had a chance, and it was 

like, you know, making me stronger, you know, I’m knowing how to deal with 

stuff like this, I mean it’s gonna be hard but that’s what keeps me going, I like hard 

stuff. So I know if  I conquer it, and if I achieve it, then that makes me a better 

person, you know. That makes me feel good, you know, it keeps me going.

The B aby’s N ot Perfect, But (S)H e’s Still Mine 

The final transformed meaning unit is “The baby’s not perfect, but (s)he’s still 

mine.” The women developed prenatal attachment to their babies despite their realization 

that their babies would not be perfect because of the abnormalities diagnosed. The women 

acknowledged their baby’s abnormality and they had empathy for their baby. The women 

also had concerns over the long-term issues regarding raising their child. These concerns 

included worries about the child’s possible developmental or cognitive delay, finances, and 

child care issues.

However, the women’s stories also reflected their prenatal attachment to their 

fetuses. Usually they knew the gender of their baby and had named them. The women said 

they knew the baby for who they are and love them for being who they are. The women 

were happy about the pregnancy and committed to taking care of themselves for the baby’s 

sake.

118

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



The b a b y’s not perfect

The women’s statements reflected their concern for their babies, realizing that their 

babies would encounter challenges after birth and perhaps throughout their lives. For 

instance, Brenda said, “I guess it was because, ah, well, for a period of a couple of, maybe 

a few weeks, after I found out I was sad. Not just for me but for him” (while rubbing her 

pregnant abdomen). Kara reflected how the procedures her baby would encounter after 

birth may be hard on him:

I’m real scared for him, but... especially if they have to put in a catheter and shoot 

dye up in there. I know someone who’s had that and he’s 64 years old and he’s had 

that done and had stuff put in, a defibrillator, and he’s been through that, and he 

thought it was hard. What about for a baby?

Elaine expressed her concern for her fetus in this way: “Maybe it’s just his illness 

and everything that I know he’s going to go through.. .You know when your kids are sick, 

you know that mother instinct just automatically kicks in. I already know he’s sick.”

Hannah voiced her concerns about how her baby’s defect would affect his abilities 

to do what he wants later in life, “And that’s the only thing...I want him, you know, to be 

able to do what he wants to do. But it’s like if  that’s keeping him from doing it, then I can’t 

do anything about it. It’s keeping him safe. He has to do what he has to do to be safe.” 

Jenny reiterated that sentiment. “Well, it’s kinda, it’s hard to explain how I really feel 

about it, I mean I, um, it’s, I’m sad but I’m more sad for the baby, than I am, you know, 

because, I just want him to be able to do and you know, things...”
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Since the women had learned about the abnormality, it made them more sensitive 

to the changes of pregnancy. There was recognition of the importance of the gestation for 

this baby, in particular, because of the known abnormality. Elaine explained it this way:

But I’m a little more, I don’t know, I pay attention more. I know, I ’m 33 weeks and 

3 days. I mean, I know exactly how pregnant I am, I know exactly what’s going on 

with this pregnancy, and when I feel sick, and you know. I was just kinda pregnant 

before and you know, everything was fine, and, that was that. However, I pay a lot 

more attention to what’s going on, I pay a lot more attention to how much he 

moves and things of that nature, and I feel a little more attached to him.

Ann agreed. “It’s made me more aware of what’s going on with the pregnancy, I think 

more than anything.”

A major concern for these women was the worry they were about to become a 

parent to a child with an abnormality. Part of the realization that this baby was not 

“perfect” involved the understanding that this would present some challenges to them as a 

parent, and they were worried about those challenges.

One of the concerns that many women expressed was a concern that their baby may 

be mentally retarded, or they expressed relief that they thought their baby would not be 

mentally retarded, even though they may have other abnormalities. Elaine said, “That part 

doesn’t bother me [physical disability]. What would bother me is, if  he was severely 

retarded. I don’t know, I can handle maybe, you know, a physical defect, I don’t know if I 

can handle mental retardation.” And Lynn said about her baby with a heart defect, “I just 

mainly worried about that affecting development.”
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Irene had real concerns whether her baby with a cleft lip would have cognitive 

delays also. She sought out more information from experts she worked with.

I called the director of the Children’s and Family services and said, “Val, this is 

■ what I’m facing. Now, what can you tell me about this?” And I said, “I want to

know, especially the MR part of it, what do you know?” And she said, and the 

' curious thing with Val is she has had a daughter with a disability as well who

> passed away. And when she was bom, that was her thing too, will she have any

kind of cognitive knowledge or any kind of cognitive ability, and her daughter did. 

And she said, “Lisa, I know where you’re coming from.” And I said, “Tell me, will 

he or not? [have normal cognitive ability]. And she said, “Yes he will. It doesn’t 

have any anything to do with MR.” Okay. That’s what I needed to hear.

Later she told her husband:

And I said to [her husband], from what they’ve told me it’s just a physical 

disability, it doesn’t have anything to do with MR [mental retardation], or they 

didn’t see signs of spina bifida, they didn’t see signs of Down’s Syndrome, and I 

said, “Physical only,” and he’s like, “Okay we can deal with this.” And, so, you 

know, we’ve been dealing with it ever since.

Despite the fact that most women were more concerned about metal retardation, 

there was still some concern about the baby’s appearance. Brenda, whose baby has a cleft 

lip, said,

I was scared for him to come out because I saw pictures on the Internet, and to me,

it was just like, “Oh my God!” It just looked like the baby had, they had a hole in

their face, and it was really kinda grotesque, some of them.
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But then she noted, “After surgery, they looked fine.”

Many women had concerns about raising a child with an abnormality. Mary said, 

It’s like, well, she Down’s, so I’m like, “Okay, you can’t spoil her. You’ve gotta 

discipline her” . . .1 found out at work, that, at Liberty, there’s a home that has 

mentally disabled adults. That was a hard conversation because she sees them as 

adults, and she was the one who stressed that; don’t spoil her. Because they’ve got 

one that is spoiled rotten and nobody wants to be friends with her. Nobody wants to 

be around her, she doesn’t take responsibility even though she is capable of doing 

things.. .So we were already concerned that we not go too far the other way and 

people are reinforcing that, “No, you just treat her like a normal kid.” But I’m like, 

if we treat her like a normal kid, that doesn’t mean anybody else is going to, in my 

family, or friends, or co-workers or you know, the school, She could be 

mainstreamed, but she still may look different. And, so that’s a big concern, but it’s 

a big concern of mine because if  she gets my emotionalism, that could be, you 

know, even harder to take then. You know the teasing I went through [as a child], I 

thought that was hard, but if  she’s even more different or visually different, and if 

she’s slow or something, and this is going on, I know, I might get upset about it. 

Hannah described how she envisions handling her child as he grows up with a heart

defect.

I mean, I’m not worried about him going out there playing football. Like me and

my boyfriend, you know, talked about. We’ll have to sit down and discuss and talk

to him when he is able to understand that he won’t be out there, be able to get out

there and do all that, you know, do a lot of stuff'cause of what happened [the
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defect.]. And hopefully, he’ll be okay with that. You know, I think he will, but it’s 

gonna be hard trying to explain his limitation to him having fun.

Hannah also described the challenge it will be to be a mother to a child with a 

disability. She said:

Yeah, because the first thing, “I’m gonna have a baby, you know, I’m gonna be a 

mommy.” That’s how I thought, but it’s like, now I’m gonna be a mommy who has 

to do this, I have to watch him, I have to make sure he does this, make sure he 

doesn’t do that, make sure he’s not, you know, make sure he takes medicine if he’s 

gonna need it. You know, so it’s like I’m gonna have to be a mommy whose gonna 

be like, be on the ball.

Additional concerns regarding raising the child involve all the normal concerns of 

being a new parent, with the added issues of providing the additional care the child will 

need. For some of the women, one of these concerns included finding appropriate childcare 

or early intervention programs. Mary described her situation:

I did find out there is a daycare center that takes like developmentally delayed. And 

they have therapists and all this kind of stuff. But there’s a waiting list. I’ve got the 

paperwork and so I’m gonna work this weekend to go ahead and fill them out and 

get her on the list because I’m a massage therapist, not a physical therapist, and 

they work with this stuff every day, so they know, but I want them to teach me 

what I would need to also. And they said, “Oh, yeah, we want parents involved,” 

and I said, “I want to be involved.”

And Ann had made plans also.
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Because the health care costs of having a caretaker come in and watch the baby is 

just [choking sounds]. You know, as if childcare isn’t high enough the way it is. 

'Cause before we found out, we were already looking into daycares. Yeah, we’ve 

looked into all that, but a lot of the places won’t give you figures on how much it’s 

going to cost or what the requirements are, until the baby, ‘til we know exactly 

what condition the baby is in. Right now, my husband is gonna work first shift and 

I’m gonna stay home with the baby.. .And I’m gonna work second shift and he’s 

gonna stay home with the baby. And then like weekends, we will have family time 

when the three of us are all together. That is what we are looking at right now.

For one woman whose baby had a cleft lip, there were concerns about childcare and 

special feeding requirements.

I think a lot about um, I’m concerned about feeding him, well, I’m concerned about 

other people feeding him. Like we were, I wanted to stay home with this baby, but 

we didn’t know if  we could afford it, I would have to find work out of my house. 

And like, but now for a living I do transcription in an office. So I thought, well, 

maybe I could find transcription at home. And um, so, but then I got to thinking, 

okay, there is no way I’m taking this baby to daycare because there is no way that I 

would trust somebody else to, you know, to care for him the way he needs. This 

new special nipple that I already have, had like, it’s hard on the top to compensate 

for the palate, and soft on the bottom. But you can’t see that, you have to feel it and 

I think none of these people working at daycare are not...they’re just not going to 

care as much as I would. So, I thought, okay, no one else can take care of the baby.
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Irene agreed that finding appropriate childcare was a big concern. “Preparations for

childcare is the huge concern I have right now.” She went on to explain the requirements

that the child would have to meet in order to qualify for specialized childcare services.

A couple of women were planning to have family members care for their child if

and when, they went back to work. One woman and her husband had moved. “One, to be

closer to Mom and Dad. Mom, if  I chose to go back to work, Mom would watch the baby.”

: ' The issue of the financial burden that goes along with finding good childcare is

closely related to the other financial costs involved with caring for a child with special

needs. Ann put it this way:

Financially, how we are going to afford all this? That’s probably, and see,

[husband’s name] doesn’t deal with finances, so that stresses me out. I’m a very

meticulous person as far as knowing what’s going to happen when, how, what time

it’s going to be done, and he’s not. So I’m like, “Okay, we have this coming up,

this coming up, this coming up, this coming up, now where is that money going to

come from.” And he’s like, “It will be there when we get to it, we will figure it out,

we’re not going anywhere.”

Jenny also expressed concerns. “Well now, the main thing that we have to change now is

our financial situation, because we need insurance for him because my insurance only

covers my pregnancy.”

As is true for many women who have other children, these women also had

concerns about how older siblings would be affected by the new baby. They had an

additional concern of how much to explain to the other children about this baby’s

abnormalities, and how the siblings may react. Lynn said,
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They [her other children] kinda know that there is something wrong, but they don’t 

know what. And they are too little to understand it, and I didn’t really want to tell 

any of the kids yet, because you don’t know really what’s going on.

And Brenda said, “I thought I disappointed [daughter’s name]. I was giving her an 

imperfect little brother.’’ However, she found that after sharing the news of the baby’s cleft 

lip with her daughter, the daughter and her friend looked it up on their own.

And she [the daughter’s friend] has it open [the book] to cleft palate for me. And so 

she and [the daughter] are sitting there and, “See, Mom this is what it looks like. 

And then they sewed this together right here.” Which I knew already. And you 

know, “That’s right, that exactly right.”...And she’s like, “Yeah.” So you know, she 

just, it’s no big deal to her at all.

Irene, whose baby also has a cleft lip, explained how her 10-year-old daughter and 

8-year-old son were handling the news.

I don’t know if it’s the girl in her or if it’s just her personality, she’s a lot more 

emotional about that. And at first she was like, “Eww”...Um, so once I started 

getting some pictures and showing her what it’s going to look like before and what 

it’s gonna look like after, she’s doing much, I think she’s doing okay with. [Son] is, 

“Hey, another boy. I can dump on my sister and make her cry, and how many 

doctors are going to be in there delivering him, and what does the surgery mean, 

and.. .” He’s a lot more analytical then she is. And he just wants to know, “What 

are we gonna do to fix it?” So, [daughter’s] more emotional and he’s more 

analytical.
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In conclusion, the women expressed many realistic concerns that acknowledged 

that their child’s abnormalities would present additional challenges to the children and to 

themselves as mothers. However despite this recognition, the women developed prenatal 

attachment to their fetus.

But (S)H e’s Still Mine

The women’s experience of this pregnancy included prenatal attachment to the 

fetus, despite the known fetal abnormality. While describing their experience of pregnancy, 

the participants made many statements that reflected prenatal attachment. For instance, the 

women talked about how they were excited and happy about the pregnancy despite the 

concerns related to the fetal abnormality. Olivia put it this way:

I mean, I’ve always felt like I’ve always wanted a lot of kids, but since this 

happened this once, I’m thinking if  we even just get to have one, I’ll feel totally 

lucky, so I do feel lucky anyway, you know...You know, I read the books all the 

time, and when it comes up to my next month, you know, my six months, I’m 

reading all about the sixth month, and what your chances are of miscarriage going 

down and all that stuff, so I do, I mean, I still think about it and stuff, but you 

know, and I’m kinda hoping and I’ll probably have some questions next time I go 

back, and if  this can affect you know, if I can go into labor early or have a 

premature baby, or you know, if  they know anything about that. So, yeah, I feel 

blessed anyway.

Ann said about the pregnancy, “But, I mean I’m still excited and nervous.” And Brenda 

reiterated, “So now, my tendency to just kinda feel normal, I’m just like, I’m excited and
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everything...” Jenny also expressed an excited feeling towards the pregnancy: “I’m still 

getting more excited and I just want to hurry it up.”

The women expressed feelings that they already were getting to know the baby and 

the baby’s characteristics. Mary described characteristics of the fetus by saying,

I mean this guy kept going, “She’s gonna be busy, you got your hands full, she’s 

gonna be busy.” I can see that she doesn’t like her picture being taken, she doesn’t 

like vibrations, and when I have a hammer in my hand she just goes nuts in there. 

Sometimes the women talked about their fetus as if  they already knew the 

personality of the fetus. Nancy talked about how she always caused trouble for her parents 

and she felt like maybe her fetus would cause the same for her.

I just thought, here we go already, I know how much trouble I was when I was kid, 

you know, and I just thought here we go, it’s gonna be nothing but trouble with this 

girl. Honestly, you know, she’s gonna be loved just as much as [her son] and 

treated just the same, you know. I don’t think anything more or less of her, but, 

yeah, I just thought, here we go.

Cathy also described knowing what her baby liked.

Yeah, and I know him by, you know, touching, feeling ’em, you know. And I know

about the time of day he kicks more, more and less. And you know, the shower, he

enjoys the heat, or the water something in there, because he is very active then.

Because o f the high-risk nature o f their pregnancies, these women usually have

more ultrasounds than most women do in their pregnancies. These are done to monitor the

effects of the abnormality on fetal well-being. The ultrasounds give the women more

opportunities to get to know their fetus. Nancy said,
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We like going to the sonogram now, just to see her getting bigger, and not really, I 

mean, you know, it’s nice to find out how her ureterocele is going, but, it’s fun just 

to, you know, be able to see more of her.

Mary, whose baby has Down Syndrome, described her ultrasound this way.

So we got a picture of her face, 'cause we were looking at her lips and her nose, we 

. tried to see if  her eyes were slanted, we couldn’t really tell. She was moving her 

mouth, and she was sucking her thumb.. .yep, 'cause we’ve seen fingers, we’ve 

seen toes, she’s wiggled.

Two women stated they believed that the fetus “is who he is,” as if they view the 

fetus already as a unique individual. And Brenda, whose baby has cleft lip, described it: 

The further along I get, the more I realize that, you know, he is who he is ,. .And 

.. you know, I just don’t think it’s going to affect me the way it might of it 1 was just 

looking at some other baby, instead of my baby.

Later she described how she pictured this baby.

Um, I picture him, I have no idea what he is going to look like, but I picture him, 

and I just, you know, kinda picture my daughter when she was bom. And then I 

think he’s gonna, you know, have the same cute little baby squeals, squeaks, and 

then the way they move, and I just get real excited, and then he moves around a lot, 

he’s extremely active.

Many o f the women would mb their pregnant abdomen during the interview as they

were talking about their fetus. One woman specifically described how this was reassuring

and relaxing for her: “I lie down and watch TV, actually, and mb my stomach. It makes me

feel happy, especially if my husband’s doing it, he loves it, too.”
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The women also showed prenatal attachment by taking good care of themselves 

during this pregnancy. Olivia said, “Just with everything we have gone through to get 

pregnant, um, I was treating the pregnancy, I have been the whole time, treating it very 

delicately.” And Brenda reiterated, “I mean, I was looking out for his health from day 

one.”

The manner in which the women were making plans for the baby also reflected 

prenatal attachment. Most1 of the women had named the baby already, and many could 

reflect that the baby was named after someone special to them. Brenda named her fetus 

after her brother, who died young in an automobile accident. Cathy said, “He’s been 

William since Bob and I dated...That’s Bob’s middle name, and then his middle name, the 

baby’s middle name, will be Samuel, which is my dad.” Elaine told this story about 

naming her baby:

John Daniel Jones. Actually, he has a strong name because my boyfriend got in a 

car accident in January. Really bad, it was a fatal car accident, his friend died, and 

his name was John. So in memory of him, we are naming the baby John. And then 

my ex-father-in-law, he was like my dad, he died last year. His name was Daniel. 

So his name is John Daniel so we figure we named him after two good people, so 

we are hoping it will calm him.

Finally, the women expressed their prenatal attachment to this baby simply by

describing their love for this baby. Diane said,

I actually don’t think about it, it just, it doesn’t even cross my mind, because to me

I’m just ready to have my baby, you know, hold my baby and no matter if there is

anything wrong.. .Because it doesn’t matter, even if  they tell me you know, that the
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baby has Down’s Syndrome, what good is it going to do. Either way it’s going to 

be my baby and I’m gonna love it whether it’s got something wrong with it or not. 

Cathy described her strong love for her baby this way. “I want this baby. I don’t 

care if  he has three arms, six legs, I want him so bad, it’s not even funny. I mean, he’s 

wanted. I don’t even care, you know, I just want him healthy.” And Gail reiterated her 

feelings by saying, “Because I just feel, no matter what the outcome of it is, it’s still my 

baby, so if  really doesn’t make a difference how the outcome is 'cause I’m still going to 

take care of my child.” It was clear from these statements that despite the fetal 

abhormality, their babies were very much wanted and were already loved.

Describing

In this final operation, the transformed meaning units were synthesized into a 

description of the phenomenon. This was a two-step process. First, the essential 

components of the phenomenon were identified. The data across all participants were 

examined, with particular consideration of variations in order to see what was essential to 

the phenomenon. Finally, the transformed meaning units were synthesized and integrated 

into an overall description. This final description contained all the transformed meaning 

units and gave structure to the data, with the intention to accurately communicate the 

experience of the lived phenomenon.

Using the transformed meaning units that were identified through data collection 

and analysis of interviews from fifteen participants, a final description of the experience 

was developed. The following is the description of the lived experience of prenatal 

attachment in women carrying a fetus with a known, non-lethal congenital abnormality.
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The Final Description of the Experience 

The pregnancy experience of prenatal attachment while carrying a fetus with a 

known, non-lethal congenital abnormality is paradoxical. Although women experience 

prenatal attachment to their fetus, the experience is modified permanently after the news of 

the fetus’s abnormality. That information affects the pregnancy experience significantly 

and results in both positive and negative consequences.

Time Is Good, But I t ’s Also the Enemy 

Time is an essential aspect throughout the experience of a pregnancy with a known 

fetal abnormality. This refers to the series of moments from the time a problem is 

suspected until the birth of the baby. The women can not change the gestational period of 

pregnancy, and they experience this period as a paradox: time is good, but time is also an 

enemy.

Time is Good

Time is good since it allows women to find out the diagnosis, learn about the 

diagnosis, explore options of care, improve fetal well-being, prepare for the birth and to 

realize knowing is good.

Finding out the diagnosis. Time is good because it is necessary for moving from 

the suspicion that something is wrong to a final diagnosis. The diagnosis generally is not 

made during just one appointment, but usually involves screening tests that lead to more 

refined diagnostic tests. Time provides women with the opportunity to confirm the
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diagnosis through prenatal testing, follow up on referrals to high risk pregnancy centers, 

and interact with health care providers.

Learning the diagnosis. Once the diagnosis is confirmed, time is good because it 

allows them to learn more about the causes, complications, and prognosis of the 

abnormality.

Options o f  care. Time is good because it provides women the opportunity to 

investigate their options about how to handle the remainder of the pregnancy. Some of the 

options may include in-utero treatment or termination, and choosing care providers and the 

institution at which they will deliver their babies.

Fetal well-being. Time is good since it allows the fetus to become older, bigger, 

and therefore stronger, at birth. Women are comforted by the fact that the longer the 

pregnancy continues, the more the baby will weigh, and the better the prognosis will be for 

the baby after birth.

Preparing fo r  the birth. Another reason that time is good because it gives women 

time to prepare and make logistical plans for the period surrounding the birth. This may 

involve finding out about the surgery the baby may require after delivery, verifying or 

arranging insurance coverage, or even seeing the baby’s hospital and future doctors. Time 

allows women to make accommodations both at home and at work, for the period 

surrounding the delivery.

Knowing is good. Time is good because it allows women to realize they are glad to 

know the diagnosis before delivery because it gives them the opportunity to prepare
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themselves emotionally. In addition to their personal knowledge about the diagnosis, 

options of care, and preparing for the birth, another important aspect of this subcategory is 

the women’s decision to share (or not share) knowledge of the diagnosis with other people, 

or to share it with some and not with others.

Time is the Enemy

The other side of the time-related paradox is that time is the enemy because the 

women worry, wonder, and wait for the birth of their baby. Despite the good aspects of 

time (finding out the prenatal diagnosis, exploring options of care, preparing for the birth) 

there are still many uncertainties. Those uncertainties include why this abnormality 

happened and how severely their baby will be affected by the diagnosis, along with other 

unanswerable questions. Waiting is a significant part of the experience; women can do 

nothing but wait to find out the outcome for the baby. Since they don’t know this for sure, 

they can never be totally prepared, no matter how much they know.

You Grieve, But You D o n ’t Grieve 

Grief, taken as the summation of a host of negative emotions, is another essential 

aspect of experiencing a pregnancy with a known fetal abnormality. Women experience a 

variety of negative emotional reactions as a result of finding out the diagnosis and realizing 

their baby won’t be “perfect.” The loss of this “perfect” baby results in feelings of grief, 

including shock, anger, and guilt. The grief that women experience during this pregnancy 

is demonstrated in a paradoxical manner. While women describe a sense of helplessness, 

they actually utilize a variety of positive coping strategies in order to assist themselves 

during this difficult time.
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You Grieve

. One response to the grief is to simply experience the negative emotions. There is a 

sense of helplessness as women ride this emotional roller coaster, and they believe that 

they just have to get through it. This category also includes reactions to the negative 

emotions, such as being preoccupied with thoughts about the baby’s problems.

But You D o n ’t Grieve

•The other side of the grief-related paradox is that the women do cope with the 

negative emotions surrounding their baby’s abnormality using effective coping 

- mechanisms. Positive coping mechanisms included receiving support from family and 

' friends, utilizing spiritual beliefs, and staying busy with work or other activities. They also 

have conversations with other people who have had similar experiences, whether through 

formal organizations or informal acquaintances. Coping sometimes involves consciously 

using a positive attitude about this experience. Many women believe that this experience 

will make them better or stronger people, or that this has happened “for a reason.”

The B aby’s N ot Perfect, But (S)He ’s Still Mine 

Prenatal attachment, or the development of a unique affectionate relationship 

between the woman and her fetus, is the other essential aspect of the pregnancy experience 

of women with a known fetal abnormality. Women experience prenatal attachment to their 

babies despite the realization that, due to the diagnosed abnormality, their babies will not 

be perfect. This sets up the third and final paradox, in which the women accept the lifelong 

commitment to a “not perfect” baby, but they accept and love the baby nonetheless.
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The B aby’s N ot Perfect

On one side of the paradox, the women recognize that their baby is not perfect.

Well past the shock and grief of the initial diagnosis, the women acknowledge and 

understand their baby’s abnormality. This fuller understanding allows the mothers to 

empathize with their baby. It also allows them to recognize and address concerns regarding 

long-term challenges they may face in raising their child, such as developmental or 

cognitive delays, additional financial demands, and special child care issues.

But (S)He’s Still Mine

On the other side of this paradox, the women say, “the baby is still mine.” Women 

develop prenatal attachment to their baby despite the diagnosed abnormality. Usually they 

know the gender of their baby and have named them. The women interact with their baby 

in-utero (for example, rubbing their abdomen) and say they know the baby and love them 

for who they are. The women are happy about the pregnancy and are committed to taking 

care of themselves for the baby’s sake.

Steps were taken by the researcher to ensure that this description of the experience 

was reflective of the participant’s experience. The following is an explanation of the steps 

taken to enhance the trustworthiness of the findings.

Trustworthiness

Research studies must be conducted in a rigorous manner in order to prevent error 

(Morse & Field, 1995). Qualitative researchers have adopted the term trustworthiness to 

refer to the rigor of qualitative research, as opposed to the terms reliability and validity that 

are more applicable in quantitative research. Four general criteria for evaluating
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trustworthiness have been described (Morse & Field, 1995): truth value, applicability, 

consistency, and neutrality.

Truth Value

Truth value refers to the truth as seen from the perspective of the participants and 

not the perspective o f others, such as the researcher. Some investigators have referred to 

this as credibility (Leininger, 1994). Whereas quantitative research views reality as one 

true tangible reality, qualitative researchers believe there are multiple realities and reality 

depends on the perspective of the one who experiences it.

In this research study, truth value was addressed in several ways. The participants 

were experiencing a pregnancy with a known, non-lethal fetal abnormality at the time of 

their involvement in the study. The researcher tried to describe as accurately as possible 

the participants’ experiences from their own perspective. During the interviews, the 

researcher asked questions to make sure she understood the experience as known by the 

participants, and verbalized that experience back to the women to make sure her words 

actually captured their experience. Bracketing was utilized throughout the research process 

and was documented in field notes in order to minimize the risk of researcher bias 

influencing the research findings. A research dissertation committee member and a 

consultant reviewed the description to ensure that it was as clear as possible and that it 

reflected the participants’ perspective. Finally, three participants were provided with the 

final description of the experience. All three agreed that the description fit their perspective 

of the experience.
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Applicability

The second criterion for evaluating the trustworthiness is applicability, which refers 

to the extent to which the findings can be applied to other contexts or settings or to other 

groups (Morse & Field, 1995). Some investigators refer to this issue as transferability. The 

applicability of qualitative studies has been questioned by some researchers who fear that 

the findings of one qualitative study may not be applicable to another group. However, 

Sandelowski (1997) stated that the emphasis should be focused on the logical conclusions 

that can be drawn from cases. The responsibility of the researcher is to convey how the 

participants are representative of their context and to make clear how the participants are 

similar or dissimilar to others.

Although the study was limited by a small sample size and narrow geographical 

representation, applicability was ensured by providing detailed descriptions of the 

participants and the setting. This information was provided from the demographic data, the 

interviews, and the field notes. The holistic context of the descriptions included actions, 

events, communication, and other environmental factors. Accurate transcripts, along with 

field notes, were the source of this information.

Consistency

Consistency is another criterion for evaluating trustworthiness. It addresses the 

extent to which the findings would be consistent if the research were replicated with the 

same subjects or in a similar context (Morse & Field, 1995). A qualitative research 

consultant was utilized in order to ensure consistency in this research study. The consultant 

analyzed the content of the first six interviews separately, and his analysis was compared
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with that of the researcher. Later, transformed meaning units and common themes were 

compared by the researcher, the consultant, and the chairperson of the dissertation 

committee. Although the comparison revealed very few discrepancies between analysis 

categories of the researcher and the consultant, it was noted that for some passages the 

researcher had coded the passage more generally than the consultant. For instance, the 

researcher coded one passage “description of the diagnosis,” while the consultant coded 

the same passage “spina bifida.” Therefore the researcher modified her coding slightly to 

be more specific. These comparisons with the consultant and modifications lent support to 

the consistency of the data analysis process. In addition, during data analysis an audit trail 

was created that documented any changes in methodological approaches, rationale for 

creating the meaning units or transformed meaning units, and other decisions that 

influenced data analysis. This audit trail was written in a format similar to filed notes, and 

was kept in the study files.

Neutrality

Neutrality, or confirmability, is another criterion for evaluating the trustworthiness 

and addressing the extent to which the researcher remained unbiased during the research 

process. By identifying and bracketing her biases, the researcher increased the 

confirmability of the study results (Morse & Field, 1995). In addition to the steps described 

above, consulting with other researchers, including the dissertation committee and the 

consultant, regarding both the methods and the content helped to ensure that the findings of 

the study were reliable.
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The strongest verification of confirmability was received from the participants 

themselves. The three participants that were provided with a copy of the researcher’s final 

description of the experience, and all agreed that it reflected their own experience 

accurately. One participant stated the description was “right on the money.” Another 

stated, “It was amazing* really, you’re doing a great job.”

Conclusion

This chapter described in detail how the operations of phenomenology (bracketing, 

intuiting, analyzing, and describing) were used in this study. The data and the process that 

led to the formation of the transformed meaning units were clearly delineated, and direct 

quotes from the participants were used to support the presence and the importance of these 

transformed meaning units. Then the final description of prenatal attachment in pregnancy 

with a known, non-lethal fetal abnormality was presented and its trustworthiness was 

described.

140

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



CHAPTER 4

DISCUSSION

This study was performed in order to gain a greater understanding of the experience 

of prenatal attachment during pregnancy while carrying a child with a known, non-lethal 

fetal abnormality. Gaining insight into this experience from the perspective of the 

participants offers health care providers information about how news of a fetal abnormality 

may impact a woman’s prenatal attachment, and how health care providers can best meet 

the needs of these women and their families. It is important to gain this insight since 

prenatal attachment may influence a woman’s ability to provide long-term care to their 

child with special needs.

Although several studies have examined prenatal attachment, little was known 

about the woman’s own perspective of the pregnancy experience when the fetus with a 

known congenital abnormality was expected to survive. This phenomenological study 

served to elucidate this experience from this unique perspective. In order to address the 

purpose of the study, fifteen women experiencing a pregnancy with a known, non-lethal 

fetal abnormality were interviewed.

This chapter will present a summary and discussion of the findings of the study. In 

addition, implications for theory, future research, and clinical practice will be discussed.
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Summary

The research question that guided this study was, “What is the lived experience of 

prenatal attachment during pregnancy with a known, non-lethal fetal abnormality?” Data 

analysis was performed on interviews with fifteen pregnant women who were experiencing 

a pregnancy in which a non-lethal fetal abnormality had been diagnosed. According to the 

participants, prenatal diagnosis of a non-lethal fetal abnormality does impact prenatal 

attachment during pregnancy. The participants had a paradoxical experience of the 

phenomenon that emphasized three major themes: time is good, but also the enemy; you 

grieve but you don’t grieve; and the baby’s not perfect, but (s)he’s still mine. The final 

category, the baby’s not perfect, but (s)he’s still mine, describes women’s experience of 

prenatal attachment even in the face of a known, non-lethal fetal abnormality.

Discussion of Findings 

The findings of this study reflect that the knowledge of a fetal abnormality alters 

the experience of pregnancy for women. This discussion will address findings that support 

and are supported by previous literature, as well as findings that were unique to this study.

Findings Supported by Previous Literature

Theoretical Support o f  Findings

Although women in this study were developing a maternal identity with this 

pregnancy in a process consistent with Rubin’s (1984) theory of maternal role adaptation, 

the process was slightly modified by the knowledge of the fetal abnormality. The theory of 

maternal role adaptation was developed prior to the widespread use of prenatal testing. The
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diagnosis of a fetal abnormality through the use of prenatal testing is now routine in the 

United States, and therefore application of the theory to this unique pregnancy experience 

needs to be examined.

Rubin (1984) described the first task of taking on a maternal identity during 

pregnancy as assuring safe passage for the fetus. The women in this study worked actively 

to assure safe passage for their fetus in many ways. They tried to take care of themselves 

and watched their diet. They were consistently followed throughout the pregnancy with 

recurring ultrasounds and doctors’ visits designed to monitor the well-being of the fetus. 

They voiced a willingness to do whatever they could to help the baby get better or to 

change the abnormality in some way. Unfortunately, what they could do to change the 

situation was very limited other than to take good care o f themselves. Within the theme of 

“the baby’s not perfect, but (s)he’s still mine,” the women stated that their method for 

ensuring the best chance for the baby was to take care of themselves, and they were 

committed to doing that throughout the pregnancy.

The second task of pregnancy is seeking acceptance of the child by others. Within 

the theme of “the baby’s not perfect, but (s)he’s still mine,” the women in this study voiced 

concern about the effect the new child would have on their family, especially since this 

new child would have special needs or physical disabilities. In the theme, “you grieve, but 

you don’t grieve,” the women described being encouraged by the support of their family, 

especially the support of the father of the baby and their own mother. Perhaps this support 

was important to the women because it reflected the acceptance of the child by those 

people most important in the women’s lives.

The third task of pregnancy is binding-in, which involves incorporating the
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pregnancy into the self-identity, yet viewing the fetus as a separate human being. Again, in 

the theme of “the baby’s not perfect, but (s)he’s still mine,” these women’s descriptions of 

the experience showed that they were binding-in with this pregnancy. They perceived the 

fetus as a separate human being and viewed the fetus as a unique person. The 

accomplishment of this maternal task was perhaps somewhat strengthened by the frequent 

prenatal ultrasounds that the women experienced. As suggested by other researchers 

(Black, 1992; Kolker & Burke, 1998), the women had not only the sensations of fetal 

movement, but also frequent visual images of the fetus to help reinforce knowledge of the 

existence of the fetus as a separate being.

The fourth task of pregnancy as described by Rubin (1984) is giving of oneself. 

Rubin stated that toward the end of the third trimester women recognize the challenge of 

all they will have to give of themselves in order to meet the needs of the child. In the 

experience of pregnancy described in this study, the task of giving of oneself may start 

earlier because of the knowledge that the child has an abnormality. As described in the 

theme of “the baby ’s not perfect, but (s)he’s still mine,” the women addressed how they 

were facing the additional challenges that might result from the presence of the 

abnormality and making decisions about their willingness to accept those challenges. All 

of these women essentially chose to face that challenge when they decided not to terminate 

the pregnancy.

Findings Related to the Concept o f  Prenatal Attachment

Although there has been debate over the best term to use to describe the 

relationship between a pregnant women and her fetus, the researcher decided to use
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Muller’s definition of prenatal attachment, “the unique, affectionate relationship that 

develops between a women and her fetus” (Muller, 1993, p. 200). Statements made by the 

women in this study support the use of this definition as an appropriate term. For example, 

the women demonstrated that they felt they had a unique relationship to their fetus by 

naming their baby and referring to the baby by name. They also described personality 

characteristics of their fetus. In addition, the women reflected their affection for the fetus 

by expressing emotions of love for their fetus and a strong commitment to care for their 

baby despite the challenges that they may encounter due to the baby’s abnormalities.

Significant research has been done in the area of prenatal attachment using both 

quantitative and qualitative methods. This study’s findings support some of the previous 

research. For example, the quantitative studies have generally used research tools to 

measure prenatal attachment: the Prenatal Attachment Inventory (PAI), and the Maternal- 

Fetal Attachment Scale (MFAS). Both of these tools were developed with input from 

clinicians and other sources, not exclusively from pregnant women themselves. The PAI 

was based on review of the literature and reviewed by a panel of theoreticians, nurses 

providing prenatal care, and pregnant women. The MFAS was developed from a list of 

statements that nurses and Lamaze teachers frequently heard from pregnant women about 

themselves and their fetus. It was then reviewed by a group of pregnant women for 

understandability and appropriateness. Many of the statements made by the women in this 

study were very similar to the items on the tools meant to measure prenatal attachment.

Some of statements made by these women that reflect attachment as measured by

the PAI include: the naming of the baby, enjoying feeling the baby’s movement, thinking

about the baby a lot, stroking their abdomen, and knowing why the baby moves. Many
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statements made by women in this study and described in the theme of “the baby’s not 

perfect, but (s)he’s still mine” were also similar to items on the MFA, including: knowing 

what the baby is like by the way it moves inside, referring to the baby by name, eating a 

healthy diet to make sure the baby is getting a good diet, and interacting with the baby in- 

utero through movement. The similarity between the statements made by women in this 

qualitative study and the measurement tools lends support to the validity of the PAI and the 

MFS with women experiencing a pregnancy with a known, non-lethal fetal abnormality.

Wayland and Tate (.1993) found that there was a correlation between prenatal 

attachment (as measured by the MFAS) and the women’s close relationship with their 

mothers. They also found a correlation between prenatal attachment and a close 

relationship with their baby’s father. In this study, several women emphasized the 

importance of their relationship with their baby’s father and with their own mothers, 

supporting that, as Wayland and Tate (1993) suggested, these are significant relationships 

that impact women’s experience of prenatal attachment in pregnancy.

The high risk nature of the pregnancy for women in this study did not prevent them 

from developing prenatal attachment. This supports the findings of quantitative studies 

(Kemp & Page, 1986; Mercer et al., 1988) that found no difference between women 

experiencing high-risk or low-risk pregnancy and their level of prenatal attachment.

This current study also supports previous qualitative studies that examined the

lived experience of a high-risk pregnancy. Stainton and associates (1992) studied women

experiencing a high-risk pregnancy due to reasons other than fetal abnormality. In their

study, the uncertainty of the outcome was a great concern for women. In the theme of

“time is good, but also the enemy,” the participants in this study also emphasized how the
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uncertainty of the outcome impacted their experience of pregnancy. In addition, Stainton 

and associates (1992) stated that the tasks of motherhood were altered in light of a high- 

risk problem in a pregnancy, as suggested by the theme of “the baby’s not perfect, but 

(s)he’s still mine.”

Thornburg (2002) examined the experience of women hospitalized in the 

antepartum period for a high-risk pregnancy. Similar to findings in this study, she found 

that waiting was a significant and difficult component of the experience. Specifically, she 

referred to the “paradoxical realities of waiting” (Thornburg, 2002, p. 245) as an overriding 

theme for those women. As in this current study, the paradoxical nature of the feelings 

involved in these high-risk pregnancies was identified. In addition, the emphasis on 

“waiting” was similar to the waiting that was described in this study under the theme of 

“time is good, but also the enemy.”

The impact of prenatal testing on prenatal attachment has also been previously 

studied, and although the precise effect has been difficult to define, prenatal testing does 

appear to impact pregnancy (Heidrich & Cranley, 1989; Kolker &Burke, 1993; Phipps & 

Zinn, 1986). Certainly in this current study, the impact of prenatal testing on pregnancy is 

significant since the testing led to the diagnosis of a fetal abnormality. Women in this 

study, as in previous studies (Black, 1992; Kolker & Burke, 1993) stated that that the 

ultrasound image of their baby provided strong reinforcement of the reality of the baby as a 

separate human being.

Findings Unique to this Study 

Although previous studies have examined women’s experience of pregnancy with a
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known fetal abnormality, in those studies the infants died shortly after birth (Black, 1992; 

Mathews, 1990). Mathews’ study (1990) described five phases of the experience. The first 

three phases were uncertainty, verification of the diagnosis, and preparing. These phases 

correlate to issues discussed in this study in the theme of “time is good, but also the 

enemy.” However, the remaining phases in Mathews’ study revolved around the 

impending death of the baby, not the likelihood of the child’s living, as in this study.

One of the unique findings in this study is that one woman had experienced a 

previous pregnancy while carrying a child with a congenital abnormality. However, in that 

pregnancy, the woman had not known about her child’s abnormality until after delivery. In 

this current pregnancy, her child’s abnormality was known to her. Unlike all the other 

women in the study, this woman wished that she did not have knowledge of the 

abnormality until after delivery. Since she already had a child with a congenital 

abnormality, she may be part of a unique population of women with this previous 

experience. Rillston and Hutchinson (2001) found that women who had experienced a 

previous fetal death due to fetal abnormalities delayed attaching to a new pregnancy. 

Although this woman’s previous baby did not die due to the abnormalities, her life and the 

life of her baby had been significantly altered by the abnormality, and therefore the 

previous experience may be having a significant impact on her current pregnancy.

Another unique finding of this study is that one participant used journaling as an 

effective method for coping with the difficult emotions experienced in her pregnancy. 

Although journaling has been reported as being an effective coping mechanism with other 

difficult experiences (Vander Zyl, 1997), there has been no report to date of using this for 

coping during a high-risk pregnancy.
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With the increasing availability of the internet, how women used—or did not use— 

the internet during pregnancy was uniquely described in this study. Some women found 

the internet very useful for learning more about their fetus’s diagnosis, while others did 

not. One woman stated that a physician specifically told her not to use the internet since it 

would just confuse her. This is a topic that needs further study in order to guide women 

appropriately.

Another technology that is now available for home use is the fetal doppler. This is 

the first study that describes how a woman used the fetal doppler to check fetal heart tones 

at home as a method of coping with the emotional stress of her high-risk pregnancy. Again, 

this is an area in need of further research.

r  "*■

Implications for Theory

The findings of this study and previous studies suggest that widespread use of 

prenatal testing impacts the experience of pregnancy for women (Black, 1992; Kolker & 

Burke, 1993). Therefore, as suggested by other authors (Stainton, 1992), due to current 

technologies, the theory of maternal role attainment needs to be further developed to 

include situations where fetal abnormalities are diagnosed.

The findings of this study also have implications for existing theory in the area of 

prenatal attachment. As discussed previously, the theory of maternal role attainment is an 

initial framework for examining prenatal attachment in light of a known, non-lethal fetal 

abnormality. In addition, as an expansion of the theory of maternal role attainment, there is 

a need for the development of a theory of prenatal attachment. A plethora of qualitative 

and quantitative research especially examines prenatal attachment; however, it has been
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studied only as a concept underlying the larger theory of maternal role attainment. The 

findings of this study preliminarily suggest this is a correct fit with this theory; however, 

further research is needed. In addition, the concept of prenatal attachment seems 

appropriate for this population and the development of a theory of prenatal attachment 

could provide a consistent definition and framework of future study. There is also a need 

for further study to confirm the validity of using the quantitative mea surement tools with 

women experiencing a pregnancy with a known, non-lethal fetal abnormality. If the tools 

are judged to be valid and reliable in this population, it would be beneficial to correlate the 

measurement of prenatal attachment to mother-infant interactions, including mothers’ 

long-term care of infants with abnormalities and infant outcomes.

Implications for Future Research 

The results of this study suggest areas for future research. Since this study was 

carried out with a one-time interview, there is a need to investigate the process of prenatal 

attachment in a pregnancy with a non-lethal fetal abnormality over time in a longitudinal 

study. Such a study may provide a closer look at the process of prenatal attachment and 

could even extend beyond birth in order to reflect the process of prenatal and post-natal 

attachment. The theory and applications need to be investigated more explicitly.

One of the inclusion criteria for this study was that the women had decided not to 

terminate their pregnancy. Further investigation into this important decision is warranted, 

as well as its impact on prenatal attachment. For example, does the experience of prenatal 

attachment differ between women who consider termination of the pregnancy and those 

who do not?
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Some of the women in this study discussed various coping mechanisms that 

assisted them in dealing with their feelings of loss. One method that has not been described 

previously in the literature is journaling. Since this study and previous studies (McCain & 

Deatrick, 1993; Thornburg, 2002) reflect that high-risk pregnancies can present emotional 

challenges for women who experience them, it would be appropriate to investigate the 

effect of journaling on coping during this difficult time.

The role of the women’s mothers during pregnancy has been examined in previous 

studies of prenatal attachment (Wayland & Tate, 1993; Zachariah, 1994). However, this 

study reveals that there is a need for more investigation specifically into the role of the 

women’s mothers in a high-risk pregnancy. The importance of support from the father of 

the baby (FOB) was also an important finding in this study, and needs further 

investigation.

Finally, with the ever-changing availability of technological tools and the internet, 

this study suggests that the impact of these tools on the experience of prenatal attachment 

needs further study. In particular, this is the first study found that discussed the home use 

of a fetal doppler by women prior to the sensation of fetal movement to reassure 

themselves that their fetus was still alive. The reassurance this provides women, as well as 

the accuracy of this reassurance, need to be investigated, as this tool could have a 

significant impact on the experience of pregnant women who are very concerned about or 

doubtful of their fetus’s health, especially in the first trimester.
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Implications for Clinical Practice 

The results of this study reflect that women experience paradoxical feelings during 

pregnancy while carrying a child with a known, non-lethal fetal abnormality. Health care 

providers need to be aware of and sensitive to these paradoxes and supportive of the 

prenatal attachment these women experience. The women need to be provided with as 

much information as they request about the causes, treatments and prognosis of their 

fetus’s abnormality. Often it is the nurses working closely with women who will hear their 

questions. Nurses need to be able to answer their questions fully or refer the women to the 

appropriate health care team member. Additionally, some women in this study found it 

beneficial to discuss the baby’s treatment plan with pediatric specialists. Women should be 

offered this choice during pregnancy and a meeting with the pediatric specialist should be 

facilitated if  this is desired.

Since some questions and concerns that the women may have about her fetus’s 

abnormality are not able to be answered, health care providers need to recognize the 

difficulty that women experience while waiting and wondering about the outcome for their 

child. Women need support during this difficult pregnancy. Support could be shown by 

using active listening and therapeutic communication or by suggesting other coping 

strategies for the women. These coping strategies may include activities such as seeking 

support from others, especially the father of the baby and the woman’s mother, if 

appropriate. The women in this study felt supported by the presence of these people at their 

doctors’ appointments. Additional emotional support for these women could be found in 

spiritual beliefs and prayer. One coping strategy suggested in this study that other women 

may find beneficial was journaling.
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Finally, health care providers need to recognize that an important coping strategy 

for these’women is their positive attitude. This attitude needs to be acknowledged and 

positively reinforced by health care providers, even when providing the women with 

truthful information that may bring to light some difficult challenges that their baby may 

face.

In conclusion, the knowledge of a genetic or congenital abnormality dui'ing 

pregnancy is becoming a more commonplace occurrence because of the increasing use of 

genetic and technological testing. Health care providers need to recognize the paradoxical 

nature of these unique pregnancies and support the women’s prenatal attachment by 

providing appropriate information, encouraging use of effective coping strategies, and 

recognizing the special relationship women have with their unborn child who has an 

abnormality. Supporting women’s prenatal attachment through these pregnancies may 

positively, impact the mother-infant relationship and enhance the women s ability to meet 

the long-term challenges of effectively caring for their children bom with abnormalities.
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Research Administration
5100 RockhiJI Road
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Institutional Review Boards
www.umkc.edu/irb

A d u lt H ea lth  Sciences
Truman Medical Center 
2031 Holmes
Kansas City, Missouri 6 4 108 
816 556-3174

P ed iatric  H e a lth  S c iences 
Children's Mercy Hospital 
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Kansas City, Missouri 64108 
816 234-3879

Social Sciences 
Health Sciences Building 
2220 Holmes, Room 350 
Kansas City, Missouri 64106 
816 235-1777 
816 235-1764
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September 21, 2001

Jane Hedrick, RN,MSN 
8015 Wenonga 
Leawood, KS. 66202

RE: Protocol # 1975: A Description of the Lived Experience of 
Pregnancy While Carrying a Child with a Known Non-Lethal 
Congenital Abnormality

Dear Ms. Hedrick:

Previously the Social Sciences Institutional Review Board (SSIRB) 
provisionally approved your protocol subject to several requirements. 
This letter confirms that you have met those requirements and that you 
have final approval to conduct the study. Notwithstanding the SSIRB’s 
approval to conduct the study, in the following situations you must 
provide timely additional information in order to maintain the SSIRB’s 
approval.

1. The SSIRB cannot approve studies for more than one year.
Unless the SSIRB renews its approval, your authority to conduct 
this study will expire on the anniversary of this letter. To request 
a continuation of your authority to conduct the study you will 
need to submit a completed Progress Report Form to the SSIRB 
office. Your authority to conduct the study cannot be continued 
until your completed Progress Report form has received the 
necessary SSIRB review and approval. Therefore, you need to 
submit the completed Progress Report Form at least one month 
prior to the anniversary date of your project’s 
approval/reapproval. (The date of this letter is the approval date 
for your study. However, if your study requires more than one 
extension, the applicable anniversary date may change from year- 
to-year. Consult your most recent approval/reapproval letter for 
the applicable anniversary date. Call the SSIRB administrator if 
you have questions about this.)

2. If you want to make a change to the study, you must obtain the 
SSIRB’s prior approval of the change.

3. If you want to add or delete investigators from your study, you 
must obtain the SSIRB’s prior approval of the addition or 
deletion.

n i v e r s i t y  o f  h i s s o u r i - k a n s a s  c i t y

an e q u a l o p p o r tu n ity  institu tion
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Please inform the SSIRB when you complete the study.

If we can be of further assistance, don’t hesitate to call the SSIRB 
Administrator, Cori Brown ) or me ( . Best wishes 
for a successful study.

Very trulyyouts,

SSIRB Chair

C: Claudia Beckmann, Ph.D.
John Baumann, Ph.D.

Enclosure
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 K A N S A S  C I T Y ------------

Research Administration
5 100 Rockhill Road
Kansas City, Missouri 64110-2499

Institutional Review Boards
www.umkc.edu/irb

A d u lt H ea lth  Sciences 
Truman Medical Center 
2031 Holmes
Kansas City, Missouri 64108 
816 556-3174

P ed iatric  H ea lth  Sciences 
Children’s Mercy Hospital 
24th a t Gillham 
Kansas City, Missouri 64108 
816 234-3879

Social Sciences
Health Sciences Building 
2220 Holmes, Room 350 
Kansas City, Missouri 64108 
816235-1777 
816 235-1764

October 9, 2002

Jane Hedrick, RN, MSN 
8015 Wenonga 
Leawood, KS 66206

Ref: Protocol # 1975: A Description of the Lived Experience of 
Pregnancy While Carrying a Child with a Known Non-Lethal Congenital 
Abnormality

Dear Ms. Hedrick:

Thank you for submitting a progress report on your research protocol. This 
study which was previously reviewed by the full board has been approved for 
another year through an expedited review process as allowed within category 
8 of the categories eligible for expedited review. The study is next subject to 
continuing review on or before October 8,2003.

As with the initial approval, an SSIRB progress/report/amendment 
request/continuation request/completion report form is enclosed. You should 
complete and return this form to the SSIRB at the earlier of-any request to 
amend your study, completion of your work, or the anniversary of your 
project continuation approval date of October 9, 2002.

If we can be of further assistance, please don’t hesitate to call the SSIRB 
Administrator, Cori Brown or me . Best wishes for a 
successful study.

Chris Brown, Ph.D. 7
SSIRB Chair

Enclosure

C: Kit Smith, Ph.D.
John Baumann, Ph.D.

U N I V E R S I T Y  O F  M I S S O  U R I  - K A N  S A S  C I T Y

a n  e q u a l o p p o r tu n ity  institu tion
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B  Saint Luke’s 
-  Shawnee MissionB Health System

Saint Luke’s Hospital, Kansas City, MO 
Institutional Review Board

REPORT OF EXPEDITED IRB REVIEW

DATE: October 18, 2001
TO: Jane Hedrick, RN, MSN IRB Protocol No.: 01-084

In accordance with 21 CFR 56.110, expedited approval of the following is hereby granted:

Study Title: A description of the lived experience of pregnancy while carrying a child with a known, non-lethal 
congenital abnormality

£3 Approved as submitted □  Approved with contingencies □  Not approved

Contingencies:

Informed Consent Document Revision Date: 10/17/01

E3 Approved as submitted □  Approved with contingencies □  Not approved

Contingencies:

Other: N/A
□  Approved as submitted □  Approved with contingencies □  Not approved

Contingencies:

This information will be reported to the full IRB on November 16, 2001.

John Itfl/Miles, MD, IRB Chair

4401 Wornall Road, K ansas City, MO 64111 •  Phone:(816)932-3661 •  ln te r n e tw w w .saint-lukes.org
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Health System
V

Saint Luke’s Hospital, Kansas City, MO 
institutional Review Board

REPORT OF EXPEDITED IRB REVIEW

DATE: October 12, 2002
TO: Jane Hedrick RN IRB Protocol No.: 01-084

In accordance with 21 CFR 56.110, expedited approval of the following is hereby granted:

Study Title: A description of the lived experience of pregnancy while carrying a child with a known, non- 
lethal congenital abnormality

[X] Re-approved as submitted □  Approved with contingencies □  Not approved

Length of approval: one year Approval expiration date: October 12, 2003

Informed Consent Document Revision Date: 10/17/01

[x] Re-approved as submitted □  Approved with contingencies □  Not approved

Only cop ies of the consent form with a dated IRB approval stamp may be used for obtaining consent.

Other: N/A
□  Approved as submitted □  Approved with contingencies □  Not approved

This information will be reported to the full IRB on November 8, 2002.

William Harris, PhD, IRB Chair

The IRB h as the authority to suspend  or term inate approval of research  that is not being conducted with the IRB's 
requirem ents or that h as  been  associated  with unexpected serious harm to subject or others. No deviations from or 
changes to, the protocol may be initiated without prior written IRB approval excep t when n ecessa ry  to eliminate immediate 
hazards to the subjects or w hen the change(s) involves only logistical or administrative a sp ec ts  of the  trial (e.g., change of 
monitor(s), telephone num bers). All adverse  even ts that are both serious and unexpected and any new  information that 
may adversely affect the safety of the subjects or the conduct of the trial m ust be promptly reported to the IRB.

4401 Wornall Road, K ansas City, MO 64111 •  Phone:(816)932-3661 •  Internet: w w w .saint-lukes.org
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The following is a script which will be used by the Coordinator of the Greater 
Kansas City Fetal Board, Mary O’Connor, when she approaches potential informants about 
their willingness to participate in the study.

“My name is Mary O’Connor and I am a nurse who works with families who are 
experiencing a problem or potential problem during their pregnancy. I would like to talk to 
you about a research project being carried out here at the Perinatal Center. Jane Hedrick is 
conducting the research. She is an instructor at the College of Nursing and doctoral student 
at UMKC. Jane would like to interview women who have found out about a congenital 
abnormality with their baby during their pregnancy. The purpose of the research to gain a 
greater understanding of that experience so that nurses and other health care providers can 
assist families through the pregnancy and after delivery. The interview will remain 
confidential and will not be disclosed to anyone other than the researcher. In the write up 
of the results of the study your name or other identifying information will not be used.

The interview would take place at a time and location convenient for you and 
would take about 1-2 hours. Basically Jane will ask you to describe your experience and 
share your story.

If you are interested in participating I will give Jane your name and number and she 
will call you. You are not obligated to participate in this study and you can withdraw at 
any time throughout the study period. There will be no change in the treatment and care of 
you or your baby whether you participate or not in this study.

Is it okay if Jane calls you about this study? At that time she will certainly answer any 
questions you may have.”
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Informed Consent

Project title: A description of the lived experience of pregnancy while carrying a child with a
known, non-lethal congenital abnormality

Investigator

This research project is being conducted by Jane Hedrick, RN, MSN, a nursing student doing 
dissertation research.

Who will participate
Twenty women who are pregnant, and whose fetus has a non-lethal congenital abnormality, will 
participate in this study.

Purpose
This research is being performed to assist nurses and other health care professionals in 
understanding the experience of pregnancy with a known non-lethal congenital abnormality.

Methods/Procedures
This interview will take approximately 1-2 hours of your time. The interview will be audiotaped. 
You may refuse to have the interview taped, stop the taping at any time, or ask to have the tape 
erased, and it will be done. At the conclusion of this study, the findings will include a description 
of the common experiences of pregnancy for the participants. In order to assure that these findings 
are valid, three participants will be randomly chosen and asked to review this description for its 
accuracy. You will be contacted if chosen. At that time, you may refuse to review the findings if 
you choose.

Participation
Your participation is voluntary. You may chose not to participate in the study, or may withdraw at 
any time, and this will not impact your treatment or care in any way.

Fees and Expenses
You are not responsible for any cost or expenses associated with this study, and you will not 
receive any monetary compensation for participation.

Risks
There is a possibility the interview may be stressful, and you may stop the interview at any time for 
any reason. A referral list will be provided to you should you desire any counseling after 
participating in this project.

Benefits
There are no known benefits to you for participating in this project. There is a potential benefit to 
society in that, at this time, there is limited research that investigates the impact of gaining 
knowledge about a non-lethal fetal congenital abnormality on the experience and meaning of 
pregnancy for women. Sharing this information with health care providers may help them assist 
women who are experiencing a similar pregnancy.
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Alternatives to Study Participation
You may choose not to participate in this study. Your decision not to participate will not affect the 
health care or services your baby or you will receive.

Confidentiality
The researcher will keep records related to this project confidential so far as is permitted by law. 
Although members of the researcher’s dissertation committee will have access to all recorded 
interviews, only your first name will be included in the interview, and all transcripts of the 
interviews will be identified by codes known only to the researcher. If the researcher decides to 
publish the findings of this project, you will not be identified in any way.

Rights of the participant
You do not give up any of your legal rights or release the researcher of liability by signing 
this form. You only indicate that the researcher has told you about the research study, and 
you agree to participate.

The University of Missouri-Kansas City appreciates the participation of people who help it 
carry out its function of developing knowledge through research. If you have any questions 
about the research you are participating in, you are encouraged to call Jane Hedrick at  

. It is not the policy of the University of Missouri-Kansas City to compensate or 
provide medical treatment for human participants in the event the research results in 
physical injury.

If you become sick or hurt because you are taking part in this study, the hospital and doctors 
will treat you. The hospital and doctor's office will send the bill to you or your insurance 
company. Saint Luke's Hospital does not have a policy which states that it will pay the 
medical bills of patients who become sick or injured while they are taking part in research 
studies. If you feel you have suffered an injury as a result of your participation in this 
research please call Saint Luke’s Institutional Review Board at 

Questions
You may contact the researcher, Jane Hedrick, at any time for concerns or questions regarding the 
study at  or in writing at: Jane Hedrick, RN, MSN,  

. She will be happy to answer your questions at any time.

Consent to Participate
By signing your name below, you are indicating that: (1) you have read this form; (2) you agree to 
participate in the study; (3) you have received a copy of this consent form and a counseling referral 
list to keep; and (4) You agree that the information you share in the interview may be used for the 
purposes described above.

Name of Informant (please print)____________________________________________ _____

Signature of Informant_______________________________________________Date__________

Signature of Investigator_____________________________________________ Date__________

Your signature below indicates that you permit this taped interview to be used in the research study 
(to be signed at the conclusion of the interview).

Signature______________________________________________________ Date_________
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Counseling Resources

Saint Luke’s Psychiatric Day Treatment 

Mary Ann Stevenson
Saint Luke’s South Hospital Social Worker 

Tamara Toman
Saint Luke’s Hospital Social Worker

Contact your County Mental Health Services 
For free or sliding fee scale services

Clay/Platte/Ray Counties 
Tri-County Mental Health

Jackson County Comprehensive Mental Health 
Truman Medical Center-Behavioral Health

Johnson County Mental Health
Mission
Olathe

Wyandotte County Mental Health

816 - 932-3336

913 - 317-7696

816 - 932-2695

816 - 781-5906
816 - 468-0400

816 - 254-3652
816 - 467-1400

913 - 831-2550
913 - 782-2100

913 - 831-9500
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Demographic Data Sheet

Gestational Age at time of fetal diagnosis_____________________________

Gestational Age at time of interview_________________________________

Pregnancy history_________________________________________________

Fetal Diagnosis___________________________________________________

Ethnic Background________________________________________________

Date of Birth of informant__________________________________________

Highest Grade completed__________________________________________

Marital Status____________________________________________________

$ 10,001 -$20,000 

$30,001-$40,000 

Over $50,000

No

170

Yearly Family income:

___________ Under $10,000

___________ $20,001-$30,000

___________ $40,001 -$50,000

Medical insurance coverage for child: 

Yes
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Demographic Table
Parti-
cipan

t#

Gestation 
at time of 
Diagnosis

Current
Gestation/
Difference

# Preg
nancy

#
Miscarry

#
Children

Fetal
Diagnosis

Ethnic
Back

ground

Partici
pant Age

Highest
Grade

Marital
Status

Income Level Medical
Insurance

ID 18 \vks 30 wks/12 4 2 1
NTD* (large), 

Hydro
cephalus

White/
American

Indian
26 14 M 30,000-40,000 Yes

2D 20 wks 27 wks/7 2 0 1 Cleft lip White 31 12 M 40-50,000 Yes

3D 24 33/9 3 2 0 CAM** White 33 14 M 30-40,000 Yes

4D 20 34/14 2 0 1 NTD* (small) White 20 13 M 30-40,000 Yes

5D 20 33/13 3 0 2
NTD*, Hydro

cephalus, 
club feet

White 26 12 S Under 10,000 Yes

6D 18 36/18 1 0 0 NTD*, club 
feet

African-
American 25 12 S Under 10,000 Yes

7D 26 35/9 1 0 0

Right, Hypo
plastic heart, 

Tricuspid 
Atresia

African-
American 18 12.5 S Under 10,000 Yes

8D 16 27/11 3 0 2 Cleft lip White 35 16 M Over 50,000 Yes

9D 20 27/7 1 0 0 NTD* White 20 13 S Under 10,000 No

10D 20 24/4 4 1 2 Tetralogy of 
Fallot White 26 12 M 10,001-

20,000 Yes

11D 23 27/4 3 1 1

Ventricular 
Septal Defect, 
Atrial Septal 

Defect

African-
American 29 12 S Under

10,000 Yes

12D 17 32/15 3 2 0

Down 
Syndrome 

with Cystic 
Hygroma

White 44 16 M Over 50,000 Yes

13D 20 33/13 2 0 1 Ureterocele Hispanic 26 13 M 30,001-40,000 Yes

14D 22 26/4 1 0 0 Bilateral
pyletisis White 31 16 M 40,000-50,000 Yes

15D 19 25/6 3 1 1 CAM** White 23 12 M Over 5,000 Yes

*NTD Neural Tube Defect
* *CAM Cystic Adenoid Malformation of the Lung
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Sample of Hyper-Research Coding of the Interview

Code Interview Text

Scary

Referral to 
high-risk 

center

Explained 
diagnosis on 

phone

Uncertain 
diagnosis at 
own doctor

Ultrasound
amniocentesis

Interviewee: oh, kinda scary, especially when the didn’t find out 
until after I left the office and then they called me at home and I 
wasn’t at home at the time, so I got the message and I called and 
they said well, I had to come down here and I didn’t even know 
where the place was at, I just knew it was in Kansas City.

Jane: what kind of message did you get?

Interviewee: just to call them up there.

Jane: just to call ‘em?

Interviewee: yeah

Jane: and then what kind of explanation did you get about...?

Interviewee: they said it just kinda looked like instead of the valves 
being side-by-side they were running parallel to each other

Jane: uhuh, uhuh

Interviewee: and that they couldn’t really tell

Jane: okay

Interviewee: with their equipment there so that’s why they wanted me 
to come down here.

Jane: yeah. And how did that make you feel about it?

Interviewee: well, good especially when you like, when they did the 
sonogram down there you really couldn’t really tell much and then 
I had to do the amino and have that taken...

Jane: get that done here, then.

Interviewee: yeah
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Larry E. Simmons, RN, Ph.D.
 

Kansas City, MO  

Educational

Doctor of Philosophy in Nursing (Ph.D.)

Master of Science in Nursing (MSN)

Bachelor of Science in Nursing (BSN)

Associate Degree in Nursing (ADN)

1999
University of Missouri-Kansas City 
Kansas City, MO

1992
University of Missouri-Kansas City 
Kansas City, MO

1987
University of Missouri-Kansas City 
Kansas City, MO

1980
Penn Valley Community College 
Kansas City, MO

Professional Experience

Research Department, Educational Resources, Inc., 2001 -  present.
Statistical analysis and interpretation of standardized nursing test results. Review and 

revision of test items based on statistical analysis. Assist schools of nursing in meeting 
accreditation requirements regarding testing data. Maintenance of student profile data files.

Consultant (Currently)
Management of computer-based numeric and textual data, analysis of qualitative 

research data.

Director, Hospice and Home Health of Olathe Medical Center, 1999 -  2001
Provide overall direction and supervision of clinical programs of both hospice and 

home health departments. Develop and implement community-based nursing programs for 
the service areas of the Olathe Medical Center Corporation. Responsible for fiscal 
management of both departments. Provide development and ensure adherence to corporate 
complacence plans for both departments. Participate in hospital-wide committees and 
leadership for multiple departments within the corporate structure.
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Clinical Instructor, UMKC School of Nursing, 1997 - present.
Teach Stress Management, Leadership, and Health Promotion in BSN completion 

program. Serve as clinical supervisor for six students in Application to Practice clinical 
settings. Serve as clinical supervisor for six clinical nurse specialist students in Adult 
Health graduate program.

Shared lecture responsibility for graduate level Health Promotion and Acute and 
Chronic Care of the Adult courses. Arrange clinical placements for 80 nurse practitioner 
and clinical nurse specialist graduate students.

HIV Clinical Nurse Specialist, Visiting Nurse Association of Greater Kansas City,
1992 - 1997.

Developed HIV Home Care program for home health agency. Served as clinical 
resource for entire nursing staff of agency. Served as department supervisor for 
interdisciplinary HIV team. Responsible for submission of program grants and . 
management of grant monies for the HIV program. Served on Professional Practice 
Frameworks committee.

Infectious Disease Nurse Clinician, Truman Medical Center-West, Kansas City, MO, 
1990-1992.

Responsible for development of outpatient infectious disease clinic and programs, 
primarily for HIV-affected clients. Performed primary assessments on new HIV clients, 
initiated treatment plans and social service planning. Primary nurse for infectious disease 
outpatient infusion program, administering intravenous medications and blood 
transfusions. Participated in new drug studies. Served on corporate HIV policy and 
program committee and Quality Assurance committee.

Staff Nurse, Department of Psychiatry, Veterans’ Affairs Medical Center, 1988-1990.
Team leader on day shift of inpatient psychiatric unit. Admitted, assessed, monitored 

clients admitted with mental health issues. Group leader for two therapeutic intervention 
groups. Supervised RN, LPN, and CNA staff.

Head Nurse, Home Dialysis, Kansas City Dialysis & Transplant Center, 1985-1988.
Responsible for staff of 4 RNs performing home hemodialysis and continuous 

ambulatory peritoneal dialysis for a census of 80 patients. Developed primary care 
guidelines for nursing staff.

Professional Affiliations
Member of the Association of Nurses in AIDS Care, 1989-present
Founding president of the Greater Kansas City Chapter of the Association of Nurses in
AIDS Care, 1990
Lambda Phi Chapter, Sigma Theta Tau, International, 1990-present
Lambda Phi Chapter, Sigma Theta Tau, International, Vice President 1997-1999
Midwest Nursing Research Society, 1997-1999
UMKC Alumni Association Governing Board, 2001-2003
Sigma Theta Tau International, Regional Awards Counterpart, 2002-2004
American Assembly of Men in Nursing, 2002-present
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Awards
Outstanding Doctoral Dissertation Honorable Mention, 2000, University of Missouri- 
Kansas C ity!
Award of Merit in Caregiving, 1995, Family AIDS Network Foundation, Detroit, MI 
Alumni Achievement Award, 1993, UMKC School of Nursing 
Florence Nightingale Award, 1987, UMKC School of Nursing 
Excellence in Nursing Award, 1980, Penn Valley Community College

Grant Awards and Grant Management
HIV Grief Coalition of Greater Kansas City, 1998, Funded dissertation, $2,140.
Lambda Phi Chapter of Sigma Theta Tau, International, Funded study: “The Lived Grief 
Experience of HIV-Negative Gay Men Who Lose Partners to AIDS,” $500 
Grace and Holy Trinity Cathedral, 1997, Funded project: Development of Grief 

Workbook, $500.
Jewish Heritage Foundation, 1995, Funded project: Background work on Grief Workbook, 

$2000.
National Community AIDS Partnership, 1993, Funded project: A Transitional Model of .

Nursing Care, $10,000.
Jackson County Mental Health Levy Board, Mental Health Assessments and Services for 

HIV Clients in Home Health, Funded $20,000 - $25,000 per year for 1992, 1993, 1994, 
1995, 1996, and 1997.

National Community AIDS Partnership, HIV Care Coordination Program, Funded $25,000 
in 1992; $20,000 in 1993.

HIV Home Health Direct Service Grants, State of Kansas, funded $22,000 in 1992; 
$19,000 in 1993.

Current Publications
Beyer, J. E., Simmons, L. E., Woods, G. M. & Woods, P.M. (1998). Caregivers’ views on 
pain and comfort for children and adolescents with sickle cell disease. Part I: Home 
comfort measures. In submission.

Beyer, J. E., Simmons, L. E., Woods, G. M. & Woods, P. M. (1998). Caregivers’ views on 
pain and comfort for children and adolescents with sickle cell disease. Part II: Hospital 
comfort measures. In submission.

Beyer, J. E., Simmons, L. E., Woods, G. M. & Woods, P. M. (1999). A chronology of 
pain/comfort in children with sickle cell disease. Archives of Pediatric and Adolescent 
Medicine. 153. 913-920.

Simmons, L. E. & Gates, M. F. (1998). Processing issues related to culture, gender 
orientation, and mentoring. Issues in qualitative research. Thousand Oaks, CA: Sage 
Publications.
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Simmons, L. E. (1998). Cancer. In G. P. Poirrier & M. G. Oberleitner (Eds.). Clinical 
pathways in nursing: A guide to managing care from hospital to home. Springhouse, PA: 
Springhouse Corporation.

Simmons, L. E. (2002). The lived grief experience of HIV-negative gay men who lose 
partners to AIDS. In submission.

Simmons, L.E. (2002). The grief experience of HIV-positive gay men who lose partners to 
AIDS. In submission.

Simmons, L.E., Evans, R.B. & Ward-Smith, P.A. (2002). Criterion-related (predictive) 
validity of comprehensive nursing exit examinations. In submission.
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