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 The purpose of this hermeneutic phenomenological study was to understand the 

essence of the lived experience of women after having an abnormal prenatal ultrasound. 

One hundred years ago, health disciplines had limited therapies for prenatal and neonatal 

disorders. During this period, the eugenics movement influenced leaders to involuntarily 

sterilize individuals who were sought to be “unfit” to prevent disorders in offspring. 

Today in reproductive health, new discoveries and technology bring a variety of testing, 

interventions, and decision making. One of these contemporary reproductive genetic 

technologies is the use of ultrasound and serum bio-medical markers for detection of 

congenital, chromosome, and genetic disorders. When ultrasounds reveal abnormal 

findings, the perceived perfect pregnancy vanishes and gives way to feelings of shock, 

disbelief, fear, guilt, loss, and threats to self and their unborn baby. Twelve women who 

had an abnormal ultrasound were interviewed within the context of their cultural values 

and beliefs. The method of van Manen’s hermeneutic phenomenology illuminated the 
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meaning for these women in their life worlds. The women’s stories revealed suffering in 

the midst of technology. They endured this experience through their own coping 

mechanisms, but often felt uncertainty and emotional turmoil until the birth. The women 

also sought comfort through their cultural values, beliefs, and traditions. In coping with 

the risks found on this abnormal ultrasound, women often selected silence or blocking 

perceived threats. With these coping methods, they were alone in their suffering. They 

wanted to know more, but could not endure “bad news.” Health providers, in not 

recognizing these women’s misunderstandings and emotional fears, abandoned them in 

their psychosocial and cultural needs. The significance reveals that nurses and health 

providers need to infuse human caring ways of being, knowing, and doing within 

advanced technological environments.  
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CHAPTER 1 

INTRODUCTION 

 Nursing as caring is a philosophy embraced by many nurses to guide their 

practice. Boykin and Schoenhofer (2001) explained that caring is not unique only to 

nursing, but “uniquely expressed in nursing” (p. 13). Within the underpinnings of this 

theoretical perspective, nurses seek to nurture relationships with caring to others. The 

nurse maintains an authentic presence that views others as a whole. The wholeness of the 

individual is valued and respected by the nurse in caring. 

 The essence of caring reflects upon the person-to-person interaction, mutual 

learning from each other, and the intention to provide support and comfort to the other as 

growing in the moment of the experience (Boykin & Schoenhofer, 2001). Calls for caring 

or a desire for assistance from the individual can evolve from human experiences in new 

scientific technologies for health screening, testing, and diagnostics. 

 A new and expanding field of scientific discovery is genomic health care. Within 

this arena, new technological testing and interventions are used to identify and treat 

health disorders. The study of human genomics seeks to identify genetic contributions to 

disease and the development of new therapeutics to promote health (Calzone et al., 2013; 

Lashley, 2005). Genomics affects health care practice with the induction of new 

technologies. These developments include genetic testing and screening, 

pharmacogenomics, and prenatal and pre-implantation diagnosis (Beery &Workman, 
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2012; Lashley, 2005; Lea, Skirton, Read, & Williams, 2011; Nicolaides, Syregelaki, 

Ashoor, Birdir, & Touzeti, 2012; Tinkle & Cheek, 2001). The challenge for nursing and 

other health professions is to understand these new technologies to promote optimal 

health care. The use of these technologies to individuals and families also incurs 

promotion of autonomous choices for the appropriate use of these technologies based on 

the individual’s need.  

Genomic health care includes prenatal screening tests using ultrasound and 

biomedical serum markers for detection of congenital, chromosome, and genetic 

disorders (Beery & Workman, 2012). Both the American College of Obstetricians and 

Gynecologists (2007) and the American College of Medical Genetics (Driscoll & Gross, 

2009) have recommended that screening tests to identify fetal aneuploidy or abnormal 

chromosome numbers seen in conditions such as trisomy 21, 18, 13 and neural tube 

defects should be offered to all women regardless of age. The early screening tests are 

offered so that women may have opportunities to have earlier diagnoses of these 

chromosome and neural tube defect disorders. New discoveries in genomic testing and 

diagnosis may give peace of mind for some families, yet chaos and ambiguity for others 

(Cuckle & Maymon, 2013; Getz & Kirkengen, 2003; Lee et al., 2007; McCoyd, 2013). 

 Uncertainty and ambiguity become stressors during the prenatal period for 

families while waiting for prenatal genomic testing (Alteneder, Kenner, Greene, & 

Pohorecki, 1998; Skirton, 2001). The growing bond between mother and unborn infant 

may be interrupted with anxiety and fear (Callister, 2006; Grant, 2005; Viaux-Savelon et 

al., 2012). This stressor of an inconclusive prenatal screening test often propels families 

in seeking further invasive diagnostic information such as amniocentesis or chorionic 
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villus sampling. Development of new coping strategies for anticipatory loss or actual loss 

becomes another response to this stressor (Lindgren, 2001; Rothman, 1993). 

 Within the childbearing families of the United States, there are many variations in 

responses to prenatal testing based on psychosocial and cultural backgrounds. A 

significant change in the characteristics of the childbearing families in the United States 

is the growing number of ethnicities. Large migrations of diverse ethnicities have 

populated in six major states that include Florida, New York, New Jersey, California, 

Illinois, and Texas. Major foreign immigrations include populations from Mexico, China, 

the Dominion Republic, El Salvador, India, Korea, the Philippines, and Vietnam (Walters 

& Trevelyan, 2011).  

 Within the foreign migrations, the U.S. Census Bureau (2010) reported that 

Hispanic/Latino families were the largest growing minority group in the United States, 

increasing by 15.2 million between the years 2000 and 2010. Another change noted in the 

U.S. Census (2010) was the population demographics in the category of race. The largest 

change in race was the growth among Asians. The population growth from 2000 to 2010 

was 43%, which was more than any other race recorded. 

 In the United States, vital statistics on births include descriptions of race and 

Hispanic origin. Though the numbers of births have decreased in 2011 in all categories of 

Hispanic origin and race, the Hispanic birth rate remains the highest among the groups 

(Hamilton, Martin, & Ventura, 2012). The Division of Vital Statistics (2012) reported a 

Hispanic birth rate of 18.7 per 1,000 live births compared to non-Hispanic White (10.9) 

and non-Hispanic Black (15.1). 
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 With the changing demographics of the country, there is a dearth of nursing 

research available on health practices and nursing interventions in regards to an 

individual’s cultural values and beliefs (Leininger, 2003; Leininger & McFarland, 2006; 

Munro, 2003). In the area of prenatal genomic health, the sparse literature on minorities 

reveals some data collection on prenatal genetic testing, which includes Hispanic, non-

Hispanic Whites, African Americans, and Asian Americans. The topics are limited to 

pregnancy outcomes among these groups. Examples of prenatal genomic literature that 

described characteristics of minorities include: (a) selecting amniocentesis, (b) 

knowledge of birth defects, (c) knowledge of prenatal genetic testing, (d) decision 

making for prenatal genetic testing, (e) demographic descriptions of those selecting 

abortion, and (f) partner influence in decision making for amniocentesis (Baker, 

Teklehaimanot, Hassan, & Guze, 2004; Browner & Preloran, 1999; Browner, Preloran, 

Cassado, Bass, & Walker, 2003; Browner, Preloran, & Cox, 1999; Cohen, Fine, & 

Perament, 1998; Eichmeyer et al., 2005; Marken, Browner, & Preloran, 2004; Mittman, 

William, Cromblehome, Green, & Golbus, 1998; Naylor, Porto, Cohen, & Garite, 2001; 

Rowe, Puddicombe, Hockley, & Redshaw, 2008; Saucier et al., 2005; Skirton & Barr, 

2010; Yu, 2012).  

 Limitations in the literature include descriptions of cultural experiences in 

prenatal screening tests such as obstetrical ultrasound and maternal serum screening. 

Other limitations include cultural differences in beliefs, values, psychosocial responses, 

and coping with prenatal screening and diagnostic testing. 

 Jacobson, Lin-Lin Chu, Pascuci, and Gaskins (2005) described discrepancies in 

nursing scholarship activities in regards to cultural competence in research. These authors 
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indicated that the dominant patterns of research included descriptive studies using race, 

ethnicity, or culture for group labeling. Descriptions of individual differences become 

neglected in regards to the social issues and experiences. Leininger and McFarland (2002, 

2006) also emphasized the limited research in the meaning of our care in respect to 

cultural meaning and expressions.  

 The demographics of the population in the United States are changing. As the 

growing numbers of these diverse minority populations expand nationwide, the goal for 

the nurse professional is to become more knowledgeable in cultural beliefs and values 

and to provide care based on the individual’s needs. This can be achieved through 

application of nursing research to practice and education. Meleis (1996) believed that in 

advancing culturally competent nursing scholarship, diverse populations become 

“empowered to participate in dealing with their own health care issues or in answering 

their own questions…” (p. 10).  

   In understanding the unique cultural responses of individuals, the nurse can 

provide intentional nursing or creatively develop interventions that guide caring for 

others. Boykin and Schoenhofer (1997) described intention as “knowing the other as 

caring person, creating appropriate ways of knowing and offering nurturance that are in 

tune with the uniqueness of the person and the situation” (p. 62). “Knowing the other” 

within this research will be aimed at exploring women’s experiences with respect to their 

cultural values and beliefs in prenatal genomic health care. 

Aims 

 The specific aim of this research was to describe and interpret the meaning of the 

experience of women who have had an abnormal prenatal ultrasound indicating a risk for 
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a congenital, chromosome, and/or genetic disorder within the context of their culture. The 

calls for culturally competent care are often not heard by nurses and other health 

professionals. The investigator unfolded stories of these women’s experiences to gain 

understanding within the context of their cultural beliefs, values, and attitudes.  

 In discovering and understanding others who are unique in living and growing, 

this researcher captured new knowledge for nursing, social sciences, and behavioral 

literature. This knowledge of prenatal ultrasound screening experiences among women 

within the context of their cultural values and beliefs provides new direction in education, 

policy development, practice, and future research for enhancing the wellness of these 

individuals.  

Research Question 

 The journey for knowledge began with the research question. The question for 

inquiry was: what is the meaning of the lived experience among women after having an 

abnormal prenatal ultrasound indicating a congenital, genetic, or chromosome risk within 

the context of their cultural values, beliefs, and traditions. 

 The unfolding of the meaning was visualized through a qualitative research model 

using a hermeneutic phenomenological research method. The model discussion of this 

qualitative study will proceed in the following section. 

Research Model 

 A qualitative framework was selected for this question in a journey for knowing. 

Carper (1978) identified four ways of knowing, which included empirical, aesthetic, 

personal, and ethical knowing. Streubert and Carpenter (1999) explained that empirical 

knowing uses quantitative inquiry to solve problems. Aesthetic, personal, and ethical 
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knowing creates a venue for qualitative models. Aesthetic knowing seeks to identify 

phenomena based on human experiences. The art of knowing provides a path for 

creatively designing modes of care. The human experience incorporates the individual’s 

and the nurse’s knowledge of empirical facts and incidents and responses to those events. 

 Personal knowing of the nurse enhances authentic presence with others in 

integrating wholeness and integrity of the encounter. Ethical knowledge recognizes 

differences in cultural values or beliefs. Other authors have expanded upon this ethical 

knowledge in explaining cultural knowing in nursing care.  

 White (1995) expanded upon Carper’s (1978) definition of knowing in identifying 

a fifth pattern of knowing, termed socialpolitical knowing. This fifth pattern identifies 

socialpolitical knowing within two dimensions. The first dimension includes cultural 

identity within the nurse-patient relationship. This concept of socialpolitical knowing 

directs the nurse to engage in an understanding of the individual’s heritage and 

interpretation of health. The second dimension of socialpolitical knowing integrates 

leadership in nursing practice. Upon knowing the patient and their needs, the nurse is to 

voice this knowledge within the health care system to enhance care of the public in social 

and political domains.  

 Ray (2010) also expanded upon cultural knowing. Ray developed a conceptual 

model for caring, which integrated ways of knowing with transcultural knowing. The 

model, “Transcultural Caring Dynamics in Nursing and Health Care,” addressed four 

dimensions of knowing (Ray, 2010, p. 17). The four dimensions capture transcultural 

knowing and caring as described as the “essence of caring, transcultural ethics, 

transcultural context and universal or spiritual sources” (Ray, 2010, p. 17). The model 
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directs the nurse to recognize the complexity of the individual and the world and to 

integrate aesthetic and complex caring, ethical ways of knowing, empirical, sociocultural, 

and complex transcultural caring dynamical ways of knowing. In understanding the 

complexity of the individual and the relationships of values, beliefs, attitudes, and 

behaviors, the nurse can enhance health care solutions that meet the needs of the patient.  

 Leininger and McFarland (2006) discussed cultural knowing for nurses using 

Leininger’s Culture Care Theory. The significance of this theory is “knowing” culture 

care values, beliefs, and expressions. This knowing enhances understanding of 

individuals and guides care that is meaningful. There is an expansion of cultural diversity 

in today’s health care knowledge and practice. The goal is to morally recognize among 

individuals differences that are inconclusive of culture and complexity of the 

environment. This research sought nursing knowledge that incorporated complex 

knowing from the voices of women in qualitative inquiry.  

 Creswell (1998) emphasized that qualitative research “takes the reader into 

multiple dimensions of a problem or issue and displays it in all of its complexity” (p. 15). 

The author, Cohen (2000a), believed that “giving voice to those who need to be heard is 

an important aspect of phenomenological research and can be extended to the inclusion 

of members of minority groups” (p. 43). To capture the essence and uniqueness of the 

individual within her life world, the hermeneutic phenomenological research method was 

selected from one of the traditions of the qualitative model.  

 The hermeneutic phenomenological method has philosophical underpinnings 

from Heidegger and Gadamar (Cohen, 2000b; Koch, 1995; Ray, 1994; van Manen, 

2003). This method seeks to go beyond the description of the experience to discovery of 
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the essence of meaning for the individual. Cohen (2000a) described the method as a 

combination of both descriptive and interpretive inquiry.  

Significance 

 New prenatal technologies are available for the screening of congenital, 

chromosome, and genetic disorders. One technology is obstetrical ultrasound and 

biomedical serum markers. Prenatal ultrasound is routinely performed on approximately 

70%-80% of the prenatal patients in America and Europe to identify fetal gestation and 

fetal and placental abnormalities (Lashley, 2005; Whynes, 2002). Though the majority of 

ultrasounds will display normal fetuses, there will be structural characteristics discovered 

denoting a chromosome or genetic abnormalities in about 2% of the prenatal population 

(Baillie, Smith, Hewision, & Mason, 2000). Unfortunately, the prevalence of these soft 

markers on obstetrical ultrasound is not well documented by state or country.  

 V. Gonzalez-Quintero, MD (personal communication, December 5, 2007) 

reported a daily finding of 1-2 abnormal prenatal ultrasounds, indicating a possible 

chromosome or genetic disorder, at a large metropolitan maternal fetal medicine 

department in Miami, Florida. Grandjean, Larroqu, and Levi (1999) reported that 2-4% of 

pregnancies will have genetic/congenital disorders. Some of these fetal disorders may 

then be isolated through routine ultrasound screening. Getz and Kirkengen (2003) 

estimated that there are 1 in 700 chances for a Down syndrome birth in combining all age 

groups. Among the number of estimated diagnosed Down syndrome births, there are 30-

40 women given false positive ultrasound results indicating risk for this chromosome 

disorder. With 4.1 million live births in the United States, the estimated number of false 

positive findings would affect approximately 176,000 to 234,000 women annually. 
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 In performing routine ultrasound screening, insufficient information may be given 

by medical providers about the procedure and risk of discovering fetal structural changes 

(Getz & Kirkengen, 2003). Kohut, Dewy, and Love (2002) found in their study (N=113) 

that 55% did not receive any information prior to prenatal ultrasound screening.  

 Within this screening process, women are surprised and become distraught with 

the possibility of having a physically and mentally impaired infant. The women are then 

confronted with decision making for invasive prenatal procedures such as amniocentesis 

and chorionic villus sampling to confirm a genetic diagnosis. The decision making 

process for possible termination of an abnormal chromosomal or genetic fetus also 

becomes a stressor for the mother and her family (Alteneder et al., 1998; Grant, 2005; 

Lewis, 2002; Weinans et al., 2000).  

 When reflecting upon our educational, social, and cultural diversity, families may 

have difficulty in understanding these complex screening and diagnostic genetic 

procedures and meaning for reproductive decision making. The minority populations 

become vulnerable to misinterpretations about screening and testing. Barriers to 

understanding these complex procedures among individuals include differences in 

cultural meaning, translation to native languages, education levels of new immigrants, 

interpretations, and counseling styles (American Psychological Association [APA], 2003; 

Browner et al., 2003; Gonzalez-Espanda, Ibarra, Ochoa, & Vargas, 2006). 

 In clinical practice, when a woman has an abnormal obstetrical ultrasound, 

referrals are made immediately to genetic services or maternal fetal medicine specialists 

for counseling and testing. What is unknown is the meaning of this experience among 

individuals, including cultural values and beliefs when seeking a diagnosis and awaiting 
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the birth of their baby. The significance for completing this study was to find the meaning 

of this experience in efforts to gain new knowledge and to assist women and their 

families in coping with stressors within their cultural customs, values, and beliefs. As 

there are a growing number of diverse cultures in the United States, nurses and health 

professionals must gain knowledge in providing culturally competent care. 

Chapter Summary 

 As new technology in prenatal screening and diagnostic testing becomes available 

to pregnant women, an eruption of emotion caused by ambiguity and fear in anticipation 

of a fetal diagnosis emerges. Some individuals may feel a sense of well-being through 

testing, while others express fear, uncertainty, and anticipatory grief toward the outcome 

of pregnancy. New non-invasive obstetrical ultrasounds and biochemical serum markers 

are one such technology in screening the fetus for congenital, chromosome, or genetic 

disorders. As these tests become routine in prenatal surveillance, providers must use 

strategies for care that incorporate the emotional responses when an abnormality is 

detected. 

 In providing care to pregnant women, the provider must also consider diversity 

among individuals due to culture, psychosocial backgrounds, and complexity of the 

environment. A significant trend in population is the growing number of culturally 

diverse families in the United States. As there is limited knowledge of experiences of 

advancing prenatal technologies among women with respect to their cultural values and 

beliefs, this research sought to address this inadequacy. 

 The aim of this study was to gain knowledge and meaning about the experiences 

of women who have had an abnormal prenatal ultrasound disclosed to them. To capture 
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the experiences, purposeful samples of women who have had this experience in a past 

pregnancy were recruited for this study. 

 A qualitative research model was selected for this research goal using a 

hermeneutic phenomenological method. This approach both described and interpreted the 

experience and meaning for the pregnant women. This research model recognized the 

uniqueness of the individual for the advancement of nursing practice, education, and 

future research. 

 The significance of this research is the future development of nursing care that 

promotes listening to the needs of women within the context of their cultural values and 

beliefs. In using the works of two nursing theorists, Boykin and Schoenhofer (2001), this 

researcher sought to illuminate the process of caring for these individuals and the 

challenges of care by “not to discover what is missing, weakened or needed in another, 

but to come to know the other as caring person and to nurture that person in situation-

specific, creative ways” (p. 30). This author sought to come to know the other and 

discover the meaning of these experiences. In addressing diversity in nursing care, the 

goal is to enhance culturally competent care in prenatal screening and testing for 

congenital, chromosome, and genetic disorders. 
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CHAPTER 2 

REVIEW OF THE LITERATURE 

Introduction 

 The purpose of this literature review is to integrate the state of knowledge to 

support this research. The literature review will begin with the evolution of genomics and 

its role in prenatal diagnostics. The discussion on early prenatal technology will be 

followed by current technology in obstetrical ultrasound. The next discussion will include 

the psychosocial impact of anxiety, stress, depression, ambiguity, and uncertainty in 

genetics followed by emotional responses in prenatal ultrasound screening and testing. 

This discussion will then be followed by cultural responses to prenatal screening and 

testing. The conclusion will demonstrate the usefulness of this study for the discipline of 

nursing using the Theory of Nursing as Caring as the overall guide to research, education, 

and practice. 

Historical Perspectives of Genomic Health Care 

 The scientific world of genetics has erupted with new information from the 

National Human Genome Research Institute’s (2012) Human Genome Project (HGP) in 

the 1990s. This international project has contributed to the identification of 30,000 

different genes in humans. The focus has moved from the single gene disorders to 

genomic health care. The genome is described as an “organism’s complete set of DNA” 

(United States Department of Energy [USDOE], 2006, p. 1). Genomics is the 
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“interactions among the gene in the genome and their interaction with the environment” 

(Beery & Hern, 2004, p. 127). The complexities of one’s health evolve around the 

interactions between the genome and environment. Though there are many multiple 

contributions to health, the new genomic discoveries are stepping stones to the future of 

the nation’s health in diagnosis, prevention, and treatments. 

 In looking at the historical perspectives of the genomic movement, one finds that 

the first significant contribution to understanding heredity disorders was undertaken by 

Gregor Mendel (1822-1884). The basis for discovering hereditary patterns was through 

his experiments with hybrid flowers (Mendel, 1960). These patterns of inheritance were 

later translated by William Bateson (1861-1921) who introduced the concept of genetics 

(Sturtevant, 2001). Further discoveries in chromosomes and cellular division by Walter 

Sutton (1877-1916) produced the knowledge of hereditary characteristics that are 

transferred by chromosomes (Sutton, 1903). New single gene disorders were also 

discovered in metabolic enzyme deficiencies such as alkaptonuria (Garrod, 1908). 

 This early period of genetic discoveries and heredity patterns was overshadowed 

by the Victorian eugenic movement in England, Canada, Germany, and the United States 

(Bulmer, 2003; Lombardo, 2005a; Sturtevant, 2001). This movement sought to enhance 

the superior human qualities in mating with others with similar social positive 

characteristics. The movement also sought to restrict childbearing among feebleminded 

and/or defective individuals (Popenoe & Johnson, 1926; Seldon, 2005; Sturtevant, 2001). 

It was a period of labeling individuals with disabilities as feebleminded. The stereotyping 

of feebleminded expanded from individuals with mental disabilities to individuals who 
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were institutionalized with mental illness, alcoholism, epilepsy; to those orphaned or 

poor; and to Blacks (Lashley, 2005). 

 The eugenic philosophy sought to restrict individuals considered as “unfit” in 

childbearing choices. During this period, legislation was enacted to prohibit interracial 

marriage, restrict immigration, and institute compulsory sterilization (Bulmer, 2003; 

Lombardo, 2005a, 2005b, 2005c; Mansell & Hibberd, 1998). Over 20,000 individuals 

were sterilized under compulsory sterilization laws in the United States (Lashley, 2005). 

In some situations, euthanasia or what was deemed as compassionate killing was also 

within the framework of the eugenic philosophy (Pernick, 1996; Shields, 2005; Wald, 

1916).  

 This era of legislative restrictions continued from the early 1900s until the 1940s 

and 50s. This formal eugenic philosophy was dismissed in the United States with repeals 

of legislation after recognition of the World War II eugenic atrocities in Nazi Germany 

(Sturtevant, 2001). The eugenic concepts of “good stock and race betterment” were 

changed through a growing consciousness and recognition of discrimination and racism 

from scholars in the social sciences (Rapp, 1999).  

 The nursing philosophy and knowledge during the 1900s to 1950s reflected the 

scientific knowledge of the times. Nursing publications, textbooks, and conferences often 

promoted a eugenic philosophy and advocated compulsory sterilization as the only 

solution to the prevention of disabilities. There were no available prenatal screening and 

diagnostic tools available for congenital, genetic, or chromosomal disorders (Davidson, 

1935; Dines, 1937; Eugenics Department of the Kansas City Fair, 1924; Gelinas, 1935; 

Lester, 1918, Mitchell, Upham, & Wallinger, 1939; Sanger, 1969). 
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 The nursing role in this era was prevention of birth defects and support for 

individuals with disabilities. Public health nurses during this early period recognized the 

need to prevent suffering from mental disorders and sought to deter those with disabilities 

from reproduction. Though there was not yet diagnostic testing for reproductive disorders 

such as chromosomal aneuploidy, nurses during the early 1900s promoted adequate 

nutrition and instructed mothers away from teratogens such as alcohol (Gelinas, 1935; 

MacDonald, 1920).  

 It was not until the discovery of deoxyribose nucleic acid (DNA) by Watson and 

Crick (1953) as the basic structure for genes that there was a change in screening and 

diagnosing genetic disorders. Another discovery by Tjio and Levan (1956) identified the 

accurate number of chromosomes (46). During the late 1950s and early 1960s, 

discoveries such as dietary treatment for phenylketonura and amniocentesis for fetal 

chromosomes and Rh isoimmunization created a new pathway for early diagnosis and 

treatment of some genetic disorders for mothers and infants (Lashley, 2005; Resta, 1977). 

 Roles for the nurse expanded to case finder, coordinator of services, educator, and 

support person (Forbes, 1966; Forsman, 1994; Hammons, 1956; Hillsman, 1966). Jolly, 

Blum, Keyes, and Smith (1965) reported upon new knowledge and skills for public 

health nurses in developing pedigrees for families with genetic disorders. The nurses of 

the 1950s and 1960s became the forerunners in early genomic health care roles. As 

interdisciplinary team members, the nurses cared for families in providing scientific 

information that was available at the time.  

 Another role for the nurse was the incorporation of ethical, legal, and social care 

for genetic/genomic diagnoses. This role, however, was limited in select settings. The 
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conceptual framework became essential for nurses as this was an era of transitional 

change in care for individuals with chromosomal and genetic disorders.  

 Sahin (1976) identified the expanded role of the nurse in genetic counseling for 

parents having a child with a genetic disorder in the 1970s in selected centers. The nurse 

became an integral team member in taking genetic histories and in providing supportive 

counseling and risk assessment for future offspring. During this period, the author noted 

that controversies existed among professionals in regards to decision making for future 

children between the professional and the parent. Sahin emphasized the importance of 

autonomous decision making among the parents for future fertility and the nursing role in 

understanding the ethical, legal, and social implications of genetic counseling. 

 In contrast to Sabin’s description of expanded nursing roles, there were still 

controversial nursing practices during this time in caring for individuals with 

chromosomal disorders. Before 1960 and also in the 1970s, health providers 

recommended that infants with disabilities be institutionalized in contrast to home care 

(National Association for Down Syndrome [NADS], 2013). During the early 1960s, a 

few parents became pioneers in developing resources for their children with Down 

syndrome in contrast to the recommended institutional care by physicians, nurse, and 

social workers. 

 During the 1970s, Conklin (1970) reported upon nursing care with 

institutionalized children with Down syndrome. This author provided a description of 

nursing care of a “mongoloid child” who had been institutionalized in 1970. The term 

mongolism was used in contrast to today’s terminology of Down syndrome or trisomy 

21. In this publication, it was noted that the cause of mongolism was not known, but 
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possibly related to an abnormal chromosome number. Advances in diagnosis have later 

confirmed Down syndrome as a trisomy autosomal disorder occurring most often during 

meiosis. Conklin stated that disclosure of the diagnosis was withheld to the parents until 

three weeks after delivery. The expectation was that this child would not survive in 

adulthood and placement in an institution was needed for care. There have been changes 

in the management of individuals with chromosome disorders since 1970; however, the 

change in care has not always been as progressive in ethical, legal, and social care. 

 In another example, Calzone et al. (2010) reported upon limited nursing support 

to a mother experiencing a birth of an infant with trisomy 18 approximately ten years 

ago. The mother reported that the health providers including nurses gave minimal 

emotional support and emphasized clinical and task orientated instructions upon 

discharge. This same mother later experienced delivery of a baby with another 

chromosomal disorder ten years later. However, with this delivery, nurses became 

engaged in the care during pregnancy and provided guidance and support for the birth 

and home care. 

 These examples provide both an expanding role for the nurse in 

genetics/genomics and a need for further development in nursing practice, education, 

research, and policy development. Over time, nurses have expanded upon their role in 

select settings; yet there still remains a great need for future expansion of genomic 

knowledge and care. With this expansion of role, implementation of ethical, legal, and 

social care becomes essential as well. 

 The Human Genome project [HGP] initiated by the U.S. Department of Energy 

(1990-2003) sought knowledge for disease prevention and treatment with 
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acknowledgement of the ethical, legal, and social implications (National Human Genome 

Research Institute, 2012). With the new discoveries in interpreting DNA, many health 

disciplines became engaged in applying new genomic knowledge to health care. Nursing 

organizations, which include the International Society of Nurses in Genetics [ISOGN] 

and the American Nurses Association [ANA] (2007), established new guidelines for 

competencies in genetic and genomic care. These guidelines are professional nursing 

standards for knowledge, identification of individuals in need of genetic services, 

essential referrals, education and counseling, and supportive care to individuals and 

families.  

 An essential theme of the ISOGN and ANA guidelines was to recognize the 

uniqueness of clients and families and to be an advocate for autonomous decision making 

in genetic screening and testing. Though the formal eugenic movement has passed, there 

are still reproductive health philosophies emulating positive eugenics. The right to choose 

an abortion for a fetus with a disability or defect and select pre-implantation genetic 

diagnosis are thought of as positive eugenics in designing a better baby (Lashley, 2005; 

Rapp, 1999). Lippman (1999) described the normalization of prenatal genetic testing for 

chromosome disorders as “desirable, even the ‘responsible’ thing to do” (p. 256). 

 Nurses of the future must critically examine ethical, legal, and social issues in 

genetic and genomic health care. As a health professional, the nurse is challenged to 

recognize the barriers to autonomous decision making and find the voice of health 

consumers. Advocacy for client-centered autonomy becomes the forefront of care in the 

new era of genomic technologies. The lessons learned from past discrimination, 

segregation, isolation, and forcible sterilization provide a journey for expanded nursing 
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knowledge in understanding social, ethical, legal, and moral experiences in reproductive 

genomics. 

 Throughout the past century, new discoveries have brought forth new challenges 

for nurses. The first integration of knowledge yielded changes in pediatric and 

reproductive health care. Later knowledge of genetic/genomic disorders has expanded 

upon adult health. Nursing has organized in creating a body of knowledge for current and 

future roles. Yet proficiency has not been achieved. Leadership is required in both 

knowledge application and ethical, legal, and social issues for the health of the 

population.  

Obstetrical Ultrasound in Genomic Health Care 

 There have been many advances in prenatal screening and testing. Amniocentesis, 

chorionic villus sampling, and pre-implantation genetic testing are available for diagnosis 

of many genomic disorders. The American College of Obstetricians and Gynecologists 

[ACOG] (2007) has recommended that all women should have the availability of 

aneuploidy or abnormal chromosome screening without regard to age. The newest non-

invasive screening test is called cell free fetal DNA analysis for detection of aneuploidy  

(ACOG, 2012). At this time, this maternal serum screening test is designated for women 

considered high risk for aneuploidy. Women at risk include maternal age over 35, 

abnormal screening tests, first trimester ultrasound findings indicating aneuploidy, or 

history of prior pregnancy with a trisomy birth. Through expanded technology of 

genomic sequencing, the test has become highly sensitive to accurately screen trisomy 

13, trisomy 18, and trisomy 21 in early pregnancy. Currently, there are studies in progress 
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to determine if this screening test is sensitive to low risk populations. Thus, the cell free 

fetal DNA analysis is not offered to all women at this time. 

 There are other non-invasive screening tests for aneuploidy and neural tube 

defects for low risk populations. The most commonly used tests are obstetrical ultrasound 

and maternal serum bio-chemical markers. Ultrasound technology for prenatal screening 

provides a non-invasive procedure without the risk of infection, bleeding, and 

spontaneous abortion. Fetal characteristics of chromosome or congenital disorders are 

used as a screening tool in collaboration with maternal serum testing for determining a 

pregnancy at risk. The following section of the literature review will be directed toward 

the use of obstetrical ultrasound in screening and diagnosis. 

 The historical development of today’s obstetrical ultrasound began with 

visualization of the fetus with x-ray. Case (1917), an early physician, cited the 

identification of an anecephalic fetus in a pregnant woman using x-ray. Radiography was 

also utilized to detect the position of the fetus for delivery when obstetrical complications 

were anticipated (Falls, 1928). Other physicians reported use of x-ray during the prenatal 

period for diagnosis of conjoined twins, hydrocephalus, spinal bifida, and bone disorders. 

This integration of selected x-rays in prenatal care extended until the 1950s (Oakley, 

1986; Resta, 1997).  

  A change in this screening practice occurred in the 1950s when prenatal radiation 

became associated with newborn defects or development of cancer. In the 1960s, a safer 

alternative to x-ray became available through the technology of ultrasound (Oakley, 

1986). 
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 The discovery of clinical ultrasound originated from sound wave technology used 

in submarines during World War II. One use of ultrasound in the 1950-1960s was to 

detect abdominal tumors (Oakley, 1986). In clinical diagnostics, medical providers soon 

found that the “most common abdominal tumor in women is pregnancy,” which later led 

to advanced technology in the utilization of ultrasound for fetal surveillance (Oakley, 

1986, p. 6).  

 In the quest for fetal surveillance using obstetrical ultrasounds, providers sought 

images of fetal anatomy, but also noted unexpected structural changes. The term given 

for these changes was “soft markers” (Bricker et al., 2000). These structural changes  

(Table 1) could be transient and with no indicated structural pathology in the fetus or 

could demonstrate an indication of a chromosomal/congenital disorder. The most 

commonly reported ultrasound markers include cerebral ventriculomegaly, absent nasal 

bone, nuchal translucency, echogenic intracardiac focus, hyperechogenic bowel, 

pyelectasis, and short long bones (humerus/femur) (Agathokleous, Chaveeva, Poon, 

Kosinski, & Nicolaides, 2013). Some minor markers include sandal gap foot, flat facies, 

clinodactyly, and iliac bone. These minor markers have high false positive rates for 

trisomy 21 and are difficult to access (Benacerraf, 2010).  

One soft marker, choroid plexus cysts, was originally associated with Down 

syndrome, but has now been found to be a coincidental finding (Benacerraf, 2010). 

Though other studies support an association with trisomy 18 with this marker in 

combination with other abnormalities (Bottalico et al., 2009; Nicolaides, 2003).  
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Table 1 

Select Sonographic Soft Markers for Aneuoploidy 

Soft Marker Description 
Choroid Plexus 
Cysts 

CP cysts are blood vessel masses found in the choroid plexus located on the 
posterior lateral ventricles of the brain. This highly reflective area is an area 
for transport for cerebral spinal fluid. These cysts are considered benign 
and typically resolve by the end of pregnancy. An association with trisomy 
18 has been documented (Benacerraf, 2010). Single cysts have not been 
found to be indicative of chromosome disorders, except when other 
structured changes are also involved (Bottalico et al., 2009; Gupta et al., 
1995; Whitlow, Lazanakis, Kadir, Chatzipapas, & Economides, 1998). 

Intracardiac 
Echogenic Foci 

Echogenic foci are small structures referred to as ‘golf balls’ usually found 
in the left ventricle of the heart. These mineral calcifications produce 
multiple echoing, which creates white shading on ultrasound. These foci 
may be located in other chambers and may or may not disappear postnatally 
(Sepulveda & Romero, 1998). The echogenic foci may be seen in .7% of 
fetuses in early pregnancy, but may disappear by 18-20 weeks. The 
presence of these foci has demonstrated low detection rates to trisomy 21 
(Agathokleous et al., 2013). Anecdotal cases reveal associations with 
cardiac defects, trisomy 18, Turner syndrome, triploidy, and unbalanced 
translocations (Sepulveda & Romero, 1998; Whitlow et al., 1998). 

Hypoechogenic 
Bowel 

A hyperechogenic or bright area in the fetal bowel, which may be discrete 
or diffuse in shape. It is distinguished as being as bright on ultrasound as 
surrounding maternal bone structures. It is commonly seen in the third 
trimester of pregnancy and has a low detection rate for aneuploidy. Other 
conditions associated with this soft marker include maternal infection with 
toxoplasmosis or cytomegalovirus, cystic fibrosis 
(Agathokleous et al., 2013; Al-Kouatly, Chasen, Streltzoff, & Chervenak, 
2001). 

Nuchal 
Translucency 

Nuchal translucency refers to the sonographic finding of subcutaneous 
collection of fluid behind the fetal neck in the first trimester of pregnancy 
(Kagen et al., 2006, p. 6). Trisomy 21, trisomy 13 and 18, and Turner 
syndromes have been associated with increased nuchal translucency 
measuring from 3.4 mm to 8.5 mm or more in the fetal neck. Other 
associated conditions with nuchal translucency include unbalanced 
translocations, marker chromosomes, mosaicism and duplication, and 
deletion genetic mutations (Agathokleous et al., 2013; Kagen et al., 2006; 
Nicholiades, 2004). 

Renal  
Pyelectasis 

Pyelectasis is enlargement of the renal pelvis, a chamber of the kidney 
where urine collects. Mild to moderate dilation of the renal pelvis is 
established by clinical measurements. Moderate to severe hydronephosis or 
dilation of the renal pelvis may show an increased risk to trisomy 21. Renal 
pyelectasis may also regress as the gestational age of the fetus increases and 
has very low detection rates for trisomy 21 (Agathokleous et al., 2013; 
Carbone, Tuuli, Dicke, Macones, & Odibo, 2011; Chudleigh, 2001; 
Whitlow et al., 1998). 
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Through fetal ultrasound surveillance, specific fetal characteristics or phenotypic 

expression (Table 2) indicating chromosome aberrations could be found in fetuses with 

trisomy 21, trisomy 18, trisomy 13, Turner syndrome and other aneuploidies (Al-Kouatly 

et al., 2001; Nicolaides, 2003, 2011; Sepulveda & Romero, 1998; Whitlow et al., 1998). 

These noted structural changes are choroid plexus cysts, echogenic intracardiac foci in 

the fetal heart, echogenic fetal bowel, renal pyelectasis, and nuchal thickening or 

translucency (Carbone et al., 2011; Dagklis, Plasencia, Maiz, Duarte, & Nicolaides, 2008; 

Getz & Kirkengen, 2003; Sepulveda, Wong, & Dezerega, 2007). The detection of these 

characteristics also became enhanced through expanded technology in color Doppler 

scanning and three dimensional (3D) ultrasound images (Chaoui, 2005; Kurjak et al., 

2007; Wiseman & Kiehl, 2007). 

Complex technology in ultrasound has brought forth new knowledge for 

interpretation of disorders to childbearing families. The significance for this screening is 

the availability of non-invasive testing for selected chromosomal disorders. The 

limitation of this technology includes false positive results and mixed interpretation of 

results for at risk conditions. Nurses must develop a foundation in genetics/genomics and 

become knowledgeable in this technology to provide future guidance to patients. 

Soft Markers in Ultrasound 

 The discussion in this section will elaborate on the supporting research on 

selected soft markers indicating a chromosomal risk. These soft markers include choroid 

plexus cysts, echogenic intracardiac focus, hyperechogenic bowel, renal pyelactasis, and 

nuchal translucency. Choroid plexus cysts (CPC) are blood vessel masses found on the 

posterior and lateral ventricles of the brain. Cristofal, DiPietro, Costigan, Nelson, and 
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Crino (2004) reported a rate of 3.6% (118/3254) from 2001 to 2004 in their Baltimore 

center for fetal choroid plexus cysts. In the early 1990s, CPCs were associated with 

trisomy 21 and 18 (Devore, 2000; Kupferminc et al., 1994; Walkinshaw, Pilling, & 

Spriggs, 1994). Later studies demonstrated that this was most commonly a normal variant 

and linkages to trisomy 21 and 18 were only of concern if additional cardiac and 

structural characteristics were observed (Coco & Jeanty, 2005; Dagklis et al., 2008; Getz 

& Kirkengen, 2003). Later studies by Benacerraf (2010), Bottalico et al. (2009), and 

Dagklis et al. (2008) confirmed that choroid plexus cysts were not associated with 

trisomy 21.  

 Echogenic intracardiac foci (EIF) in the fetal heart are brightly noted shapes on 

ultrasound. These areas of the heart are often described as golf balls representing mineral 

calcifications. Sepulveda and Romero (1998) performed a secondary analysis on two 

combined studies (N=2,235) and found that, among high-risk women, trisomy 21 was 

five times higher in fetuses with an echogenic focus of the heart. This group included 

women of advanced maternal age and positive maternal serum screening or family 

history of chromosome disorders.  

  Tran, Caughey, and Norton (2005) investigated the prevalence of echogenic 

intracardiac foci in both high risk and low risk women. The incidence of echogenic 

cardiac foci was 4.1% in 7,764 women. Of the 309 fetuses with this condition, 96% had 

normal karotypes and the remaining 4% had either trisomy 21 or 13, or Turner syndrome. 

The aim of this multivariate analysis was to determine the incidence of echogenic cardiac 

foci among different ethnic groups. These authors found a higher incidence of echogenic 

intracardiac foci among African American, Middle Eastern, and Asian Americans 
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compared to Caucasian, Hispanic, and Native Americans. Though not considered an aim 

of the study, data by these authors included the incidence of false positives (96%) among 

participants with echogenic intracardiac foci. This displayed a weak association between 

echogenic intracardiac foci and chromosome disorders.  

 Dagklis et al. (2008) found an association of intracardiac echogenic focus, 

hydronephrosis, and hyperechogenic bowel to trisomy 21. In confirming a diagnosis of 

trisomy 21 (N=228), 32% had these soft markers. Their conclusions relayed that these 

soft markers had high false positive rates compared to the ultrasound screening using 

nuchal transluceny. 

 The quandary for counselors and maternal fetal medicine specialists is disclosing 

this information to women regarding the presence of this marker found in both normal 

and trisomy 21 fetuses. The unanswered question in this study is the experience of 

women given information about this fetal finding and their journey from low risk to a 

potential high-risk condition. 

 Echogenic bowel or visualized brightness is diagnosed in the second trimester of 

pregnancy with ultrasound. Like other soft markers, this structural change can be a 

normal variant or associated with chromosomal abnormalities, cystic fibrosis, and uterine 

infections such as cytomegalovirus and toxoploasmosis. A cross sectional data collection 

of ultrasound exams and chart reviews by Al-Kouatly et al. (2001) analyzed the 

association of soft markers to chromosome disorders, cystic fibrosis, or uterine infection.  

 This population of predominantly Caucasian (76.6%) women, followed by 

African American (11%) and Hispanic (6.2%) women, had 318 fetuses identified with 

echogenic bowel during the period of 1993-2000 (Al-Kouatly et al., 2001). The 
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frequency of echogenic bowels for this population was less than 1% (.7%). The rate for 

associated disorders of aneuploidy, cystic fibrosis, and cytomegalovirus was 6.3% in this 

population. False positive findings were not specified but could be estimated at 94% 

(299/318). This study, as with the prior study by Tran et al. (2005), displayed high false 

positive rates with soft markers. These soft markers then create an uncertain health risk 

for the developing fetus. 

 A meta-analysis by Sepulveda and Sebire (2000) using nine studies (N=890) also 

found aneuploidy (9%), cystic fibrosis (2%), and congenital infection (3%) in infants 

with an echogenic bowel. The overall perinatal outcome was poor for 34% of these study 

participants. False positive echogenic bowel findings were not described in this data set. 

The authors did note that the ultrasound technique in visualizing echogenic bowels was 

subjective with considerable inter and intra observer variability. The incidence of fetal 

echogenic bowel is approximately 1% in the general prenatal population; however, the 

etiology is not well understood in non-pathological as well as pathological outcomes. 

 Another soft marker is the dilation of the renal pelvis or pyelectasis observed with 

ultrasound. The general understanding of this marker is that it is related to trisomy 21 and 

not to other chromosome disorders. Coco and Jeanty (2005) evaluated 12,672 patients 

from 1998-2002 in the second trimester of pregnancy. The prevalence of pyelectasis was 

2.41% (305/12672) in this study population. The incidence of trisomy 21 in this 

population was seen eight times more in fetuses with pyelectasis compared to those 

without pyelectasis. The authors further reported that the confidence interval was too 

large to establish a risk for isolated pyelectasis indicating trisomy 21. The 

recommendation to parents by these authors would be to investigate for other soft 
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markers and serum biomarkers before advancing to invasive diagnostic procedures such 

as amniocentesis when an isolated pyelectasis is discovered. 

 Several studies have been previously described which support the association 

between soft marker ultrasound findings and abnormal chromosome disorders. The 

statistical relationships vary among the studies which bring difficulty for the nurse to 

provide education and counseling to the families. Counseling becomes complex for 

interpretation and meaning for a current pregnancy.  

 Soft marker counseling. The perplexing aspect of soft markers is the counseling 

to parents when these findings are discovered. It is often difficult to evaluate the current 

studies in soft markers as the study populations differ by age and ethnicity. The samples 

selected may also be either high risk only or a combination of low and high risk. Another 

variable in detection is examiner technique, experience, and equipment in sonography 

(Wald et al., 2003). The practice techniques may vary by examiner, which may falsely 

indicate an abnormality or under-diagnose a condition. Soft markers such as echogenic 

bowel may indicate more than one abnormality. The varying false positive results are also 

a great concern when counseling families about risk for chromosome and genetic 

disorders and recommending more invasive procedures for diagnosis of an abnormality 

(Loughna, 2006). In expanding upon this knowledge, the limitations include ambiguity of 

risk and false positives leading to ethical, legal, and social perspectives in practice.  

 Non-invasive screening. In the search for non-invasive screening for congenital 

abnormalities, a newer ultrasound finding, nuchal translucency (NT), has been explored. 

The definition of nuchal translucency is “the subcutaneous collection of fluid behind the 

fetal neck in the first trimester of pregnancy” (Kagen et al., 2006, p. 6). The likelihood of 



 

	   30 

having an abnormality will increase with nuchal translucency measurements. This first 

trimester measurement has been correlated with trisomy 21, trisomy 18, trisomy 13, 

Turner syndrome, cardiac vascular defects, spinal bifida, hernias, intrauterine fetal 

growth restriction, and intrauterine fetal death (Breathnack & Malone, 2007; Kagen et al., 

2006; Nicolaides, 2004, 2011; Nicolaides, Snijders, Gosden, Berry, & Campbell, 1992; 

Souka et al., 2005).  

 One major clinical study (N=47,053) for nuchal translucency screening was from 

the United Kingdom by Wald et al. (2003). The results from this Serum, Urine, and 

Ultrasound Screening Study (SURUSS) demonstrated the efficacy, safety, and cost-

effectiveness of this screening method. The detection rate for Down syndrome was 83% 

(84/101) with a false positive rate ranging from 1.2% to 6.1%. The range in false positive 

rates reflected upon whether NT was used either alone or with the variables of (a) 

maternal age, (b) maternal age and serum associated plasma protein-A (PAPP-A), or with 

(c) maternal age, PAPP-A, and human chorionic gonadotropin (hCG) levels.  

 This study demonstrated the efficiency of an integrated NT screening combining 

first and second trimester biomedical markers yielding a low false positive rate of 1.2% 

(Wald et al., 2003). In determining safety of this screening method, measurements of 

fetal losses (1.8%) from patient selected amniocentesis or chorionic villus sampling was 

compared to those without invasive procedures of 0.79%. The final conclusion about cost 

in this study showed no considerable differences from other screening methods.  

 Cost factors in screening. In the United States, Ball et al. (2007) researched 

differences in costs and outcomes using ultrasound and biomedical markers in the first 

and second trimester of pregnancy. This research consortium as described by Ball et al. 
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was titled First and Second Trimester Evaluation of Risk (FASTER). This trial was 

supported by the National Institutes of Health (NIH) to investigate seven possible 

screening methods. These methods included first trimester NT and biomedical markers 

(PAPP-A, free hCG) and second trimester Quad screening (serum apha fetoprotein 

[AFP], estriol, hCG, and Inhibin A) screening for Down syndrome. The most effective 

outcome and cost benefit for screening 38,033 women was using a combined first and 

second trimester screening using NT and biomedical markers. The detection rate was 

95% with a 5% false positive rate.  

 Protocols. Breathnach and Malone (2007) screened 36,171 patients for fetal 

abnormalities using ultrasound for detection of nuchal translucency and maternal serum 

biomarkers. They found 117 fetuses with trisomy 21 and 77 fetuses with non-Down 

syndrome aneuploides identified as trisomy 18, trisomy 13, Turner syndrome, and other 

triploidy syndromes. The total false positive rates for trisomy 21 or 18 was 6.0%. An 

intensifying interest in these fetal structural changes among practitioners, geneticists, and 

researchers generated risk calculations of certain chromosome disorders (Getz & 

Kirkengen, 2003). As nuchal transluceny measurements became more reliable for 

detection of risk, several protocols for detection of these chromosome abnormalities have 

been developed by researchers and medical providers (Cleary-Goldman et al., 2006; 

Kagan, Avgidou, Molna, Gajewsk, & Nicolaides, 2006; Nicolaides, 2004, 2011; Saltvedt, 

et al., 2005; Souka et al., 2006; Wald et al., 2003).  

 The emphasis of these protocols is to use non-invasive tools early in pregnancy to 

detect abnormalities with low false positive rates. This earlier detection also allows for 

first and second trimester parental decision making for invasive diagnostic procedures 
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and options for termination of pregnancy as there are no treatments for these 

chromosome disorders (Bricker et al., 2000; Wilson et al., 2013). 

 One such integrated protocol for trisomy 21 screening utilized first trimester fetal 

nuchal translucency and serum associated plasma protein-A (PAPP-A) followed by 

second trimester maternal serum alpha-fetoprotein, estriol levels, inhibin A, and free 

βhCG. The documented sensitivity detection rates for Down syndrome using ultrasound 

and biochemical markers is about 94%. The false-positive rate within this screen protocol 

is approximately 5% (Wald, Kennard, Hackshaw, & McGuire, 1998). The disadvantages 

of this protocol are ethical issues when first trimester results demonstrate high risk and 

are withheld until the second trimester.  

 Another protocol is called the step-wise sequential screening. The first trimester 

NT and PAPP-A results would be disclosed to women, but also they would be invited to 

do further second trimester maternal serum Quad screening to determine the compete risk 

assessment. In this protocol, the women may also begin more invasive diagnostic testing 

in the first trimester without waiting for second trimester results. Integrating both first 

and second trimester testing results in detection rates for trisomy 21 of 95% (Breathnach 

& Malone, 2007).  

 Further non-invasive ultrasound testing could assist in determining moderate 

aneupoidy risks such as fetal nasal bone length and cardiovascular assessment of the 

tricuspid and flow resistance in the ductus venosus. The most common chromosome 

disorder with these other markers is trisomy 21 infants. Women with high-risk ultrasound 

and biomarkers would then be referred for invasive testing such as chorionic villus 

sampling or amniocentesis. Though this screening seeks to provide reassurance to the 
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parents for well-being of their undeveloped infant, the consequences of finding an 

abnormality changes a low risk pregnancy to high risk. 

 Ethics. The momentum of this prenatal ultrasound technology and screening 

protocol creates genomic health concerns in the arena of ethical, legal, and social issues. 

Several authors have cited patient views regarding inappropriate informed consent, 

disclosure of results, estimating risk, false positive results, invasive procedures, 

termination of pregnancy, society’s view of disability, emotional turmoil, uncertainty, 

and loss in maternal fetal attachment (Benacerraf, 2010; Braithwaite & Economides, 

1997; Bricker et al., 2000; Eurenius, Axelsson, Gallstedt-Fransson, & Sjoden, 1997; 

McCoyd, 2013; Marteau, 1995; Michelacci et al., 1988; Sandelowski & Jones, 1996; 

Santalahti, Aro, Hemminki, Helenius, & Ryynanen, 1998).  

 In a study (N=11) by Kohut et al. (2002), 54.9% of the participants were not 

given any information on the benefits and risks for the prenatal ultrasound other than 

appointment time and location before a prenatal ultrasound scan. A total of 17.7% of the 

participants were given verbal information while 13.3% of the women received written 

information about prenatal ultrasound screening. When asked about the main purpose of 

second trimester ultrasound, 94.7% of the participants responded that it was to determine 

the age and growth and development of the baby. The expectations of the women were to 

find peace of mind in contrast to discovery of any abnormalities on the ultrasound. 

 McCoyd (2013) also researched women’s knowledge in prenatal screening (N= 

659). In this group, there were a small number of women (6%) who did not understand 

the purpose of first trimester nuchal translucency and serum testing. An example of their 

responses was, “ to screen for birth defects….because my doctor told me to” (p. 5). 
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Though the majority of respondents had knowledge of testing, the author concluded that 

women were not always prepared for an abnormal finding and the subsequent need for 

rapid decision making would be compromised.  

 In another study (N=11) by Skirton and Barr (2010), the researchers found that 

the majority (87.4%) of women were informed about the purpose of nuchal transluceny 

screening, though 12.6 % of the women in this study either did not recall this information 

being discussed or could not remember. In further evaluating the participant’s 

knowledge, they found that many had misinterpreted the specific disorders that nuchal 

transluceny could screen for, such as autism and Fragile X, in contrast to aneuploidy. 

Another aspect of the study discovered that the health providers who gave counseling for 

first trimester nuchal translucency did not feel well prepared to discuss issues and were 

confused about some of the testing. 

 The ambiguity and confusion in knowledge on part of the women receiving care 

and of those providing care is a concern for optimal care to the pregnant woman. The 

next section will discuss the psychological responses in genomics with emphasis on 

prenatal screening and diagnosis. 

Uncertainty and Anxiety 

 Uncertainty or ambiguity is a dynamic state in which the individual may 

experience various levels of stress and anxiety with the inability to assign a definite value 

to the object or event (Mishel, 1983). Mishel (1997, 2003) has worked extensively in 

developing the Theory of Uncertainty in Illness with individuals surviving acute and 

chronic illnesses. Mishel explained that the appraisal of uncertainty to a threat is based on 

one’s personality, attitudes and beliefs, and level of danger. Various coping strategies are 
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used for uncertainty and subsequent anxiety, yet more research is needed to support use 

of coping strategies that transform uncertainty and emotional distress to levels of 

adjustment.  

 In applying Mishel’s Theory of Uncertainty to genomic screening, one response 

may be of enduring or coping with the information of a genetic test result. Another 

response may be of suffering from this uncertainty with the inability to achieve a goal. 

Other concepts that are similar to responses of uncertainty are hopelessness, waiting to 

know, and anticipatory grief (Irvin, 2001; Mishel, 1983; Penrod, 2001; van Zuuren, van 

Schie, & van Baaren, 1997).  

 One goal for nursing is to expand upon knowledge that understands the influences 

that affect the individual in uncertainty and to provide paths for adaptation or 

development of new abilities (Mishel, 2003; Weiss, Saks, & Harris, 2002). To capture an 

understanding of uncertainty and the subsequent anxiety in genomic health care, the 

following section will describe research first in genetic counseling for Mendelian, 

chromosome, and cancer disorders, followed by the state of uncertainty and anxiety in 

reproductive health. 

Uncertainty and Anxiety in Genomics 

 The concept of uncertainty is well studied among researchers in genetic 

counseling and testing. The state of uncertainty has had a profound effect on individuals. 

In a grounded theory analysis, Skirton (2001) found that the need for certainty was a 

major theme when seeking genetic counseling and testing.  

  Skirton (2001) interviewed 43 families seeking counseling for various conditions, 

which included Mendelian and multifactorial disorders, cancer screening, and 
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chromosomal and congenital disorders. The rationale for genetic counseling was 

verbalized as preparing for the future and understanding the present. Though participants 

verbalized that the worst outcome could be discovered, they still wanted to be 

knowledgeable. When families received a poor outcome or prognosis, they cited that the 

results gave them peace of mind in knowing. 

 Frost, Venne, Cunningham, and Gerritsen-McKane (2004) addressed uncertainty 

in BRACA1 and BRACA2 breast cancer mutation testing. This focus group (N=15) 

discussed how uncertainty affected their decision making in testing and care 

management. These individuals were seeking more knowledge as well as to obtain 

certainty in their future. However, in this study, many still remained with uncertainty. 

Those participants who received inclusive results were surprised at this unexpected 

finding, which elevated their levels of uncertainty. Those individuals who received either 

a positive or negative result expressed uncertainty in developing cancer for self or family 

members.  

 Claes, Evers-Klebooms, Boogaerts, Decruyenaere, and Legius (2004) found 

similar results of uncertainty using a retrospective exploratory study in breast cancer 

mutation testing. Those with positive results related feelings of anxiety, being upset, 

afraid, or acquiescent. These individuals had a definite answer, but now had the burden of 

knowing was present. They expressed feelings of uncertainty as they may have passed the 

mutation to offspring. One participant who received a negative result had disbeliefs that 

she was not a carrier. She was now uncertain about the cause of her breast cancer. 

 In another study by Carlsson and Nilbert (2007), participants responded to 

surveys about their hereditary non-polyposis colon cancer (HNPCC) testing. Analysis of 
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the responses found that feelings of worry and anxiety were present before, during, and 

after the genetic testing process. The waiting for results was repeatedly a source of 

anxiety for participants. One of the sources of worry was disclosing results to other 

family members for both confirmed carriers and non-carriers. Another concern was the 

uncertainty of the future for carriers and some non-carriers.  

 Williams, Schulte, Evers, and Forucci (1999) investigated uncertainty in genetic 

counseling and testing for Huntington disease. The participants (N=170) were individuals 

who had a family history of Huntington disease and were seeking pre-symptomatic gene 

testing. Some of the themes generated from analysis reflected finding relief from 

uncertainty, finding knowledge about risks for self and family, and moving forward in 

planning a future. 

 Levels of stress are often associated with uncertainty. Van Dijk et al. (2006) 

reported upon women seeking genetic testing for breast cancer. A total of 762 women 

from Holland completed questionnaires revealing levels of worry and distress before 

testing for breast cancer mutations. After receiving results, the levels of distress and 

worry decreased for women both with positive and negative mutation results. Though 

lower levels of distress were reported, the levels remained stable up to seven months post 

testing. 

 Genetic testing for chromosome disorders is another source of uncertainty and 

anxiety among individuals and families. Dinc and Terzioglu (2006) interviewed parents 

from Turkey who were seeking chromosome testing for their newborn or child. The 

parents expressed distress in not knowing the reason for their child’s disorder. The semi-

structured interviews of 128 parents revealed uncertainty before and after testing. Some 
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of the participants who had normal chromosome results (62.5%) expressed uncertainty 

about the future and unknown reason for a current problem. Parents of children diagnosed 

with a chromosome abnormality (37.5%) expressed higher levels of anxiety as projected, 

compared to children with normal chromosome findings. After the results, parents having 

either a positive or a negative report discussed their uncertainty for the future. When 

asked about their reasons for seeking post genetic counseling, the participants verbalized 

a need for more information and emotional support. 

  In the preceding section, anxiety and uncertainty are found in genetic testing 

using the experiences of cancer mutation, pre-symptomatic Huntington disease, and 

chromosome testing. Women in reproductive health testing can also experience stress and 

anxiety from uncertainty. Uncertainty and anxiety in reproductive health will be 

discussed in the following section. 

Uncertainty and Anxiety in Reproductive Health Care 

 Authors in reproductive health care have reported upon the theme of uncertainty 

in prenatal screening for genetic and chromosome disorders, high-risk pregnancies, and 

seeking a diagnosis for neonatal disorders. High-risk pregnancy is described as a 

maternal or fetal condition that presents as a risk for injury or viability. 

 Clauson (1996) studied uncertainty with hospitalized high-risk antepartum 

patients. The perceived threat to these patients was the uncertain viability of their unborn 

infant due to antepartum bleeding, preterm labor, or hypertension. This small descriptive 

study (N=58) used survey questions in correlating high levels of uncertainty in pregnancy 

with levels of stress. The results displayed both moderate and low levels of uncertainty 

during admission and discharge to the hospital. The greatest levels of stress were related 
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to unknown causes for their condition and perceived risk to the health of their unborn 

infant. 

 Giurgescu, Penckofer, Mauren, and Bryant (2006) investigated the responses to 

uncertainty, social support, coping strategies, and well-being among women (N=105) in 

high risk pregnancies. Most participants [African American (38.1%), Caucasian (32.4%), 

Hispanic (15.2) and other ethnicities (14.3)] were diagnosed with a high-risk pregnancy 

in the third trimester. The disorders for this high risk condition included preeclampsia, 

preterm labor, incompetent cervix, placenta previa, previous pregnancy complications or 

loss, and chronic disease disorders. A small number of participants (9.8%) had abnormal 

maternal serum screening and/or fetal structural abnormalities.  

 In analyzing the variables, the participants in general indicated that they had a 

high level of support and reported overall low uncertainty levels with their high-risk 

pregnancy. These authors, however, found that those with higher levels of uncertainty 

utilized avoidance as a coping strategy. These same individuals also had decreased levels 

of well-being. In the category of social support, those individuals with minimal support 

reported higher levels of stress and anxiety. Prayer became the most utilized coping 

strategy for reducing levels of distress (Giurgescu et al., 2006).  

 Maternal serum screening tests have become a source of ambiguity and anxiety 

for women. This screening test, maternal serum alpha-fetoprotein (MSAFP), and other 

biochemical markers are used for detection of neural tube defects and trisomy 21 and 18. 

The sensitivity of the test is 90% for neural tube defects and 70% for trisomy 21 and 18. 

The low risk women become high risk when an abnormal value occurs.  
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 Alteneder et al. (1998) studied the experiences of 16 women who were informed 

that there was a potential problem with their unborn infant from abnormal levels of 

MSAFP screening. This phenomenological study described the initial reactions of fear, 

disbelief, and panic. As further information was given to them, the women sought 

clarification and support. The participants described feeling a lack of reassurance when 

false positives were explained and ultrasound findings confirmed findings of a normal 

fetus. Waiting for results in confirming a diagnosis was described as being difficult. One 

mother reported “there was nothing that made me feel better…I couldn’t even 

concentrate on anything” (p. 184). Their feelings of uncertainty and doubt often remained 

constant until the birth. 

 Kenen, Smith, Watkins, and Zuber-Pittore (2000) also discussed worry and 

anxiety perceived when an abnormal maternal serum triple screen occurred. Nine women 

from Great Britain shared responses in qualitative interviews about MSAFP studies. 

Some women reported that the tests were confusing and they had a general lack of 

information. Some participants reported that they had additional stress added to the 

pregnancy with maternal serum screening compared to amniocentesis testing. Participants 

reported that “worry seemed to take priority over the actual statistical risk” (p. 212).  

Uncertainty and Anxiety in Prenatal Ultrasound Screening 

 Many pregnant women view ultrasonography as a pleasurable experience for 

confirming the pregnancy and for bonding with the fetus. They often did not anticipate 

any disclosure of abnormal findings from this non-invasive procedure (Sandelowski, 

1994; Whynes, 2002). Garcia et al. (2002) reviewed women’s views of ultrasound and 

found that “those who had a worrying finding were unprepared for adverse findings. 
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Ultrasound was, for them, a high spot in pregnancy” (p. 232). Other authors also reported 

upon varying degrees of knowledge and informed consent for the purpose of 

ultrasonography in prenatal screening among pregnant women (Baillie et al., 2000; 

Larsen, Nguyen, Munk, Svendsen, & Tesiner, 2000; McCoyd, 2013; Mitchell, 2004; 

Sandelowski, 1994; van den Berg et al., 2005; Williams, Alderson, & Farsides, 2002). 

 Baillie et al. (2000) interviewed 24 women from the United Kingdom who 

received abnormal ultrasound results. These women were in their mid-reproductive years 

(M=26.8 years) and not considered at risk for chromosomal disorders as seen in advanced 

maternal age of 35 years or older. Their demographic characteristics displayed the 

participants to be mostly married (73%), Caucasian (92%), owning their own home 

(75%), and having had completed some educational requirements (41%). The participants 

anticipated confirmation of a healthy fetus and were not prepared for findings that 

communicated a risk for a chromosomal abnormality.  

 Women with false positive findings experienced a change from a low risk to a 

high-risk pregnancy contributing to anxiety, fear, uncertainty, and ambivalent adaptation. 

These authors described participants with “residual feelings of anxiety even after normal 

diagnostic results were known” (Baillie et al., 2000, p. 377). Two-thirds of the women 

now continued to display uncertainty regarding the continued growth of the fetus and 

anticipated that something again would happen in this pregnancy.  

 In contrast to Baillie et al. (2000), Larson et al. (2000) found favorable responses 

to prenatal ultrasound. Larson et al. described surveyed responses to prenatal ultrasound 

from 493 Danish pregnant women. In this population, 90% reported that they had prior 

knowledge of possible abnormalities and sought to confirm that their infants did not have 
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a disorder. The overall expectations of feeling secure were achieved by the majority of 

the women (96%). Both pregnant women and their partners reported positive experiences 

from this event. These responses would be expected, as there were no reported fetal 

disorders in this study group. The limitation of this study related to the small percentage 

of respondents (2%) who did not have their expectation met without further explanation. 

The unknown reason for their insecurity becomes an indicator for further investigation. 

 Mitchell (2004) analyzed semi-structured interviews of 42 Canadian women 

specifically experiencing unexpected ultrasound findings. The demographics of these 

women were 88% married, 93% with postsecondary education, and 90.5% employed. In 

contrast to Larson et al. (2000), the majority of the women (69%) reported that no 

information about the purpose of the ultrasound was disclosed to them. Disclosure of the 

abnormal ultrasound was disturbing to the women as they recognized that something was 

wrong from the technician’s expression, but left the facilities with unknown information. 

The expectations of a normal ultrasound were now interrupted with feelings of having 

“the world stopped” (Mitchell, 2004, p. 231). 

 Van der Zalm and Byrne (2006) discussed the impact of the environment of 

ultrasound screening, disclosure of results, and the unspoken needs of the women when a 

fetal anomaly was detected. Qualitative interviews of 13 Canadian women revealed that 

their reasons for ultrasound were to confirm that the fetus was doing well and to hear the 

heart beating. The women felt unprepared for an abnormality, which highlighted their 

confusion and fear. One participant expressed her fears within the office setting as “I 

knew then that something was wrong because of the way that she was looking at me” 

(van der Zalm & Byrne, 2006, p. 405). Many facilities did not have medical providers to 
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give women immediate information about the fetal condition. The women felt deceived 

about discovering the truth. 

 Cristofalo et al. (2006) reported their findings in 35 qualitative interviews. These 

women had abnormal fetal ultrasounds indicating choroid plexus cysts (CPC). The study 

participants were mainly Caucasian, college educated (16.6 years), employed (100%), 

and married (85.7%). In this study, 79% of the women did not know about the condition 

of CPC or possible relationships to aneuploidy. Most sought additional information about 

CPC and three women selected amniocentesis. The responses from the women in 

selecting amniocentesis were “based purely on my level of anxiety…there’s nothing to 

worry about…,but I couldn’t stand it so I wanted amniocentesis…I knew I could not go 

through the next five months of pregnancy not knowing…” (Christofalo et al., 2006, p. 

218). Common responses to the detection of CPC were described by parents as “scared to 

death… the bottom had just fallen out of our world…petrified, the unknowing of what 

may happen to the baby” (p. 219). 

 Lalor, Devane, and Begley (2007) discussed their findings among Irish women 

(N=38) experiencing an unexpected fetal diagnosis through ultrasound screening. 

Qualitative interviews discovered feelings of frustration when the initial ultrasound scan 

indicated a suspicion of a fetal disorder. Women verbalized that they were looking 

forward to visualizing their baby and thought the ultrasound scan would be a routine non-

threatening procedure. Upon discovery of an abnormality, the most stressful time was 

waiting for a referral with the “expert” to clarify information. Other stressors included the 

medical jargon used by the medical provider in describing the disorder and projected 
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outcome. In coping with this experience, women reported the most helpful strategies 

were continuity of the caregiver visits and their expression of caring. 

 When an abnormal ultrasound result was discovered and disclosed to pregnant 

women, there was most often a disruption in the expected course of the pregnancy 

(Mitchell, 2004; Williams et al., 2005). Emotional responses included anxiety, fear, and 

ambiguity to this unexpected report (Baillie et al., 2000; Ball, Van Riper, Engstrom, & 

Matheson, 2005; Filly, 2000; Gottlieb, 2005; Hoskovec at al., 2008; McCoyd, 2013; 

Mitchell, 2004; Sahin & Gungor, 2008; van der Zalm & Byrne, 2006). In addition to the 

women’s emotional response, there also may be confusion in disclosure, counseling and 

referrals as there is ambiguity among providers regarding the risk calculations and 

measurement accuracy of certain ultrasound findings (Benacerraf, 2010; Bricker et al., 

2000; Simpson, Bombard, D’Alton, & Platt, 2000). 

 When faced with an abnormal obstetrical ultrasound, women may continue 

uncertainty and anxiety throughout the pregnancy (Baillie et al., 2000; Lewis, 2002). 

They may seek subsequent testing such as amniocentesis for a known diagnosis or select 

to wait for the birth of the infant. Hedrick (2005) reported that women experienced a 

significant period of waiting when a fetal abnormality was discovered. This waiting may 

be two weeks for a genetic test or until the birth of the infant. Expectant mothers 

verbalized “difficulty waiting to learn the outcome for their baby” (Hedrick, 2005, p. 

736). With this uncertainty, the mother may put her bonding with her infant on hold until 

there is confirmation of health status (Baillie et al., 2000; Getz & Kirkengen, 2003; 

Lindgren, 2001; Raines, 1999; Rothman, 1993). 
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 Making complex moral decisions in prenatal testing is also a source of 

psychological stress to families (Filly, 2000; Griffiths & Gough, 1985; Hall, Bobrow, & 

Marteau, 2000; McCoyd, 2013). Both professional and consumer knowledge play a role 

in prenatal screening and ethical decision making. Choices in reproduction may be 

formulated through medical and social contexts that portray the negative aspects of 

disability in contrast to neutral views (Alderson, 2001; Stainton, 2003). 

   Williams et al. (2002) found a variety of responses to prenatal screening among 

health professionals. One participant described societal attitudes to disability with: “one 

of the most important things is that society here is not set up to cater for these children 

(disabled) once they’re born, I think that’s the major problem. It’s not that people 

disagree with you having a handicapped child...but you’re almost left to deal with it 

completely on your own…” (p. 746). Uncertainty arises in decision making about 

prenatal testing and termination of pregnancy based on social and moral norms in society. 

The preceding example displays the lack of support from society and medical providers 

for having a disabled infant. This lack of support may then direct the decision making 

toward an unwanted termination of pregnancy. 

 Another author, Rapp (1999), described uncertainty and ambiguity in pregnancy 

regarding prenatal screening and diagnosis. Rapp used the term “disabled fetal image” 

when an abnormality has been discovered through ultrasound (p. 128). This disabled fetal 

image then disrupted the family’s normal living habits. Women stated that they “tried not 

to think about” while waiting for confirmation of a diagnosis and expressed periods of 

uncertainty in choosing to continue or end a pregnancy (Rapp, 1999, p. 129). 
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Threat to Psychological Well-being 

 In an early study by Michalacci et al. (1988), psychological distress was evaluated 

on 20 Italian women with low risk pregnancies receiving ultrasound throughout their 

pregnancy. Three pre- and post-tests were administered for first, second, and third 

trimester ultrasounds. Levels of anxiety, depression, somatic symptoms, and hostility 

were measured. During each of the ultrasounds, all four measures of psychological 

distress were elevated initially, followed by a decrease in symptoms after ultrasound 

testing. In all of the participants, there were no abnormal fetal disorders discovered. It 

was interesting to note in this study that the levels of emotional symptoms returned 

before each subsequent ultrasound, even though the prior test was normal and previous 

levels of emotional turmoil decreased. 

 Kowalcek, Muhlhoff, Bachmann, and Gembruch (2002) discussed the emotional 

impact of prenatal invasive (chorionic villus sampling, amniocentesis) and noninvasive 

(ultrasound) prenatal testing among 140 German women and partners. Women reported 

higher depressive moods than their partners for both invasive and noninvasive testing. 

Depressive moods decreased after testing in both groups. An unexpected finding from the 

questionnaires was the higher depressive moods for women choosing non-invasive 

testing. The authors suggested that the participants feared a positive diagnosis before 

testing, representing higher depressive moods. Negative post testing results provided the 

participants with relief from their fears, with a subsequent decrease in depressive mood 

scores. 

 In another study by Brisch et al. (2003), the authors surveyed German women 

(N=664) before and after prenatal ultrasound testing. Two groups of women that included 
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low risk and high risk were surveyed. Women who were considered high risk included 

those with advanced maternal age, suspected fetal abnormality, or with maternal disease 

and treatment with medications. This group had higher levels of ambivalence about the 

pregnancy and lower levels of pregnancy acceptance. Women identified with negative 

coping skills had higher state anxiety levels compared to those with positive coping 

skills. Coping abilities appeared to be blocked when higher anxiety levels were reported. 

As anticipated, the women with confirmation of positive fetal abnormalities continued 

with higher levels of anxiety compared to those with non-pathological diagnosis post 

testing. The overall conclusion for practice was to target psychological interventions to 

women having prenatal testing to decrease states of anxiety and enhance coping. 

 The level of threat to psychological well-being in this experience will depend 

upon the severity of the stressor, risk perception, controllability, and uniqueness (Grant, 

2005; van Zuuren, van Schie, & van Baaren, 1997). The prevalence of prenatal 

depression ranges in the United States from 8.5-11% (Dietz et al., 2007; Gaynes et al., 

2005). Unfortunately, there is limited information on perinatal depression in regards to 

prevalence among ethnic groups in comparison to the dominant Euro-American groups. 

Other limitations in perinatal depression research include lack of universal screening 

tools and evidence based interventions for prevention. 

  This uncomfortable state and psychological well-being is a concern for all health 

professionals as self-reported mental distress among adults, especially women, is 

increasing in the United States (Center for Disease Control [CDC], 2005). This mental 

health status becomes a source of disability to the nation’s population (CDC, 2005).  
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Cultural Consideration in Prenatal Diagnosis 

 Recognition of cultural variations is essential in nursing research and nursing 

practice. Leininger (2002c) stated, “culturally based care is the most comprehensive and 

holistic means to know, explain, interpret, and predict nursing care phenomena and to 

guide nursing decisions and actions” (p. 79). Ray (2010) explained that the nurse must 

develop a transcultural consciousness when caring for diverse populations. Here the nurse 

recognizes the challenges that individuals experience and seeks to find solutions with the 

understanding of the individual’s cultural values and traditions. Ray (2010) emphasized 

that “transcultural consciousness engenders an appreciation of both diversity and the 

reality of sharing a common humanity” (p. 19). This consciousness builds an 

understanding and competency to provide care to different cultures.  

 There are many migrations worldwide. The changing demographics of the people 

seeking health care create a challenge for nursing in understanding patient needs and 

providing care. An example of changing demographics in the United States is the 

Hispanic population of 16% in 2010 to a projected population of 30.2% in 2050 (Kaiser 

Family Foundation, 2009).  

 The American Psychological Association (2003) reported that there is progress in 

recognition of multiculturalism in the United States among health care givers in 

providing culturally competent health care. However, there still remains to be significant 

limitations in research among cultural subgroups. 

 Leininger (2002a, b) emphasized, “nurses are challenged to learn about different 

cultures locally and worldwide…the nursing goal is to provide culturally congruent 

nursing care, which is defined as those assistive, supportive, facilitative or enabling acts 
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or decisions that include culture care values, beliefs and lifeways to provide meaningful, 

beneficial and satisfying care for the health and well-being of people” (pp. 3, 58). 

Leininger (2002b) further explained that caring in nursing engages our knowledge and 

understanding in serving others. Without this knowledge, the cultural care conflict 

occurs. This cultural care conflict was described by Leininger as, “signs of distress, 

concern, and non-helpful nursing care practices that fail to meet a client’s cultural 

expectations beliefs, values and lifeways” (p. 58).  

 A component of our caring knowledge is cultural understanding of the meaning in 

life experiences. In addressing the cultural aspects of the individual in prenatal diagnosis, 

there is limited literature. Often the study populations are blended without a significant 

identification and understanding of the diverse groups and sub-groups. 

 Cultural Beliefs in Prenatal Diagnosis 

 In examining the current research in prenatal screening and diagnosis among 

ethnicities, the author found publications on knowledge of prenatal testing, reasons for 

acceptance or declining testing, decision making in termination of pregnancy, and 

external influences in decision making, as seen in Appendix A (Gottlieb, 2007). 

Amniocentesis in prenatal testing, maternal serum screening, and abortion decisions were 

most often the focus of the research among cultures.  

 The multicultural participant samples listed in the appendix were European 

Americans, Hispanics/Latinos, African Americans, Asians, Dutch, Turks, and 

Surinamese. In literature describing Hispanic/Latino practices, the largest population was 

identified as Mexican or Mexican American. The subgroups of different ethnicities were 
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collapsed in the sample to increase sample size, which prevented the analysis of 

characteristics of separate groups (Gottlieb, 2007). 

 There were six studies that focused upon acceptance of amniocentesis among 

cultural groups. Baker et al. (2004) compared African Americans with Hispanic patients. 

Acceptance by these ethnic groups was lower when compared by statewide data. 

Browner and Preloran (1999, 2000, 2004) and Browner et al. (2003) addressed reasons 

for refusal, such as fear, abortion decisions, partner influence upon acceptance of 

amniocentesis, and misinterpretations about testing among Hispanic populations in 

California.  

  Saucier et al. (2005) found that higher education rates led to increased acceptance 

of amniocentesis among multicultural groups. There was no difference in accepting or 

declining amniocentesis within this descriptive study in regards to religion, parity, or 

income among Caucasian, African American, Hispanic, or Asian participants (N=157). 

Mittman et al. (1998) found high acceptance rates for prenatal testing among Southeast 

Asians compared to Caucasian and Hispanic/Latino families in a quasi-experimental 

study (N=2430). Reasons for refusal of prenatal diagnostic testing included a variety of 

responses such as disbelief in risks or screening results, misinterpretation of risks, fear of 

miscarriage, anti-abortion beliefs, and fear of technology. 

 The study by Cohen et al. (1998) investigated knowledge about birth disorders 

among Caucasian, African American, and Hispanic participants (N=93). These authors 

surveyed a variety of beliefs among all participants. Some recognized chromosome 

defects causing Down syndrome, while others believed the cause of birth defects was (a) 

God’s will, (b) natural causes such as diet or medications, or (c) supernatural causes. 
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Another response to knowledge revealed that 40% Hispanics, 48% African Americans, 

and 7% Caucasians disbelieved that chromosomes caused birth defects. 

 Singer, Antonucci, and van Hoewyk (2004) surveyed Caucasians, African 

American, and Hispanics (N=1232) to determine acceptance of prenatal testing. All 

groups demonstrated a preference for prenatal testing. A small portion of all groups (21-

29%) would select abortion as an option for fetal defects. Caucasians in this study were 

less likely to select abortion as an option for fetal disorders compared to Hispanics and 

African Americans.  

 In describing attitudes about prenatal testing among Hispanics, their responses 

were generally positive, but they also had limited understanding and comprehension of 

testing (Eichmeyer et al., 2005; Singer et al., 2004). Eichmeyer et al. (N=107) found that 

compared to Caucasians only 30% of Hispanics could demonstrate an understanding of 

risk calculations for fetal disorders.  

 The counseling strategies and physician recommendations were other contributing 

factors that increased acceptance of prenatal testing among Hispanics (Preloran, Browner, 

& Lieber, 2005). Preloran et al. (2005) reported responses from an ethnographic study of 

Mexican women (n=73). They found that an authoritarian and empathetic approach to 

counseling was more accepted than a neutral approach for amniocentesis. The neutral 

approach, which was not well received by participants, did not promote autonomous 

decision making compared to a guided paternalistic influence.  

 Rapp (1999) reported on male partners and their influence upon amniocentesis 

decision making in an anthropological observational analysis among multicultural 

women. Other external factors on decision making included miscommunication between 
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clients and medical providers, bilingual interpreter’s beliefs, and physical and financial 

access to genetic counseling services (Baker, Hayes, & Fortier, 1998; Browner et al., 

2003; Fransen et al., 2009a, 2009b, 2010; Preloran et al., 2005). 

 When a fetal abnormality is diagnosed, pregnancy termination becomes an option 

during the first and second trimester of pregnancy. Use of pregnancy termination among 

Hispanics was generally lower than other cultural groups. However, trends in pregnancy 

termination among all cultural groups corresponded to the severity of the disorder 

(Shaffer, Cuaghey, & Norton, 2006). Further investigations were recommended by 

researchers to determine if barriers to early care was a contributing factor for the choice 

of pregnancy termination among cultures (Waller, Pujazon, Cranfield, Scheuerle, & 

Byrne, 2000). 

 Mental health disability extends to all economic, educational, and social levels, as 

well as to all cultural backgrounds. Ethnicity, gender, resettlement, language barriers, 

employment, poverty, single marital status, severed family supports, type of delivery, and 

acculturation are contributing factors to this emotional state (Acevedo, 2000; Beck, 2006; 

Beck, Froman, & Bernal, 2005; Caufield, 2006; Heilemann, Frutos, Lee, & Kury, 2004; 

Martinez-Schallmoser, Telleen, & MacMullen, 2003; Russo, 1990).  

 Women of many cultures often prioritize care for the family’s health needs with 

subsequent neglect for their own needs (Caufield, 2006). They potentially become 

vulnerable to emotional disorders. The impact of emotional and mental health of all 

women is underscored in national public health policies, which inspires research in 

understanding the complex cultural experiences that lead to mental health disorders 

(Russo, 1990).  



 

	   53 

 In a review of the literature on cultural decision making and prenatal testing, this 

author found a variety of responses guiding acceptance or refusal. With the exception of 

an anthropological study by Rapp (1999) and quasi-experimental study by Lee et al. 

(2007), there is limited literature on the anxiety and uncertainty in prenatal ultrasound 

testing among ethnicities. Recognition of different cultural subgroups in prenatal 

diagnosis is another limitation in the current literature.  

  Prenatal screening and diagnosis is complex in interpreting ultrasound and 

biomarker technology as well as moral decision making. The current literature on culture 

provides an insight of the diversity in responses to prenatal screening and diagnosis. 

Little is known about the experiences of women in the use of prenatal ultrasound 

technology within the context of cultural values, beliefs, and traditions. Understanding 

the individual as unique person is essential in the care of these families. Ray (2010) 

described this as a “global mind” or consciousness of the other for caring. Providing new 

information in the experiences of women after receiving an abnormal ultrasound will 

enhance care and give directions for future research and practice among nurses in cultural 

knowing. 

Chapter Summary 

 In this review of the literature, genomic technology has advanced in prenatal 

screening to utilize non-invasive procedures. One such screening technology is 

obstetrical ultrasound to identify structural changes common in chromosome disorders. 

This technology, combined with other maternal serum biochemical markers, seeks to 

identify a disorder early in pregnancy. If these markers are abnormal, the consequences 

of this early identification become emotional turmoil. The individual is led to a gridlock 
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of decision making. The dilemma created is deciding upon further invasive diagnostic 

testing such as amniocentesis or waiting for a diagnosis with the birth of the infant. As 

there are no treatments for chromosome disorders, pregnancy termination becomes one 

option posed to the family to avoid this disorder. 

 Uncertainty and anxiety exists for many women who have abnormal ultrasounds. 

As this technology is used in screening, there may be inconclusive findings until a 

diagnostic test is done. There are a few studies that identify the emotional dilemma that 

the family faces. The impact of abnormal ultrasound results upon one’s cultural values, 

beliefs, and traditions is unknown to the nurse and other health providers. As the 

population in the United States changes, one must recognize the importance of cultural 

diversity in the experiences.  

 The literature regarding prenatal reproductive genetic screening/diagnosis and 

culture focused upon decision making in accepting prenatal testing. Diversity in 

responses was discovered in the literature in regards to knowledge and acceptance. A gap 

in knowledge still exists about emotional responses to abnormal screening tests and 

uncertainty about the developing fetus among multicultural families. 

 As minority populations change within society, researchers become challenged in 

capturing the essence of experiences in genomic prenatal screening and testing. A call for 

nursing research in coming to know the other becomes evident in this situation. To guide 

the research inquiry, the theoretical framework of Nursing as Caring by Boykin and 

Schoenhofer (2001) was selected. The essence in caring reflects upon the person-to-

person interaction, mutual learning from each other, and the intention to provide support 

and comfort to the other as growing in the moment of the experience.  
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 In being authentically present with the individual, one recognizes differences 

between persons and seeks to understand the other (Boykin and Schoenhofer, 2001). In 

describing the meaning of the experience, the researcher is able to transform knowledge 

for discovery in self and for others (Boykin & Schoenhofer, 1997; Boykin, Schoenhofer, 

Bulfin, Baldwin, & McCarthy, 2005). The benefit in this research is to assist in 

nurturance of others experiencing this turbulent experience of waiting for a known 

genomic diagnosis. Discovery through the lens of caring will evolve into a continuous 

quest for transformation into nursing knowledge for reproductive genetic health care. 

 To enhance understanding of this nursing situation within the uniqueness of the 

individual, a qualitative hermeneutic phenomenological research project was designed to 

determine the experience of women when faced with an abnormal ultrasound indicating a 

congenital, chromosomal, or genetic disorder. The next chapter will describe the 

methodology for this inquiry. 
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CHAPTER 3 

RESEARCH METHODOLOGY 

Method 

 Where gaps in knowledge exist, nurses use the research process to gain insight 

into client experiences for practice. To illuminate the phenomenon, a qualitative approach 

was used to develop new knowledge. In discovering the problem through human 

experiences, the researcher can then determine if further inquiry requires an inductive or 

deductive approach (Streubert & Carpenter, 1999). A hermeneutic phenomenological 

method was selected for this research to both describe and interpret the meaning of a life 

event. The life event to be investigated is the experience of having an abnormal prenatal 

obstetrical ultrasound. 

 Cohen (2000b) articulated, “only patients can reveal the meanings they create, 

and nurses cannot assume they understand patients’ perspectives” (p. 4). The process for 

phenomenological inquiry is the use of in-depth questioning and conversation to 

determine the essence and meaning of the experience (Morse, Swanson, & Kuzel, 2001). 

Another author, Creswell (1998), described the method as “building a complex, holistic 

picture, with analysis of words, reporting detailed views of informants, and conducting 

the study in a natural setting” (p. 15).  

 The origins of the phenomenological qualitative inquiry began with Husserl and 

Dilthey (Cohen, 2000b). Husserl and Dilthey sought to understand the lived experience or 

life world. Dilthey enhanced the discovery process of natural science with the extension 
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of human science. In human science, the individual communicates meaning as he or she 

exists in the world (van Manen, 2003). Husserl further infused the mathematical concept 

of bracketing into the search for understanding of the lived experience. Here, the 

researcher brackets or reduces preconceived ideas of the phenomenon to avoid bias in the 

interpretations.  

 Hermeneutic phenomenological inquiry evolved from the writings of Heidegger, 

Gadamer, and Ricoeur. Hermeneutics captures the experience and interpretation of the 

life world. Heidegger, a student of Husserl, proposed that the researcher was part of the 

life world and could not separate or reduce presuppositions. Gadamer expanded upon 

Heidegger’s philosophy in inquiry to acknowledge that language was essential in 

expression of life worlds. Ricoeur combined the philosophies of Heidegger, Gadamer, 

and Husserl to create a relationship between the life world of being (ontology) and 

knowing of the life world (epistemology) (Ray, 1994).  

 Van Manen, a contemporary hermeneutic phenomenologist, used the philosophy 

of his predecessors to guide research of the lived experience. Within this quest for 

knowledge, van Manen (2003) used four themes to describe hermeneutic 

phenomenology. These themes include uniqueness, essences, commensurability, and 

language. The theme of uniqueness captures the inner experience of the individual. 

Though this experience is unique to the person, a common language helps us describe the 

event. The way the experience is described is unique in the context of the social and 

cultural world of the individual (van Manen, 2003). 

 The theme of essences evolves from subjective and complex responses. These 

responses transmit both incidental and significant experiences of the individual. The 
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qualities of the experience become an extension of the individual to portray being in the 

life world. The theme of commensurability addresses the relationship of one’s culture and 

meaning. It is an attempt to find the voice of others. The last theme is the theme of 

language. The language described by van Manen (2003) is a cognitive apparatus. It is 

most difficult to capture another’s experience; however, words give us context and 

insight in making a non-cognitive event into cognitive awareness. 

 Van Manen (2003) viewed the quest for knowledge through a hermeneutic 

phenomenological method as an unending endeavor. Every inquiry to a phenomenon 

begins a new question. The lived experience is often elusive and difficult to capture 

through the voice of the other. Van Manen advocated the use of language and writing and 

rewriting to allow the meaning of the experience to become recognizable to others. The 

process of hermeneutic phenomenological research gives a greater consciousness and 

awareness of the world in which we live. 

Research Design 

 The structural method for this research followed the hermeneutic 

phenomenological writings of van Manen (2003). The format reflected upon van 

Manen’s six research activities. These include (1) “turning to the nature of lived 

experience, (2) investigating experience as we live it, (3) hermeneutic phenomenological 

reflection, (4) hermeneutic phenomenological writing, (5) maintaining a strong and 

oriented relation, and (6) balancing the research context by considering parts and whole” 

(van Manen, 2003, pp. viii-ix). 

 In turning to the nature of the lived experience, the researcher first acknowledged 

past experiences and some knowledge about the phenomenon. Instead of using bracketing 
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as demonstrated in the writings of Husserl, the researcher held this knowledge or 

experience at a distance from the voices heard. The question for the lived experience is 

often a series of questions to obtain disclosure of the events. The goal of the questioning 

is to keep the dialogue open so that the individual can question the experience himself or 

herself and advance to verbalizing the meaning (van Manen, 2003). 

 Investigating the experience as we live it is a means to collect the information 

about the lived experience. The format can be interviews, close observations, diaries, 

journals, and expressions of art. The information collected is in retrospect of the 

experience. The participant retells the story and the researcher collects the anecdotal 

descriptions for reflection upon the meaning (van Manen, 2003). In this research audio-

taped interviews and field observations were used to collect the experiences of the 

participants. 

 Hermeneutic phenomenological reflection seeks to organize the experience. The 

text of the interview was analyzed to develop units of meaning, which became themes of 

the experience with an ultimate unity of meaning of the whole. There were three 

approaches used, “(1) wholistic or sententious approach; (2) selective or highlighting 

approach; (3) detailed or line-by-line approach” to discover the themes of the experience 

(van Manen, 2003, p. 92). In reviewing the text, the researcher developed phrases from 

the text that capture the meaning of the whole interview. In the next approach, words 

were highlighted that represented the essence of the experience. The third approach was 

reading each sentence and determining what was revealed from the experience. In the 

context of the lived experience, the phenomenon was observed and analyzed within van 

Manen’s life world of lived space, lived body, lived time, and lived human relations. 
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 Lived space seeks to recognize the area around the individual. The type of space 

is determined by how the individual feels. Lived body is the essence of physical being in 

the world. The individual’s presence is felt upon self and others. The responses of the 

lived body may be both revealing and concealing to others. Lived time incorporates the 

individual’s past, present, and future experiences. Time is subjective to the individual’s 

experience in contrast to actual minutes, hours, days, months, and years. The world of 

lived human relations acknowledges self among others in lived experiences. The 

interaction between others creates a meaning for the individual (van Manen, 2003). 

 This reflection process through life worlds of space, body, time, and human 

relations was a key component in finding meaning to the lived experiences in this 

research. Guided questions used in the interview first gathered the participant’s 

experience of being informed about the prenatal ultrasound indicating possible disorders. 

Other questions explored how this event reflected upon self, the unborn infant, and 

significant others.  

 The time of the interview varied among the participants. Individuals selected 

times that were convenient for a 30-40 minute interview. Individuals selected for 

interviews were women who could recall their stories after an experience of an abnormal 

prenatal ultrasound. Women could select either face-to-face or telephone interviews. All 

12 participants selected telephone interviews. Telephone interviews provided privacy, 

convenience, and anonymity for the participants. The women shared their lived 

experience from the past event. Participants provided interpretation and meaning to the 

experience as they reflected in lived time from the past to the present.  
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 The participants selected the site for the telephone interview, which included 

private areas at home, work, or parked automobiles. The selection of the space reflected 

the participant’s sense of comfort, which enables dialogue and exploration of the lived 

experience. 

 Significant interactions with others were explored to capture the participant’s 

impression of others around them during this event. This process captured insight to their 

lived relations and meaning. 

 Hermeneutic phenomenological is a writing process. This process brings meaning 

to the experience in the research design. Before writing, the researcher listened to the 

transcribed interviews and then used writing as a tool to capture the essence of the 

experience. Van Manen (2003) advocated the use of anecdotal narrative writing in telling 

the story. The richness of the story compels the researcher and others to reflect upon the 

story and transform the story to interpretive meaning.  

 This writing process began with verbatim translation from audio-taped sessions 

and field notes. The transcript was read and reread to begin narrative writing of the 

stories. The retelling of the story was written in an anecdotal form to communicate the 

richness of the dialogue. 

 Maintaining a strong and orientated relation was an activity to capture the abstract 

concepts of phenomenon toward application in the world. The text sought to be rich, in-

depth, and true, and to display a relationship to others. Van Manen (2003) emphasized 

the need to reflect upon the experience as unique and transform the meaning for action. 

 The last activity for research as described by van Manen (2003) is balancing the 

research context by considering parts and whole. This activity reflected the beginning of 
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the research process, which included the research question, ethics of study, and type of 

analysis for theme development. The parts of the research process became whole as the 

weaving of listening, writing, and interpreting gave meaning and significance to the 

phenomenon.  

Sample 

 The purposeful or selective sample of 12 individuals was selected for semi-

structured interviews. Sandelowski (1995) discussed sample size in qualitative research. 

The intent of the sample is to represent “persons that can stand for other persons with 

similar characteristics” (p. 181). The dilemma is that the number of participants may be 

too small to determine the essence of the phenomenon or too large to analyze the data. 

Leininger (1994) described the criteria for sample size in that the data are thick or dense 

in representing the believable experience. The data from the participants also represents 

saturation or taking in the full emersion of the phenomenon. When the experiences and 

descriptions begin to become redundant, then no further exploration is needed.  

 Another author, Morse (1994), reported that six individuals might provide a 

saturation of the phenomenon in a purposeful sample. If saturation appears early in the 

data collection, further interviews will be discontinued. However, if additional numbers 

were necessary beyond the proposed number, permission to extend the number would be 

sought through the appropriate internal review boards.  

 In this data collection, saturation became evident with the ninth interview. Three 

additional interviews were completed, which supported saturation of the phenomenon of 

the lived experience of having an abnormal prenatal ultrasound. The stories from the 
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participants shared redundancy of the phenomenon as well as a uniqueness of their lived 

worlds. 

 The individuals selected met the criteria of self-identification of English speaking, 

over age 18, not currently pregnant, and had an abnormal prenatal ultrasound in a past 

pregnancy. English speaking women were selected due to the limited budget of this 

research project for translation services. Future research using bilingual researchers and 

translators is proposed on this phenomenon to expand upon the voices of other cultures. 

 The age of the 12 participants was greater than 18 years ranging, from 22 to 41 

years with the mean age of 27 years old. The time interval between the interview and 

time of the event ranged from 3 to 23 years with the mean of 11 years. Each of the 

participants could easily recall and retell their experience. All participants had disclosure 

of an abnormal ultrasound finding that indicated a potential risk for a congenital, 

chromosome, or genetic disorder. 

  Recruitment assistance was sought from collegial contacts at Florida Atlantic 

University Christine E. Lynn College of Nursing and University of Miami School of 

Nursing and Health Studies. The Florida Atlantic University and University of Miami 

Human Subject Protection Committees approved all recruitment and incentive strategies. 

Electronic letters of invitation were sent to undergraduate and graduate nursing students 

to self-initiate contact with the researcher. The approved Internal Review Board (IRB) 

letter of invitation included information about the study, principal investigator, target 

population, and information about how to contact the investigator. Participants were able 

to contact the researcher using a secure telephone number and/or email address of the 

researcher. Appendix B displays the letters of invitation for the recruitment process.  
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  With IRB approval, electronic email addresses from each of the school’s 

database were used to send a letter of invitation for the study. At each of the facilities, 

administrative personnel other than the researcher sent a formal letter of invitation. The 

technique of blinded carbon copy (Bcc) was used in the group email communication to 

prevent the access of other recipients to addresses other than their own and the sender. 

Seven individuals contacted the researcher from the electronic invitation and six of those 

women consented for participation in the interview. All telephone numbers and email 

correspondence were deleted after contact with the researcher.  

 Another recruitment strategy included posting of an IRB approved brochure in 

community centers, which included libraries, post offices, laundry facilities, and food 

stores. Appendix C displays the recruitment brochure. No individuals responded from 

these recruitment brochures. Collegial contacts of the researcher were also used for 

recruitment to the study. Five participants from collegial contacts selected to participate 

in the study. An IRB approved advertisement for recruitment was placed in a local 

parenting magazine for three months. Appendix D displays this advertisement. Two 

individuals responded to this advertisement. After the initial contact, only one individual 

selected to consent and participate in the interview.  

 Upon obtaining verbal consent from the participants, the researcher audio-taped 

and transcribed 12 telephone interviews. The researcher used semi-structured questions 

as shown in Appendix E. The participants responded to questions from the demographic 

survey, as shown in Appendix F, at the end of the interview. Digital audio-taping of each 

participant’s interview was deleted after completion of the transcriptions. After 

completion of the interview, participants consented to have a complimentary gift card 
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sent to them for their time in participating in the interview. No addresses or identifying 

information was retained after the interview process and mailings. 

Data Collection 

 Upon procuring voluntary participation and informed consents, data collection 

consisted of a semi-structured interview and a demographic survey. The telephone 

interviews were approximately 30-40 minutes in length. The semi-structured interview 

used sample questions. The dialogue was free flowing with the researcher directing the 

participant to reflect upon the experiences, relationships, and significant cultural beliefs 

and values. Demographic survey questions were used for describing characteristics about 

the participants. Field notes were taken during and after the interview and were recorded 

on the transcripts. 

Data Management 

 Identifying information on the data was removed to maintain confidentiality of 

the participants. Coded interviews were transcribed into text verbatim. Demographic 

survey information on age, parity, gestational age, marital status, educational level, 

income level, reason for referral, country of origin, ancestry, and number of years as 

resident was prepared for coding without identifying information and descriptive 

statistical analysis. All data was stored in a locked cabinet and secured for five years 

following IRB protocols. 

Data Analysis 

 Demographic information was analyzed using descriptive statistics to determine 

the frequency distributions and central tendencies. Using a framework from van Manen 

(2003), three approaches were used to illuminate the themes of the phenomenon. The 
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researcher first read each sentence of the transcripts to reflect upon the meaning of the 

experience. The researcher then highlighted significant phrases throughout the text and 

field notes. In the next step, the researcher reread the highlighted phrases and surrounding 

sentences and isolated significant descriptive thematic phrases. The third step was to 

rewrite the thematic phrases in the outlying transcript columns that captured the reflective 

insight to the experience. In the process of isolating themes from the descriptions, the 

investigator utilized the lens of the four existentials described by van Manen. These 

existentials are “lived body, lived space, lived time, and lived relation to the other” (van 

Manen, 2003, p. 105). The descriptive phrases used participant refection of their life 

worlds to illuminate meaning from the text.  

 The researcher reread the descriptive themes and collated common themes from 

the 12 transcripts. From these descriptive themes, the researcher transformed the 

collective themes into 10 essential themes. These essential themes illuminated the 

essence of the phenomenon of experiencing an abnormal prenatal ultrasound. 

Transformation of these themes represented the true essence of the experience within the 

context of the lived worlds.  

 Anecdotal narratives (stories) were created from the transcripts, which illuminated 

the experience. Van Manen (2003) recommended this method in researching lived 

experiences when “there are in-depth interviews with certain persons…then these 

interviews may be reworked into reconstructed life stories…that illustrates or highlights a 

theme” (p. 170). Verbatim phrases were incorporated into the reconstructed stories to 

display the richness of the experience from the words of the participants. This process 

allows others to recreate and interpret the meaning of the experience within their life 
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worlds. Expert qualitative researchers from the dissertation committee were used to 

confirm the analysis of the themes by reading the anecdotal narratives (stories) and 

supportive descriptions of the themes. Modifications of the themes and anecdotal 

descriptions were completed based upon communications from the dissertation 

committee of expert nursing researchers.  

Ethical Considerations 

 As this research involves human subjects, the Florida Atlantic University 

Christine E. Lynn College of Nursing and the University of Miami School of Nursing and 

Health Studies Human Subject Protection Committees gave approval for this behavioral 

and social qualitative study. These institutional review boards (IRB) utilized a peer 

review system in determining risks and benefits to participants. The explanations 

provided in an IRB application included the procedure and plan for confidentiality, 

volunteerness, and anonymity. The format of the consent and procedure emphasized that 

the individuals could have discontinued participation at any time. None of the 

participants selected to discontinue the interview. 

 The research plan emphasized that the research did not use any pharmacological 

or invasive procedures. In regards to this psychosocial experience, the participants had 

discussed the emotional issues of an unexpected ultrasound with their health 

professionals in the past. Benefits of sharing the human experience may provide “hope, 

increased awareness, moral stimulation, insight, a sense of liberation…” (van Manen, 

2003, p. 162). For possible emotional stress that participants would have encountered 

when discussing their past experiences, counseling service referrals were made available 
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in the community and at university centers if the participant was currently a student. In 

the data gathering, no participants selected additional counseling services. 

 The participants of this study volunteered to participate in the purposeful sample 

of women experiencing an abnormal prenatal ultrasound in a past pregnancy. All ethnic 

groups who could understand and speak English were invited. Vulnerable populations of 

minorities participated in this study to gain understanding of the unknown. In this study, 

three individuals were from minority populations. Two of the participants were from 

Jamaica and one from Panama. Cohen, Kahn, and Steeves (2000) believed that “giving 

voice to those who need to be heard is an important aspect of phenomenological research 

and can be extended to the inclusion of members of minority groups” (p. 43).  

 Statistical data and interview data were collected using coded numbers to avoid 

identifying information from the participants. The data and transcripts were locked in a 

secure facility.  

Rigor of the Investigation 

 In this proposed research, the investigator used the guidelines of credibility, 

auditability, and fittingness as recommended by Streubert and Carpenter (1999). The 

process of credibility was through the analysis of finding truth as revealed by others. The 

researcher used the dissertation committee experts who had clinical knowledge and 

research experience in the field of genetics, transcultural nursing, maternal child health, 

and technology to examine the truthfulness of the stories and themes. Leininger (1994) 

explained that finding truth will also be in examination of the expressions of the “real 

world” through other experts (p. 105). Being open to the beliefs and experiences in 
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others, the researcher made modifications and reconfirmed accuracy of the themes with 

experts.  

 Auditability guides others in following the development, methods, and data 

interpretation of the research. The coding process for theme development was described 

in the data analysis. The process of describing participant voices and explanation of the 

analysis with experts provided auditability. In the final process of fittingness, the 

researcher reported the meaning to others who were not involved in the research. The 

format for sharing to others was in the art of writing. The findings, conclusions, 

implications, and recommendations comprised the telling and synopsis of the lived 

experience to others. The aim of the investigation was, and currently is, to share 

meanings to others for application in other situations through presentations and 

publications.  

Limitations 

 This study revealed limitations of diversity in education, income, marriage status, 

non-English speaking, and ethnicities among participants. In recruitment of the study, 

83% of the participants (10 of 12) who volunteered were from collegial relationships with 

the researcher or nursing students interested in supporting research. Even though most of 

the women had a common scientific preparation, it was revealing that they all universally 

experienced the emotional turmoil of those who were non-nurses. 

 At the time of the experience, all the women had education levels at the college 

level including five (41.6%) at a master’s level. Three (25%) participants had bachelor 

degrees and four (33.3%) had associate degrees. In regards to income, two (16.6%) 

participants had <$10,000 annual income, one (8.3%) had $40,000-50,000 as an annual 



 

	   70 

income, four (33.3%) had incomes between $50,000-60,000, and five (41.6%) 

participants had an income of >$60,000. The two participants who reported income less 

than <$10,000 indicated that they had additional parental financial or military support for 

housing. Most were in a marital or supportive partner relationship (11/12 or 91%) at the 

time of the experience. For future research, alternative levels of education, marital status, 

and economic levels may reveal other stressors during the experience of having an 

abnormal ultrasound.  

 In seeking to recruit individuals for the study, the researcher recognized that 

women of minority cultures may decline to participate in studies. Naranjo and Dirksen 

(1998) cited reasons for declining participation in research to include: (a) fear of loss of 

health benefits, (b) family members influencing decision making, and (c) apprehension of 

emotional distress in reliving the experience. The benefits of the research were explained 

to the participants and the researcher respected decisions of two women who selected not 

to participate. Three women self identified themselves as an ethnic minority. Two women 

were from Jamaica and one was from Panama. All three moved to the United States in 

early childhood. In having minimal participants of varied cultures, the data collection was 

limited in understanding of the phenomenon in relation to diverse ethnicities.  

 Another limitation of this study was the exclusion of non-English speaking 

individuals. There is a growing trend of residents who speak another language than 

English in the United States (Flores, 2005). The voices of non-English monolingual 

women were not heard in this research study. All 12 participants spoke and could 

understand English. The three women self-identified from non-U.S. countries were 
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educated in both primary and secondary education in the United States, with English as 

their first language.  

 The primary reason for English speaking participants reflected upon the limited 

budget for translators and bilingual researchers. However, another rationale for exclusion 

echoes upon the controversy in translation among researchers. Temple and Young (2004) 

stated that “if you cannot give voice to your needs you become dependent on those who 

can speak the relevant language to speak for you” (p. 164). The power of the voice is no 

longer the participant, but of the other.  

  Using bilingual translators or bilingual researchers may alter the translation. Even 

though the translators speak the same language, there may be differences in meaning 

within different regions. Meanings of words may also change over time. So if the 

interpreter has not been immersed in a specific culture recently, interpretations may be 

different between the participant and interpreter (Haffner, 1992; Perez-Stable & Napoles-

Springer, 2000; Rivadeneyra, Eldekrin-Thompson, Silver, & Waitzkin, 2000; Shklarov, 

2007).  

 Cultural traditions and explanatory models may create differences in disclosure of 

information to the researcher. The goal is to be open to the voice of the individual and 

find meaning of the phenomenon.  

 As language is the limitation of this research, this author is committed to 

expanding upon future research in the growing trends of bilingual communication. 

Shklarov (2007) supported bilingual research if the researcher maintains the cultural and 

ethical standards of the dual role of interpreter and researcher in cross-language studies. 

 A broader sample of women representing other characteristics in education, 
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income, and ethnicity may bring new themes and different recommendations for practice, 

education, and research. The future brings new pathways to overcome the limitations of 

this study. 

Chapter Summary 

 The goal of this qualitative study was to capture the inner essence of the 

experience of women having an abnormal prenatal ultrasound disclosed to them. The 

method selected was van Manen’s (2003) hermeneutic phenomenology to explore the 

meaning of the lived experience of having an abnormal ultrasound, which may indicate a 

risk for a congenital, chromosomal, or genetic defect. The method described and 

interpreted the meaning though the process of written transcribing, translating, and 

interpreting.  

 The sample was a purposeful selection of English speaking women over the age 

of 18 who have had an abnormal obstetrical ultrasound in a past pregnancy. In 

subscribing to the ethics of research, the research process recruited participants who 

voluntarily consented to inquiry. Anonymity and confidentiality were maintained with 

the use of pseudonyms and non-identifying coding of descriptive data. 

 The data collection used audio-taping of telephone interviews and completion of a 

demographic questionnaire developed by the researcher. Interviews were transcribed for 

analysis using van Manen’s (2003) hermeneutic tools. Analysis of the data incorporated 

the existentialist lens of the experience through the lived worlds of lived space, lived 

body, lived time, and lived human relations.  

 Essential themes were developed that embodied the lived experiences. Themes 

are abstract in nature in that they do not identify one single thought or message, but at a 



 

	   73 

minimum unify two or more categories. DeSantis and Ugarriza (2000) described the 

function of themes as to “unite or unify; themes are the underlying factor, web, essence 

or meaning of an experience: themes are woven throughout; and themes exist apart from 

their individual properties” (p. 367).  

 In developing the essential themes of the phenomenon, van Manen’s (2003) three 

approaches were used. Smaller themes were unified and transformed to ten essential 

themes for the meaning of the phenomenon. Leininger (1985) described the process as 

synthesizing smaller themes or subthemes to broader patterns of human behavior in 

qualitative data analysis. Subthemes describe the patterns of behavior and essential 

themes are the interpretation of meaning for the behaviors. Leininger (1985) emphasized, 

“Themes are large units of analysis derived from patterns which can explain multiple 

aspects of human behavior” (p. 61). The significance of this type of data analysis is that 

themes validate the phenomena and guide nursing processes. 

 In writing anecdotal narratives (stories), common themes were illuminated.  The 

use of written anecdotal narrative (story) descriptions captured the richness and essence 

of the experience. The writings recruit the reader in gaining insight into the experience 

and become engaged in a reflective process to discover meaning. 

 Upon completion of the analysis, the researcher clarified the themes with the 

dissertation committee experts in genetics, culture, maternal child health, and technology. 

The overall unity of meaning of the themes portrayed the essence of women suffering in 

the midst of technology. The purpose of this qualitative research was to generate future 

research, education, and practice recommendations within the domain of nursing science. 

Though limitations in sampling existed, the overall research gained insight to women in 
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hearing their voices in experiencing the technology of prenatal obstetrical ultrasounds in 

context to their cultural values and beliefs.  
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CHAPTER 4 

DATA ANALYSIS 

Introduction 

 The data for this analysis used the lived experiences of 12 women reflecting upon 

disclosure of an abnormal ultrasound in a previous pregnancy. The time lapse between 

the interview and experience varied with each individual and ranged from three years to 

twenty-three years, although in telling their stories, the women vividly recount their 

emotions and experiences as if it were yesterday. The journey to analysis incorporated the 

method of van Manen’s (2003) hermeneutic phenomenology. Van Manen distinguished 

phenomenology from hermeneutics as “Phenomenology describes how one orients to 

lived experience, hermeneutics describes how one interprets the ‘texts’ of life…” (p. 4). 

The participants were not simply recalling the experience, but they were reflecting upon 

the experience, which gave meaning to their life world. The use of language in writing 

provided a pathway to understanding the meaning that was experienced by the 

participants.  

 Van Manen (2003) described different approaches to analyze the meaning of the 

experience through theme development. In isolating a theme or themes, the experience is 

transformed and the phenomenon being studied is exemplified. There are three 

approaches in isolating the themes as described by van Manen. The first is the “wholistic 

or sententious approach” (p. 92). The researcher reads through the transcripts to uncover 

the significance of the experience. The meaning is then formulated as a phrase(s) or 
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sentence. The second method of theme development is the “selective or highlighting 

approach” (p. 93). In reading through the transcripts, the researcher discovers significant 

phrases and circles or highlights them. The highlighted phrases are then interpreted and 

written for meaning within the experience. The third method is the “detailed or line-by-

line approach” (p. 93). Here the researcher reads each sentence or a cluster of sentences 

and writes the description revealing the theme(s) experienced by the participants.  

 Within the thematic analysis process, reflection upon the meaning integrates the 

existential life worlds of the individual. The life worlds include “live time or temporality, 

lived other or relationality, lived body or corporeality and lived space or spatiality” (van 

Manen, 2003, p. 101). Van Manen described the complexity of the individuals and the 

unification of meaning through these existential life worlds. The reflection for meaning 

captures the varied dimensions of the individual and reveals the lived experience as a 

whole. 

 When there are extensive interviews about a lived experience, van Manen (2003) 

suggested that the written transcripts might be formulated into anecdotal narratives 

(stories). This is a writing process in which the researcher provides the essence of the 

experience to the reader. The anecdotal narratives are not to embellish a common thought 

or shorten the length for easy reading, but to engage the reader into the experience for 

reflection and transformation into meaning (van Manen, 2003). Cohen et al. (2000) 

described this analytical process as “immersing oneself in the data” (p. 76). In reading 

and rereading the transcripts, the researcher writes the story with elimination of 

digressions from the experiences that are non-relevant to the phenomenon. The researcher 
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uses the anecdotal (story) narrative to uncover the layers of mood, thoughts, words, and 

actions.  

 The anecdotal narrative (story) is used to capture the tone of the experience as it 

occurs. Van Manen (2003) commented, “A description is a powerful one if it reawakens 

our basic experience of the phenomenon it describes, and in such a manner that we 

experience the more foundational grounds of the experience” (p. 122). The transparent 

story seeks to compel the reader to personalize the experience and transcend to the search 

for meaning. The reconstructed stories also guide the researcher in systematically 

uncovering themes for interpretation of the phenomenon. The themes are illuminated 

using one or all of the approaches described by van Manen.  

 In support of the hermeneutic tool of reconstructed life stories, other researchers 

and theorists have used story to share the meaning to others as described by Smith and 

Liehr (2010) in Story Theory and Boykin, Schoenhofer, and Linden (2010) in Nursing as 

Caring. 

 Smith and Liehr (2010) described story as a “intricacy weaving remembered 

events, personal interpretations of the moment and hopes and dreams to create the ‘now’ 

moment…(p. 441). In story, the phenomenon is brought to life. Smith and Liehr 

developed Story Theory with the assumptions “that people (1) change as they interrelate 

with their world in a vast array of flowing connected dimensions; (2) live in an expanded 

present moment where past and future events are transformed in the hear and now; and 

(3) experience meaning as are resonating awareness in the creative unfolding of human 

potential” (p. 441). The unfolding of the story becomes expressive in the meaning to self 

and others.  
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 Boykin and Schoenhofer (Boykin et al., 2010) used the art of story in Nursing as 

Caring Theory. Storytelling becomes a conduit for preserving the meaning of the 

experience. These theorists described story as an “effective mode of representing the 

lived experience and allowing for reflection and creativity in advancing understanding” 

(Boykin et al., 2010, p. 373). The lived experiences for this study are described in the 

following section using anecdotal stories. 

 Description of the participants will begin the discussion. Anecdotal narratives 

(stories) and thematic development will follow with descriptions of the phenomenon of 

the lived experience of having an abnormal prenatal ultrasound. 

Sample 

 There were 12 participants interviewed for this study. Each of the participants 

included in this study had self-reported abnormal ultrasounds. The number of years from 

the experience and retelling their stories ranged from 3 years to 23 years. The mean 

number of years that lapsed from the event to participating in this study was 11 years.  

 The abnormal prenatal ultrasound findings varied among the participants. The 

significance of the findings was discussed in the literature review found in Chapter 2 and 

summarized in Table 3. Definitions of the conditions are found in the glossary. Four 

(41.6%) of the participants reported a prenatal ultrasound that displayed choroid plexus 

cysts located in the brain. Three (25%) participants reported ultrasound indicating 

echogenic intracardiac focus of the heart or highlighted areas of the heart. One (8.3%) 

participant reported both echogenic intracardiac focus of the heart and hyperchogenic 



 

  

Table 3 

Participant Codes, Pseudonyms, Time Lapse from Date of First Abnormal Ultrasound, Self-Reported Ultrasound Finding, 
Associated Perinatal Risk from Literature and Self-Reported Pregnancy Outcomes 
 

Code Pseudonyms Time Lapse from 
Date of Ultrasound 

(Years) 

Self-Reported  
Ultrasound Finding 

Associated Risk**  
(from literature) 

Self-Reported Pregnancy 
Outcome 

1 Mary 12 Echogenic intracardiac focus of the heart* 
 

Trisomy 21  Term Male Infant 

2 Pam 20 Choroid Plexus cysts, hyperechogenic bowel, 
Polyhydramnios* 
 

Trisomy 18 46 XX Karyotype Term 
Female infant 

3 Susan 13 Choroid Plexus cysts* 
 

Trisomy 18 Term Female Infant 

4 Margo 7 Blighted ovum* 
 

Non-developing embryo Pregnancy Termination 

5 Gail 6 Intestinal/Gastric deformity* 
 

Congenital Defect, Trisomy 21 Term Female Infant 

6 Carole 18 Polyhydramnios* 
 

Gastrointesintal atresia; Trisomy 21 Term Male Infant 

7 Carla 7 Echogenic intracardiac focus of the heart and  
hyperechogenic bowel* 
 

Trisomy 21; Perinatal Infection Preterm Male Infant/Neonatal 
Death 

8 Monica 3 Echogenic intracardiac focus of the heart* 
 

Trisomy 21 Preterm Male Infant 

9 Natalie 23 Concave chest, flat nasal bridge, short limbs, 
hydrocephalus* 
 

Self-Reported Non-Viable  
Dwarfism Syndrome – Unknown 
medical diagnosis 
 

Pregnancy Termination 

10 Francis 9 Choroid Plexus Cysts* 
 

Trisomy 18  Term Male Infant 

11 Amanda 11 Choroid Plexus Cysts* 
 

Trisomy 18 Term Male Infant 

12 Sophia 6 Brain disorder 
(Choroid Plexus Cysts)* 
 

Trisomy 18 Term Male Infant until 10 
months/Autism 

* Definitions are found in Glossary. 
** Associated perinatal risks for ultrasound findings are described in the Chapter 2, Literature Review, and Table # 2. 
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bowel in her ultrasound. Another participant (8.3%) reported multiple markers on the 

ultrasound report that included choroid plexus cysts, hyperechogenic bowel, and 

polyhydramnios. One (8.3%) participant had described polyhydramnios or excessive 

amniotic fluid in her ultrasound. Another participant  (8.3%) reported upon inconclusive 

early ultrasounds until an empty gestational sac or blighted ovum was found. For this 

case, the participant reported that the pregnancy loss was related to genetic hematological 

disorder. One participant (8.3%) reported upon an abnormal congenital disorder revealing 

a gastric and bowel deforming possibly requiring surgery at birth. A significant finding 

reported by one participant (8.3%) was related to a dwarfism syndrome, which included 

concave chest, flat nasal bridge, short limbs, and hydrocephalus. Ten (83%) participants 

reported that they had received genetic counseling or a referral to a maternal fetal 

medicine specialist after disclosure of the abnormal ultrasound.  

 For outcomes of the pregnancy, nine (75%) participants reported that they had 

healthy term infants at birth. However, one of these participants with a healthy infant 

shared that her infant was later diagnosed with autism at 10 months of age. Two mothers 

(16.6%) had a pregnancy termination and another two mothers (16.6%) reported preterm 

live births in which one infant survived and the other infant died at eight days of life.  

 A summary of the self-reported ultrasound findings and outcomes was developed 

using coded interview numbers and pseudonyms to maintain anonymity of the 

participants. The potential associated perinatal risk was also included in the table related 

to the ultrasound finding. 

Other descriptive characteristics about the participants included age, marital 

status, educational level, and income at the time of the abnormal prenatal ultrasound 
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experience. The ages ranged from 22 to 41 years at the time of the experience. The mean 

age was 27 years old. The majority of participants were of northern European ancestral 

descent (5 or 41.6%). Other ancestral ethnicities included eastern European/Jewish (2 or 

16.7%), and southern European/Italian (2 or 16.7%). Two participants (16.7%) were from 

Jamaica and had lived in the United States since early childhood. One participant (8.3%) 

was from Panama and moved to the United States at the age of 2 years. The educational 

level ranged from associate degrees to a master degrees. Five (41.6.%) of the participants 

had a master’s degree during the time of the experience. Three (25%) of the participants 

had bachelor degrees and four (33.3%) had associate degrees.  

 The range for income level for the participants was less than $10,000 annually to 

greater than $60,000 annually. Two (16.7%) of the participants had less than $10,000 for 

an annual income, one (8.3%) had between $40,000 and $50,000 as an annual income, 

four (33.3%) had between $50,000 and $60,000 as an annual income and five (41.7%) 

had an annual income of greater than $60,000. For marital status, nine (75%) were legally 

married and three (25%) were single. Two of the single participants married their partners 

at a later time. One other participant, who reported a single relationship, did not remain 

with her partner. The summary of the descriptive characteristics with coded pseudonyms 

is displayed in the participant list in Table 4.  

The next section will first describe the development of anecdotal narratives.  This 

dialogue is to capture the lived experiences of the participants for the reader and provide 

an opportunity to engage in the interpretive process.  Theme analysis will follow with 

interpretations and development of the phenomenon or unity of meaning. 
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Table 4 

Participant Codes, Pseudonym, Age, Marital Status, Ethnicity, Education and Income at 
the Time of the Abnormal Prenatal Ultrasound 
 

Code Pseudonym Age Marital 
Status 

Ethnicity Education Annual 
Income 

001 Mary 
 
 

30 Married Jamaican American 
 
 

Master 
Degree    

> $60,000 
 
 

002  Pam 
 
 

28 Married Southern European/ 
Italian American 
 

Associate 
Degree   > $60,000 

 
003 Susan 

 
 

28 Married Jamaican American 
 
 

Associate 
Degree 
 

$50-60,000 
 
 

004 Margo 
 
 

27 Single Eastern European/ 
Jewish American 
 

Master 
Degree 
 

>$60,000 
 
 

005 Gail 
 
 

23 Married Eastern European/ 
Jewish American 
 

Associate 
Degree 
 

$50-60,000 
 
 

006 Carole 
 
 

22 Single Northern European 
American 
 

Bachelor 
Degree 

<$10,000 
 
 

007 Carla 
 
 

27 Married Southern European/ 
Italian American 
 

Bachelor 
Degree 

$50-60,000 
 
 

008 Monica 
 
 

38 Married Northern European 
American 
 

Master 
Degree 

$50-$60,000 
 
 

009 Natalie 
 
 

22 Single Hispanic/ 
Panamanian American 
 

Associate 
Degree 

<$10,000 
 
 

010 Francis 
 
 

41 Married Northern European 
American 
 

Master 
Degree 

$40-50,000 
 
 

011 Amanda 
 
 

29 Married Northern European 
American 
 

Bachelor 
Degree 

>$60,000 
 
 

012 Sophia 
 
 

30 Married Northern European 
American 
 

Master 
Degree 

>$60,000 
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Anecdotal Narratives (Stories) 

Introduction 

 “Anecdotal narratives (stories)” as described by van Manen (2003) were written 

to capture the tone and essence of the experiences as told by the participants (p. 120). The 

narratives provide a pathway in finding meaning for the phenomenon of having an 

abnormal prenatal ultrasound. Each narrative has uniqueness in the events and emotions, 

yet common threads revealed the significance of the experience in the lived worlds of the 

participants. Life worlds represent the dimensions of an individual as they reflect upon 

self and body, time, relationship with others, and the space or place that they are in the 

moment. These four dimensions guide the researcher and the readers in reflection and 

meaning. The life worlds are fluid and flow from past to present to future. Van Manen 

(2003) titled the life world “existentials” as “lived space (spatiality), lived body 

(corporeality), lived time (temporality), and lived human relation (relationality or 

communality)” (p. 101).  

 In retelling their stories, the participants gave meaning to the experience in their 

words and expressions for self and others. The narratives from the twelve participants 

follow. 

Mary 

 Mary told her story about her second ultrasound with her third pregnancy. She is 

currently a nurse and retells her story from 12 years ago. She was 30 years old at the time 

of this experience. The prenatal ultrasound was for monitoring the growth. Mary was 

born from Jamaica, but moved to the United States as a child. Her family traditions 

reflected family gatherings and shared experiences in childbearing and childrearing. She 



 

	   84 

has close contact with her family members and expressed a strong spiritual faith among 

the members. 

 During this experience, she noticed that something was wrong as the ultrasound 

technologist moved the ultrasound device around her abdomen. Mary stated, “I asked if 

something was wrong? The look on her face let on that there was something not quite 

right. She [ultrasound tech] said,  ‘I just need to get the doctor.’” Mary further stated, “I 

knew something was wrong. I was scared out of mind.” The physician was brought into 

the patient room and “nonchalantly explains” that her baby has an echogenic intercardiac 

focus or highlighted area of the heart. He indicated that it is a common finding and that 

the only intervention would be an echocardiogram after birth. Mary expressed,  “I did 

worry that there is something like a defect in the heart initially, but he (physician) was so 

nonchalant, I didn’t worry further much about it.”  

 She shared the event with her co-workers and a collegial obstetrical physician 

later that day. As she told her experience to them, they also didn’t seem to worry about 

this condition. Mary continued in sharing this experience with her parents and sisters. In 

telling her family, she relayed that her physician thought that it was an insignificant 

finding. With Mary’s explanation, the family did not indicate any concerns. Mary noted 

that her physician did not share any information about this fetal ultrasound finding in 

regards to cardiac defects or the rare association with chromosome disorders. 

 Mary’s best hopes for this pregnancy were “that it was going to be a healthy full 

term infant.” She goes on to say that she was confident that this pregnancy would be fine. 

Her confidence was supported by her “belief in God that he takes care of us” and  

“knowing that she had two perfect babies before.” Mary reported that she is from 
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Jamaican heritage. In sharing about her family beliefs she states, “I was brought up to 

believe that abortion was wrong and God only gives us what we can handle.” She knew 

that if there was something wrong, then her beliefs would not have selected to terminate 

this pregnancy. 

 In reflecting about this experience, Mary repeated her concern regarding 

disclosure of the cardiac intracardiac echogenic focus from the ultrasound technologist. 

She felt that she had more fear based on the reaction of the technologist than necessary. 

She would have preferred a more reserved response during the discovery. In retrospect, 

Mary also verbalized that the finding could have been a life-changing event and that “the 

doctor should not have been so nonchalant about it.”  

 Mary’s infant was born full term without any cardiac or chromosomal 

abnormalities. This third child is healthy at 12 years of age. Mary’s story was told from 

the lived worlds of time, space, body, and relationship with others. She shared her 

experience as it transcended from present to the past. She returned to the present as she 

reflected upon the meaning of the experience. Mary shared a connection with others 

during this experience. She had both professional relationships as well as family 

relationships. Her Jamaican and religious culture provided support for her in this 

experience. Upon disclosure of the abnormal finding, her lived world focused upon her 

body and baby. The technology of ultrasound highlighted a view to her body not 

previously captured by the participant. She was abruptly surprised with the new finding 

in her lived body. With this disclosure, she had moments of fear in a world of lived space. 

Her fears later transpired to resolution with knowledge, relationships, and spiritual faith. 
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Pam 

 Pam is currently a nurse midwife and told her story about when she was 28 years 

old. The time interval of this experience was 20 years ago. She had completed her 

associate’s degree and was a nursing student. Pam’s family traditions revealed an Italian 

American heritage. She expressed a strong bond among her family members. Pam 

considered herself as the key decision maker in the family. Religious practices were 

described as part of the family life with attendance at church. Pam, however, shared that 

these religious values and beliefs were not a dominant feature in her decision making or 

support. 

 Pam had known both the ultrasound technologist and obstetrician in this 

experience. Her story began with an ultrasound showing multiple markers for a 

chromosome syndrome. These markers included choroid plexus cysts, hyperechogenic 

bowel, and polyhdramnios. The reason for this ultrasound was an abnormal maternal 

serum alpha-fetoprotein test, a screening test for neural tube defects and Down syndrome. 

During the ultrasound procedure, the sonographer shared the findings that she observed 

with Pam. She then brought the obstetrician into the room to discuss the findings.  

 The information from the obstetrician revealed that the fetal soft markers were 

associated with chromosome disorders. He went on to say that there were many false 

positives to these tests. She reported that since she had these abnormal tests, she wanted 

to follow the obstetrician’s recommendations to have an amniocentesis and karyotyping 

to confirm the diagnosis.  

 Pam maintained an optimistic sense that the diagnostic tests would be fine. Her 

thoughts were: “ I just felt like everything was OK. I don’t worry about something until I 
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have something to worry about. So I just didn’t. I just felt everything was fine.” Her 

husband was present through the procedures and Pam indicated that he wasn’t sharing his 

thoughts at the time. In retrospect, she thought, “he might have been trying to keep it in.” 

 Throughout this story, Pam relayed how she was not going to worry about this 

pregnancy until she had the final results. Her words support this: “ I don’t look at the 

negative, I always look at the positive side of things. Then I worry about something if I 

have a need to.” Pam reflected that she would then make decisions based on the results. 

She indicated that she would terminate a pregnancy if the infant had certain 

abnormalities. 

 Pam waited a short time for the amniocentesis results, but kept positive in her 

feeling that everything would be fine and she “didn’t dwell on it.” Pam shared her 

experience with her family members. She reported that the family was always involved in 

their life. She thought that the family may have had some fears, but did not make them 

known in keeping her positive.  

 For Pam’s pregnancy experience, the amniocentesis results were negative for any 

chromosome or genetic abnormalities. Pam describes the rest of the pregnancy as 

uneventful with the results being fine. She continued with the pregnancy and delivered a 

term female infant. 

 In reflecting upon this experience, Pam, as a health professional, shared her 

experience with many of her patients. When trying to alleviate their fears and uncertainty, 

she emphasized that the tests are screening tests and may have false positives. She shared 

her philosophy that the pregnancy decisions cannot be made until diagnostic tests confirm 



 

	   88 

findings. Pam found that information sharing and talking to the patients helps them 

through their experiences.  

 Pam’s experiences are fluid in movement in the lived world of time. She easily 

expressed past experiences and used this experience in teaching to others in the present 

and future. Her inner strength and positivism provided support for her lived body in this 

experience. Her lived relation with family members provided positive support for her as 

well. Pam’s lived space were moments of disclosure, which were followed by reduction 

of risks with a diagnostic technological procedure and testing. 

Susan 

 Susan is a nurse midwife currently, but told her story when she was a nurse with 

her first pregnancy. This experience occurred 13 years ago. She was 28 years old at the 

time of this event. Pam was from Jamaica and moved to the United States in early 

childhood. Her family with similar Jamaican traditions surrounded her during this 

experience. Pam’s family traditions centered upon weekly gatherings, shared experiences, 

and spiritual faith.  

 Like Pam’s story, Susan knew both the ultrasound technologist and obstetrician as 

colleagues and friends. Susan had an unexpected result of her routine prenatal ultrasound. 

During the ultrasound procedure she noticed that the ultrasound technologist had spent 

additional time in one area. She asked her, “What are you seeing? What do you see?”  

The technologist saw something questionable and brought in the physician to the exam. 

 Susan was told that there was “ a little cyst on the brain” or choroid plexus cyst. 

She was referred by her obstetrician to a perinatologist for this choroid plexus cyst to 

identify any actual problems. Her initial thoughts and words were that her baby might 
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have “tumors, some kind of retardation or birth defects; everything went through my 

mind.” She did not know what this cyst on the brain could be related to and searched 

through the Internet for answers. She shared this unexpected finding with her fellow 

colleagues on her hospital unit and they tried to console her during this experience. 

 Susan was given information that the cysts often resolve in about 20 weeks, but 

follow up was recommended for potential problems or as she said, “ a sign of something 

else.” She did not want additional information about the “sign of something else” as she 

stated, “I didn’t ask. I did not want to know the bad stuff.” Susan wanted to move 

forward slowly in discovery as she wanted to “take it one step at a time.” 

 Susan followed through on the referral to the perinatologist and had repeat 

ultrasounds. In her visits, she remarked that the perinatologist “told her stuff, but I can 

tell you that I didn’t really listen…I don’t remember listening to everything that he told 

me, but he talked for a while…I think that I just blacked out; I just blocked everything 

out.” 

 The knowledge of ultrasound technology became helpful to Susan after the initial 

finding. At the perinatologist office, ultrasound scans were used to measure the cysts. 

They found that the initial measurement seemed to be resolving and with the second 

ultrasound, the cysts were gone. She said that the ultrasounds “gave me peace of mind; 

that it was resolving and made me feel much better.” 

 During this experience, her husband traveled with her to see the specialists. His 

words were that “everything would be OK.” Susan shared her story with her immediate 

family members. Susan reported that they were very supportive and wanted to keep 

things positive for her. Their words were, “it will be OK, just trust in God and pray.” 
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 After the resolution of the choroid plexus cysts, Susan reported that she developed 

another concern in her pregnancy. She no longer worried about the cyst, but now had a 

risk of preterm labor. She remained on rest at home and commented that now she was 

concerned with the medications that she was on to prevent an early birth. The 

medications did prevent preterm labor and Susan delivered a baby girl without any 

further problems. 

 Susan had shared her feeling and emotions with her lived relationship with others. 

A strong cultural and family bond was present for her. Another component of support 

was also her spiritual beliefs and relationship with God throughout this lived experience. 

She was surprised with the ultrasound finding as the focus emphasized her pregnant body 

and growing baby. She experienced concern for herself and baby within her experiences 

of lived body. Throughout the pregnancy, she moved through lived time and lived space 

as she was presented with risks and challenges. These challenges were resolved, but she 

shared the significance of the experience in her life world. Susan shielded herself from 

her fears and concerns in the lived space of disclosure. Ultrasound technology was 

repeated through lived time and provided reassuring results, with resolution of the cysts 

for a satisfying outcome. 

Margo 

 Margo was 27 years old at the time of this experience and described herself as a 

young professional living in San Francisco. Her heritage was Jewish Eastern European 

American. In her telling her story, Margo shared Jewish traditions in pregnancy, but 

found both positive and negative support in these traditions during her personal 

experience. This experience with an abnormal ultrasound was during her first pregnancy. 
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She tells her story after seven years have passed. She remembered her story vividly. The 

story is related to a prenatal ultrasound and an early pregnancy loss. This loss was later 

associated with a self-reported genetic blood disorder.  

 At five or six weeks gestation, Margo described a sense of not feeling right with 

this pregnancy. An early ultrasound was done, but inconclusive about the viability and 

gestation of the pregnancy. Margo recalled that the physician and ultrasound technologist 

believed that her dates were miscalculated and did not indicate any problems. Margo 

believed that the pregnancy was fine and followed instructions to return for a repeat 

ultrasound in another three to four weeks. Two additional ultrasounds were completed. 

Margo says, “week after week, I was hoping that they would see something; I had my 

hopes up too long; I just went into every ultrasound being very hopeful that there would 

be a little healthy embryo, maybe I was wrong.” Unfortunately, the same results of a non-

visible pregnancy occurred with the second and third ultrasound.  

 Upon completion of a forth ultrasound, it was confirmed that there was not a 

viable pregnancy, but an empty sac or blighted ovum. Her medical provider 

recommended removal of the blighted ovum or pregnancy termination. Margo 

remembered this event through her subsequent pregnancies. She said “the week leading 

up to it, hoping that it was going to be OK made it even worse.” The significance of this 

experience for Margo was a pregnancy loss with a lack of compassion for her feelings. 

She reported that the ultrasound technologist was “incredibly unsupportive and told me 

not to cry and that I was so young and not to cry and to get a grip and try again in a few 

months.” “You could tell the technician clearly had no patience for a 27-year-old crying 

about one failed pregnancy.” Margo felt that the provider and technologist handled her 
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loss without individuality and caring. She felt that they “were just a little numb to it; I 

was a cryer and I needed someone to hug me and hold my hand and I didn’t get that.”  

 Margo again tried for a second pregnancy, but had a spontaneous miscarriage. 

During this time, Margo reported her sense of not being in control. She sought control of 

her body so that she could conceive again. Her frustrations with conception were 

displayed with her thoughts, “I just couldn’t make it happen. I felt responsibility for my 

husband’s happiness. I felt that I was failing us because I couldn’t get pregnant.” Margo 

felt responsible that she could not make conception occur. She started to panic about her 

future. It was unknown to her if she could become pregnant again.  

 Margo did finally conceive. In this third pregnancy, she selected to tell only her 

husband. She wanted to make it through 12 weeks and see the heartbeat. She did not tell 

her parents to prevent them from stress and sadness. Margo kept her pregnancy between 

her and her husband and did not disclose her early pregnancy to anyone else. Margo said, 

“It was almost as if it didn’t happen because no one knew; I was nervous the whole 

pregnancy; it was so nerve racking; I hope that I deliver a one year old and would miss 

the pregnancy and the first year; I don’t think of pregnancy fondly; I just again felt out of 

control until the baby came out and I could see that he was healthy; but I was not really in 

control.”  

 Since Margo had two pregnancy losses, she independently sought the care of a 

reproductive endocrinologist with the third pregnancy. She found that she had a genetic 

blood disorder causing the earlier losses. She had noted that her mother had multiple 

miscarriages as well without the knowledge of this genetic blood disorder. 
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 Many of Margo’s traditions originated from her Jewish religion and culture. She 

mentioned that there is a tradition of not preparing for the baby and not celebrating until 

after the baby is born. Even though Margo had some early difficult losses, she felt that 

some Jewish traditions were superstitious and did not allow control of the pregnancy. She 

received comments from her parents about holding on to the traditions. Margo felt that 

traditions “made me very anxious and waiting for something bad to happen. I ended up 

doing some things to be in control and for me, it worked out.” 

 Ultrasound for Margo was used to hopefully see a healthy pregnancy, but instead 

confirmed a pregnancy loss. The technology of ultrasound was also used in subsequent 

pregnancies to confirm well-being. She had two successful pregnancies after her two 

difficult losses. In retrospect of this experience, she wanted others to be proactive in 

seeking additional resources and experts when problems arose. In regards to health 

providers, she wanted those to know that her pregnancy was her “whole life “ and she 

needed an expression of empathy from others. 

 Margo shared her lived experience with the dimensions of lived time, lived space, 

lived body, and lived relationships. Margo withheld information about her subsequent 

pregnancies from others. She felt that her family and cultural traditions would be 

supportive to others, but not for her experience in lived relationships. She yearned for a 

more compassionate relationship from her medical providers. She moved through time 

and space with anxiety and fear from her previous pregnancies. During the first 

pregnancy, Margo lived through repeated ultrasounds. The focus was her body and 

technology utilization in confirming a viable pregnancy in contrast to her lived 

relationships. With perceived reproductive losses, she sought control of her body for 
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achieving a future pregnancy. However, in wanting a pregnancy, Margo also dreaded the 

potentially uncertain and painful moments of lived space to achieve a successful 

pregnancy outcome. 

Gail 

 Gail told her story about her third pregnancy and an abnormal ultrasound. She had 

two prior difficult pregnancies. The experience occurred six years ago when she was 23 

years old at the time. She was in the armed forces and had a supportive military culture. 

Gail also identified a compassionate Jewish Eastern European culture in her lived world.  

 Gail’s first pregnancy ended in preterm birth and the second pregnancy was 

cautiously monitored. Her third pregnancy, at first, seemed to be progressing normally 

until the second trimester. An abnormal maternal serum alpha-fetoprotein test revealed a 

risk for Down syndrome. This test trigged further testing using 3-dimensional ultrasound. 

The ultrasound did not display any signs of Down syndrome, but an abnormality of the 

stomach and intestines.  

 Gail reported that this pregnancy now changed and she had constant doctor visits. 

She returned to the relentless surveillance of her second pregnancy. Gail said, “Any thing 

that I felt wrong, I had to get it looked at; it was a bunch of extra blood work; it really did 

not make it an enjoyable pregnancy.” The providers told her that a birth defect was 

present whereby the stomach did not connect to the intestine and could not empty 

adequately. She no longer considered ultrasound to be pleasurable experience as seen in 

an uncomplicated pregnancy. 

 The repetition of the ultrasounds was futile in finding any resolution of the 

abdominal abnormality. With these findings, Gail was greatly concerned that her infant 
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would need immediate surgery at birth. It was frightening to her and unbelievable that 

she would be having a problem with her pregnancy again. During the ultrasounds Gail 

said, “I was always hoping that it would come up normal, so I wouldn’t have to worry 

about. I went thought so much with my first daughter and having to go through it again, it 

was just like - you got to be kidding me.” Gail had disbelief that there was a problem. 

“It’s just some weird thing that the ultrasound machine is wrong.”  

 Gail was also frightened about having another premature infant. “Just with the 

thought of another child with special needs and something else was a large strain.” She 

was also greatly concerned that her infant might not survive the surgery or have 

additional surgical complications after the birth. 

 Gail reflected upon the loss of a perfect pregnancy. She reports, “I didn’t have the 

chance to have that wonderful normal pregnancy where you don’t have to worry about 

something; you get to be happy and you get to enjoy it.”  

 Gail used faith to cope with the abnormal ultrasound. “Every time I went back I 

was hoping that it would come back fine and this would be the end of it. I tried not to 

think about it in all honesty. I tried putting it off that it was going to be fine; that it would 

fix itself.”  

 Gail and her husband were both in the military service. They were stationed in the 

United States, but had different assigned duties and work hours. Gail commented that she 

had a supportive network for this pregnancy. Both the military and her family were 

supportive during this difficult pregnancy. Gail expressed sincere gratitude to her mother 

who had traveled to see her during her prior complicated births and also with this 

pregnancy. Her mother, a neonatal nurse, provided comfort and support for the unknown 
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outcome of birth. Gail also reported that she had the support of the Jewish congregation 

for the infant’s safe recovery.  

 Gail’s hope and positive attitude for the resolution of the condition did come true. 

Approximately one week before she delivered, a repeat ultrasound revealed resolution of 

the intestinal and stomach disorder. Gail says “I don’t know what fixed it or was it every 

really there. I had a little healthy baby girl.” To confirm that she had a healthy baby with 

no gastrointestinal abnormalities, ultrasound was used on the delivered newborn, showing 

no abnormalities present.  

 The technology of ultrasound was used throughout this pregnancy for 

surveillance, but did not sustain comfort for Gail. Her hope for resolution remained 

constant throughout this ordeal of an abnormal prenatal ultrasound. The outcome had 

resulted in a healthy girl, but Gail lost her dreams of a normal pregnancy and a desired 

home birth. 

 This experience evolved around Gail’s lived worlds. She relived her past fears in 

her reflection of lived time in all three pregnancies. The complicated pregnancy 

experience was repeated for her in the moments of lived space. Lived relationships with 

others in her culture were essential for her in overcoming this stressful experience and the 

loss of an anticipated normal pregnancy. Gail’s lived body was surrounded with 

ultrasound technology and testing. She dreaded each experience, as she feared that a new 

abnormal finding would be discovered with her growing body and baby. 

Carole 

 Carole retold her story of an abnormal ultrasound during her first pregnancy. This 

pregnancy occurred 18 years ago. She is currently a nurse, but at the time was a 22-year-
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old college student. This was an unexpected pregnancy with a whirlwind of family 

responses. She reported that she was in a bi-racial relationship in a southern community. 

In her story, Carole shared her southern culture values and beliefs from a northern 

European American heritage. Her pregnancy was complicated with her family 

encouraging her to terminate or give up the infant for adoption. Carole’s father was 

against her having this baby and she said, “ He disowned me and wouldn’t have 

Thanksgiving with me.”  

 Carole felt that she was in conflict with the teachings of the church as a single 

pregnant woman. Carole was seeing a therapist at the time regarding her estranged 

relationship with her mother. The therapist told her, “It would be a horrible thing to have 

this child because bi-racial children come with a lot of mental issues, and that I would be 

doing disservice to have this child.” Her religious values supported her decision of not 

using abortion as an option for this pregnancy. Carole was alone in this pregnancy, as she 

also did not have the support of the boyfriend. She described him as being supportive one 

week, but then rejecting responsibility and dating other women in the next week. Her 

college friends also abandoned her. She described this as, “Once that happens you are not 

‘Hip;’ all your friends that you hang out with, you lose.”  

 Carole abandoned her ambitions of becoming a physician. She felt responsible for 

this pregnancy and regretted not being able to hold on to her dreams of the future. To 

complicate these feelings, Carole was informed that she had abnormal ultrasound 

showing polyhydramnios, or excessive amniotic fluid, at 32 weeks. Her providers 

suggested that the cause could be related to a birth defect or genetic disorder. At the time, 

she did not understand the rationale and disclosed, “All kinds of things were going 
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through my mind, of what sort of genetic disorders that they could be. I was thinking it 

was a two-headed monster. There was no information on exactly what birth defects that 

they could be. It was just that it could be one and they just let my mind run free. I was 

thinking my child was gonna die.” 

 Carole sought additional information and resources about this condition. She 

found that polyhydramnios could be related to a stricture in the esophagus. Carole 

responded, “I wanted to be prepared for anything. I did a lot of reading and I did a lot of 

preparation on my own.” Her thoughts about this pregnancy complication were also 

related to Down syndrome. She said, “I just thought that it could be related. What could 

be wrong?  What else could be wrong?  Everyone was fighting against the system of 

having the baby.”  

 Carole did not have the support of her family except for her grandmother. She 

also remarked, “I didn’t really feel like there was any medical personal that I could go 

to.” Carole went on to say that there was “ not a lot of feely touchy to me about caring 

about my feelings or what I emotionally might have been going through the pregnancy. 

There wasn’t anybody really asking me how I felt.”  

 Carole sought support and comfort through her friends. She wanted to hear their 

hope and comments of “not to worry.” Her spiritual philosophy was “that everything 

happens for a reason and it was my duty to accept this gift.” She stated that “since this 

gift was given to me, it was going to turn out alright and God would take care of 

everything and if it was meant to be for him to be healthy and if not then I was meant to 

deal with everything that came my way; that it was going to be in my mind for a purpose 

to teach me a lesson or help me grow in some way.”  
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 Carole recalled not having fond memories of this pregnancy. She lost her dreams 

of a perfect pregnancy. She said, “It could have been wonderful; it could have been the 

pregnancy that all girls dream of having when they’re pregnant; all excited and buying 

and setting up for the baby. That whole fantasy was ruined for me.” She felt that she was 

responsible for this abnormal ultrasound condition and it was a message for her to 

become more focused as a mature adult. 

 At the end of the pregnancy, she delivered a healthy boy. The infant did not have 

any abnormalities as predicted in the ultrasound. She was pleased with the outcome, but 

regrets the anxiety and worries that transpired throughout the gestation. Carole felt that 

she did not have all the information about the condition. She regretted not knowing more 

or not being more proactive in her care. She felt she could have had less stress throughout 

the pregnancy with more knowledge. In reflection of this experience, she felt personal 

growth through this “life lesson” as she described herself as more self reliant with a 

greater appreciation of her baby. She happily reported that she was able to develop 

another relationship with her current husband who adopted her son. 

 As described by Carole, southern American beliefs and traditions limited her 

support from others for this difficult experience. Her lived relations with others were 

meager among family, friends, and medical providers during this event. She did not have 

emotional support from others, but used spiritual faith to overcome her fears and anxiety. 

Ultrasound technology was used throughout her pregnancy, but did not provide any 

resolution of the risk until the end of pregnancy. Her lived body became the focus of the 

ultrasound technology with a void of companion lived relationships for her emotional 



 

	   100 

turmoil. Carole’s lived space reflected a loss of a perfect pregnancy as she shared her 

experiences. 

Carla 

 Carla knew that she was high risk for developing problems in her pregnancy 

related to her autoimmune medical condition. The experience of this abnormal ultrasound 

occurred early in her second trimester in her first pregnancy at the age of 27. Carla was of 

southern European Italian ancestry. She had not identified any specific Italian cultural 

traditions other than a strong spiritual belief. This first pregnancy experience was seven 

years ago. The ultrasound revealed three highlighted areas, or echogenic intracardiac foci, 

in the heart and bowel. With these findings, her health providers indicated that her fetus 

had a strong likelihood of having Down syndrome. Even though she was high risk, she 

had expected to find only the sex of the baby in this routine ultrasound. Carla and her 

husband never expected this to happen and were frightened with the possible outcome. 

They were unsure of their plan, but were directed to have an amniocentesis for a 

diagnosis within hours of the ultrasound. 

 Carla was filled with turmoil in this experience. She knew that she would not 

terminate a pregnancy, but also did not know how she and her husband would handle a 

special needs child. They were at an impasse for decision making while waiting for the 

amniocentesis result. Carla tried not to think about the testing “because it was out of my 

control.” When the results returned, Carla and her husband were elated that he did not 

have Down syndrome. Their “biggest fears” were relieved at the moment.  

 As Carla progressed in her pregnancy, she had another ultrasound. With this 

ultrasound, minimal fetal growth was noted. The growth percentile continued to decrease 
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over a few weeks from the 50th percentile to the 10th percentile. She now had a coexisting 

condition of hypertension, which was not being stabilized with medication. Carla was 

feeling helpless and lost. She sought to find answers through Internet searches. Her 

providers discouraged her from searching for information, but Carla felt, “ I don’t know 

what else I can do…oh my God, I was so helpless.”  

 During one of the ultrasounds Carla noted, “I could tell the ultrasound tech was 

acting a really bit weird and I said, ‘listen, I know that you can’t tell me what you see, but 

I am going to ask you a question and just tell me truthfully; what ever is going on?’” It 

became emergent that her baby was to be delivered by cesarean section when his 

inadequate growth reached the 3rd percentile and he had inadequate amniotic fluid. At 

birth, the baby was severely underweight and had multiple complications with 

prematurity. Her infant began to suffer in pain from renal failure and fluid overload. 

Carla and her husband made the most difficult decision to discontinue life support and he 

passed away at eight days of life. 

 Carla described this as “the most horrible experiences that anyone could go 

through. You have all this hope in your heart and you have all this belief…we thought of 

all the hurdles; we can get thought it, but after we realized that he couldn’t go through 

such pain…we couldn’t watch him being in pain.” Carla further reflected, “going through 

an experience like we went through, we kind of question a lot of things; where things are; 

is there really a God; this and that. I believe in God: I believe in the after life.”  

 The couple searched for answers of why this happened and how to prevent this in 

future pregnancies. Her medical providers did not have answers, but referred them to 

another physician. With this referral, Carla discovered that she had severe preeclampsia 
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in her first pregnancy. She was determined to have more children. She was resentful that 

her condition was not discovered earlier and that referrals were not made earlier. Carla’s 

feelings were, “ in my birth experience, someone should not tell me to turn off my 

computer. I wasn’t in healthcare, I didn’t know anything…I was the one who said it was 

preeclampsia, not the doctor…I felt like a piece of meat, I was just the patient; I felt the 

doctors were doing it for the money.” 

 Her subsequent pregnancies were treated with anti-coagulants and monitoring of 

fetal growth. Carla recalled, “I was definitely fearful, definitely was stressed out all the 

time during the pregnancy…I had ultrasounds every three weeks. I know that I had peace 

of mind that my baby was growing as he should be.” Carla’s new obstetrical physician 

provided comfort through her subsequent pregnancies. She felt a connection of caring 

and understanding of her fears. She continued her Internet searches for additional 

information, which was respected by her new obstetrician.  

 She recalled in her second pregnancy that another fetal echogenic intracardiac 

focus of the heart was discovered with ultrasound. This single finding had minimal risk 

associated with Down syndrome, compared to her first pregnancy. The couple selected 

blood testing for Down syndrome screening in contrast to amniocentesis. If the infant had 

Down syndrome, their thoughts were “at least have a baby that was alive and well…I 

didn’t worry about it.” In the following ultrasounds, Carla’s husband selected to wait 

outside the procedure room. Carla described this as his not wanting “to be the cause of 

bad news.” He had waited outside for all her appointments. Carla was comfortable with 

this; she says, “as the mother, as the baby carrier, you feel a little more responsible. So I 
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didn’t want to be responsible for his emotions too. I could do whatever had to be done. I 

never wanted to give him bad news.”  

 Carla and her husband’s large extended family of Italian heritage had known 

about her first pregnancy complications and newborn loss. With the second pregnancy, 

they selected to tell only immediate family. The couple felt vulnerable and did not want 

to relive their experience. “We didn’t tell anybody that we were expecting. We kinda 

didn’t want to be hounded with what’s going on…we kept it a secret…we didn’t tell…we 

decided to wait until he came to the world, so people thought we were crazy, but we 

kinda had to do it for our mental sanity.”  

 The couple had a successful second pregnancy and newborn outcome. Carla’s 

experiences led her to later become a nurse. She reflected upon a strong commitment to 

be an advocate for herself and to help others search for answers. She now promotes 

strong patient advocacy and compassion for others. 

 Carla’s story reflected upon the lived relationships, lived space, lived body, and 

lived time. She suffered through her first pregnancy with fear and uncertainty. She found 

that her search for answers was not condoned by with her medical providers. Her 

relationship with her medical providers became a negative experience in the pregnancy 

over time. Her lived moments of a neonatal loss in her first pregnancy exacerbated her 

moments of fear in a second pregnancy. Ultrasound technology was used throughout her 

experiences, which at times provided as satisfying results, but at other times new 

uncertainty, risks, and concerns. Carla embraced her relationship with family members of 

Italian heritage, but selected to withhold disclosure to others about her loss and 

subsequent pregnancy in preserving her inner strength. Carla had a positive and 
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supportive relationship with her second obstetrician following the loss of her infant. 

However, in her second pregnancy, she again experienced fear with technology as it 

focused upon her lived body and baby. Carla selected to be alone in her lived relations for 

carrying the burden of fear and anxiety through lived time in her second pregnancy. 

Monica  

 Monica described her story when she was 38 years old. She shared a northern 

European ancestry with her husband. The experience with an abnormal ultrasound was 

during her fourth pregnancy. She had two early pregnancy losses and was considered 

high risk for her advanced maternal age. This pregnancy was described as a “dream” to 

Monica in being able to conceive a very wanted second child. She retold her story from 

four years ago of having an abnormal ultrasound.  

 With advanced maternal age, Monica had some concerns regarding her risk for 

chromosome disorders. During her surveillance of this high-risk pregnancy, an echogenic 

intracardiac focus, or highlighted area of the heart, was discovered with ultrasound. 

During the ultrasound, the technologist was rechecking her findings before the physician 

arrived. Monica was feeling nervous about this, as she didn’t want to hear any bad news.  

 Both her and her husband were worried about the outcome of a possible 

chromosome abnormality due to this ultrasound finding and her maternal age risk factor. 

Amniocentesis was recommended to the couple, but they declined. Monica’s prior 

pregnancy losses, current feelings, and beliefs about a pregnancy termination contributed 

to her decision about declining amniocentesis. She said, “because of the losses before, I 

don’t know if I would be able to do that…it’s different when you feel the baby, when you 

feel the baby there; it’s like part of you right away.”  
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 The couple was given statistics for perinatal risks and information about genetic 

testing. During the counseling session, Monica remembered, “I didn’t want to hear 

anything negative…you work so hard for this pregnancy…you have come so far, that you 

don’t want to hear anything.” She also recalled that she did not show any emotion at the 

counseling session; she wanted to deny that this was happening. “I can act like everything 

is ok; it’s like an act. I can pretend that I understand and make it look like I do, but I go 

home and freak out.” When alone at home, she shared that she cried when she needed to 

and prayed. “I let out all my emotions by myself.”  

 Monica actively sought out information using the Internet. She anonymously 

reached out to others who had similar experiences using the Internet question and answer 

sites. Monica explained that she was “trying to get reassurance from people that you 

don’t really know, but at least they had the same thing happen…so that is how I dealt 

with it.” She also said that she had not shared her feelings with her husband. She felt 

support from her husband, but preferred to keep her fears to herself. She said, “I grew up 

that I don’t ask for help. I try to do everything myself.”  

 Monica sought some support by telephone from distant family members. Her 

husband’s immediate family in the area seemed to compound her fears, so she did not 

seek comfort from them. Her friends at church were supportive and helped with the 

loneliness of her experience. Her reliance on her spiritual faith was important for her to 

get through everyday. 

 As the pregnancy progressed, her fear of miscarriage passed, but her second fear 

was the ultrasound. Monica explained that ultrasound could display something positive, 

but she also was fearful that something wrong may also be discovered each time. She said 
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that at certain point in her pregnancy, she had an ultrasound everyday and experienced 

the repeated fear of a potential problem. Monica said, “They were just looking for 

something to be wrong. As much as mothers want ultrasound, I wouldn’t want that many 

again.”  

 At eight months gestation, she felt decreased fetal movement. The initial finding 

was spontaneous fetal heart rate decelerations during non-stress testing and ultrasound. 

This fetal heart rate potentially may display fetal hypoxia and risk for stillbirth. Monica 

was hospitalized for a week and discharged home after the fetal heart rate remained 

stable. With a follow up appointment, two weeks later, fetal heart rate decelerations again 

occurred and Monica had an emergency cesarean section. 

 Her infant did not have any chromosome abnormalities, but was preterm and 

placed in the neonatal intensive care unit (NICU). Monica recalled during her first visits 

with her newborn that she didn’t feel close to him. She said, “I was trying to keep my 

distance from him, so I wouldn’t get to know him very well. So it took awhile…I didn’t 

want to lose him, that something would happen.”  

 Monica reflected upon her experience during the early days of her son’s life. She 

wanted to have a family, “a perfect family.” When she experienced difficulty throughout 

the pregnancy and the early periods of life, she commented that she felt guilty in not 

feeling close to her son. Her thoughts were expressed as, “I guess I was kinda hard on 

myself, like I was a bad mother…feeling guilty, like I should feel love for my child right 

away.” Monica’s infant progressed well with feeding and growth and the mother and 

infant bond became complete over a short time. 
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 Monica’s lived experience began with her past lived time and space of 

unsuccessful pregnancies. Her losses amplified her desire for future pregnancies. 

Ultrasound technology became a constant in her pregnancy in determining well-being. 

The focus of care was upon her physical body and developing baby. She had family 

relationships available to her, but she selected those lived relationships that would be 

most supportive to her. She sought anonymous relationships to gain support and 

information. Monica was alone in her journey through a complicated pregnancy. Spiritual 

support brought her comfort. With the risks throughout pregnancy and a tumultuous 

delivery, she feared the loss of her newborn and held a distance between herself and her 

newborn. This lived relationship with her newborn was estranged until she journeyed to a 

lived space that the newborn would survive. 

Natalie 

 Natalie shared her story beginning with her first pregnancy. She was 22 years ago 

at the time and retold her experience with an abnormal ultrasound that was 23 years ago. 

She is a nurse currently, but not at the time of this event. Her family traditions were from 

a Panamanian culture. She highlighted a significant authoritarian relationship between 

her parents and herself within her culture. 

 With this experience, Natalie first shared that she noticed the ultrasound 

technologist being very friendly and spending time rolling the ultrasound transducer over 

her abdomen. She and her boyfriend were asked to return for the ultrasound results with 

the physician that same day.  

 Unexpectedly, when they returned, their physician told them that their baby had 

multiple abnormalities related to a dwarfism syndrome. The ultrasound revealed a 
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compressed chest and nasal bridge, shortened limbs, and hydrocephalus. Natalie shared 

the results as, “All kinds of horrific things that as a 22 year old, it blew my mind…I 

didn’t even know how to digest that kind of information back then. There was just a 

feeling of numbness.”  

 Natalie had an array of emotions. One of her thoughts was that she was 

genetically responsible for this and she said, “I guess I couldn’t produce good 

babies…dysfunctional I guess…it was embarrassing…I felt the blame for this…I was the 

cause…I did this.” At the office, she noted that she held back her tears. She commented 

that, “I couldn’t break down in front of my boyfriend because I felt like embarrassed that 

I created this child that was wrong…like whose genes were wrong, was it me or was it 

him.”  

 She expressed that she was very happy about becoming pregnant. Natalie said, “I 

was preparing myself to have a baby; now all of a sudden it was taken away from me and 

I was left with that longing, even though it wasn’t the time to have one; I wanted one.” 

She was now fearful about having healthy children in the future. She looked upon other 

children with desire, with the uncertainty of having her own children. 

 During a genetic counseling session, Natalie recalled that there was little 

explanation for this disorder other than a chromosome error. She was searching for 

answers in why this had happened. Natalie noted that the genetic counseling was helpful 

in indicating that she was not the cause of this syndrome, although she continued to be 

unsure of who or what was the contributing factor.  

 Due to the likelihood of non-viability for this dwarfism syndrome, the 

recommendation for this pregnancy was for an induced abortion. Natalie commented, “I 
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think that they (providers) made the decision really for me because I did not feel like 

there was an option for the baby to live…I think that decision was already made for me.”  

She expressed that there was minimal support by the physicians and counselor of her 

emotional response to the experience. Natalie felt that more time was spent on the 

admitting paperwork than on her feelings. 

 At the delivery of the non-viable fetus, Natalie shared some salient thoughts of 

disbelief about the ultrasound results. In viewing her baby she said, “I looked at it and 

saw a little body. The legs were fine and everything…the deformities were so clear on the 

ultrasound…that I didn’t see anything…I thinking that I would see a chest that was 

compressed, the femur, and the tibia and how short it was and I didn’t’ see it…The legs 

were long and I saw everything like a normal baby… So that’s still in my head until 

today. I wish I would have had a second opinion.”  

 The labor and birth were difficult. Her parents and sister were told of 

abnormalities and plans for termination. She noted that no one else was told so as to keep 

it “hush, hush.” In this delivery experience, Natalie regretted not having any options for 

after life care.  She felt comfort in that her sister baptized the baby quickly before the 

baby was taken away. She wanted to bury her infant, “a proper burial for my child,” but 

regretted not being given that decision. Natalie also reflected that it was difficult to come 

to terms with this loss. She felt this experience did not allow her to “have a proper loss.”  

 Natalie expressed loneliness and isolation in this experience. She explained that 

she left her parent’s household with her boyfriend before becoming pregnant. She 

described her Hispanic parents as authoritarian who did not impart any independent 

decision making upon her. With this real world experience, she felt unprepared to make 
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decisions by herself due to a lack of knowledge. Natalie always felt support from her 

family, but did not seek help from them. In retrospect, she wished that her family had 

advocated more for her in her infant’s after life care. 

 After the pregnancy termination, Natalie did not talk about her loss with her 

husband or family, but was able to mourn the loss and move forward. After this 

experience, Natalie became pregnant four years later. She now was confronted with 

repeat ultrasounds and genetic testing because of her past fetal abnormality. All the 

testing revealed a normal pregnancy and baby. She expressed that she was still fearful 

that the ultrasound would find something wrong. Her comments were, “they never told 

me that they were 100% sure that this was good, so there was always another ultrasound, 

waiting.”  

 She described her second experience as “nerve wracking; I was very nervous in 

waiting for the results…I remember that it was very scary and waiting to hear what the 

ultrasound results were going to be…the anxiety was so consuming; I didn’t manage it; it 

was so consuming, my thoughts, my emotions and I really didn’t do anything because the 

anxiety was so overwhelming…I tried to calm myself down; it is what is and whatever 

happens, I will have to deal with it…just having faith that everything would go OK; that 

this couldn’t happen to me again.”  

 The results continued to be favorable for Natalie’s pregnancy. Her husband 

attempted to keep her positive through this pregnancy. However, she commented that she 

was never totally convinced that she had a normal pregnancy until her infant was 

delivered. Natalie did have a healthy baby boy and subsequently was able to also have a 
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healthy girl a few years later. She commented that she continued to have the same fears 

with her third pregnancy until she saw that her daughter was born healthy. 

 Natalie experienced a very stressful pregnancy and loss. Her lived relationship 

with medical providers was not informative for her needs and lacked support of 

independent decision making. She maintained isolation from others during her pregnancy 

loss. Her lived relationship with her Hispanic parents and cultural traditions did not meet 

her needs in mourning her loss. Her lived space of emotional loss in her first pregnancy 

transpired to fear of loss in her subsequent pregnancies. In her second and third 

pregnancies ultrasound technology did not convince Natalie that she had a healthy 

growing fetus. Natalie waited and watched through lived body and lived time until 

delivery to view a healthy newborn.  

Frances 

 Frances began her story in sharing that she read her prenatal ultrasound report at 

work. She was in college at the time and recognized that she should have awaited the 

results from her medical provider. She was 41 year old at the time. She cited a northern 

European heritage with no specific traditions or beliefs, yet she had maintained values 

from her religious culture.  

 This was Frances’s second pregnancy and the story was told from nine years ago. 

To her great surprise, the ultrasound report displayed choroid plexus cysts. Her providers 

related this finding to Edwards syndrome or trisomy 18. Frances said, “ I was shocked. I 

was just reading the ultrasound to find out the sex of the baby. I was just shocked that 

they had this in the report. I had no idea.”  
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 Frances described herself as hysterical and called her medical provider 

immediately as she sobbed with the results. The provider had not yet read the report and 

was confused with her emotional response. Upon reading the ultrasound report, the 

obstetrician had emphasized that the ultrasound was for screening and that false positive 

results were possible. The obstetrician said, “It probably didn’t mean anything.” To 

search for further answers, an amniocentesis was recommended by her provider. The 

response by the obstetrician was not enough to alleviate her distress. 

 Frances was referred to a genetic counselor. She remarked that this experience 

was a common routine session. Her options were reviewed and an amniocentesis was 

recommended. Frances described a tremendous conflict in consenting to this invasive 

procedure due to the risk of spontaneous miscarriage. Her husband wanted her to have 

amniocentesis. They did not agree on the next steps of a pregnancy termination if there 

were positive results of Edwards syndrome. She said, “I was 20 weeks pregnant and had 

a big baby in my belly. Not like a full term and I already loved him…I was concerned 

and I was worried…in losing him…you know at 20 weeks, they are still little people…it 

doesn’t matter that they are not born…So I didn’t want to do that.”  

 Frances felt strongly that she would not terminate her pregnancy. She did not 

want the risk of a spontaneous abortion from the procedure if her developing fetus was 

fine. She eventually consented to the procedure. She explained, “I did just what he 

wanted me to do and I was not happy about it. I mean I was just unhappy about it; not 

agreeing.” She further shared that she was scared and angry with her husband during the 

time period of counseling and procedure. Frances reached out to her sister to share her 

feelings by telephone since there was a geographical distance between them. Her sister’s 
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words as described by Frances were, “I should have control over what I should do; she 

felt that it was my decision; everyone should be true to your self.”  

 Frances reported that there were not any specific family traditions that Frances 

and her family followed. She had reflected that her religious upbringing was within the 

Catholic Church and believed her values and beliefs were developed from this 

philosophy. She was not sure if her feelings were entirely from religious beliefs in 

contrast to “that it is the right thing to do.” She believed that her mother has similar 

beliefs, which made it difficult to discuss the pregnancy options during her time of 

turmoil. She also had not wanted to upset her mother. Frances greatly feared that if the 

amniocentesis results were positive, then her husband would want her to terminate the 

pregnancy. Frances commented, “I didn’t want this to happen…this was very very 

stressful; really stressful…I knew that we did not want the same thing….It was very 

challenging. You know how people act when you are under stress…you really find out 

about people…that this was going to be very bad because we did not agree.”  

 During the amniocentesis, another ultrasound was performed. The physician 

noted that the fetus did not have features of Edwards syndrome such as rounded or rocker 

bottom feet. The physician went on to describe that the fetus did not have the hallmarks 

of this syndrome and that mostly the amniocentesis results would return normal. Frances 

had some relief of her stress with this comment at the moment, but then the physician 

relayed that he did have a positive chromosome abnormality finding last week. The 

second comment reversed her sense of relief. 

 In waiting for the results, Frances found comfort with her close family. She also 

had a young son, who distracted her from the waiting and concerns. She said, “this little 
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person needs you and talks to you…makes you feel better.” The results returned negative 

for Edwards syndrome. She was relieved with this news and was then able to prepare for 

her new healthy baby. The technology of the repeat ultrasounds and genetic karyotyping 

brought relief to her fears. Frances had two healthy children and laughed upon one aspect 

of this experience, “Don’t read your own report…God, I will never do that again”! 

 Frances was shocked with her discovery of an abnormal ultrasound. She 

expressed conflict in her lived relationship with others regarding invasive testing and 

possible pregnancy termination. Frances spoke often of her lived body and growing baby. 

The relational bond between her unborn baby and herself was significant in her decision 

making. The risk of a chromosome abnormality was resolved over lived time through the 

technology of additional ultrasounds and diagnostic testing. 

Amanda 

 Amanda told her story of an abnormal ultrasound during her second pregnancy. 

She is a nurse practitioner now, but was in law enforcement at the time of this experience. 

She retold her story from 11 years ago. Her cultural traditions were from northern 

European heritage. Amanda was 29 year old when she had an abnormal prenatal 

ultrasound. 

  Amanda had a prior history of a twinning during her first pregnancy and had an 

early ultrasound at eight weeks gestation to confirm the number of fetuses. With this 

ultrasound, Amanda and her husband were given information that there might be a 

skeletal malformation in this single fetus pregnancy and they would need to return in four 

weeks. They were feeling nervous about this finding and returned in four weeks.  
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 On this second ultrasound, the physician reported an abnormality that was related 

to a chromosome disorder. Amanda described it as “nodule on the baby of my baby’s 

brain.” She later confirmed in the interview that it was a choroid plexus cyst. She started 

sobbing in the office and was unsure of what was wrong with her child. Amanda had 

some serum maternal screening tests and was told to come back to the office in another 

five weeks. The serum screening tests were normal, but the repeat ultrasound showed 

signs of possible chromosome disorder. Amanda said, “Every single time, it just seemed 

to get worse.” The recommendation now was to perform an amniocentesis for diagnosing 

a chromosome disorder. Amanda was unsure of having this procedure and wanted 

information from a specialist. Her physician indicated it was not yet time for this referral. 

 Amanda and her husband had discussed their feelings of having a child with an 

anomaly before conception. They were both concerned about a child’s quality of life 

when having a disability and their ability to be functional parents. They had considered 

pregnancy termination should this situation would arise.  

 Amanda was now 24 weeks pregnant. Her physician at this visit told them that 

they should not wait to see a specialist, but that now it was too late to terminate a 

pregnancy. She recalled that her physician told me “that my child was not right and 

would have chromosomal abnormalities and possibly be born dead.” Amanda’s words 

were, “now I shouldn’t terminate and I should see a specialist…now you are telling me 

that I can’t terminate the pregnancy…it was a very uncomfortable feeling and I was 

literally sobbing.”  

 Amanda described her pregnancy as a horrible experience. She felt that there was 

a chromosome abnormality and had no control on her options. Amanda vividly said, “I 
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just thought that I have a retard inside my body…I thought that he was going to come out 

without his fingers and toes and that he would basically be an idiot, who knew…I didn’t 

want that baby inside of me at all. I wanted it gone. I didn’t want to have a child that was 

abnormal and that I would have to take care of it for the rest of his life or that he was 

going to die after I had him…I was not equipped to deal with a child that in my mind 

would be classified as a burden…I was just thinking that everyday was a horrible day…to 

be honest, it was just awful…I am not an emotional person and I know that I cried almost 

everyday…I thought that I was carrying who knows what…it was awful…there was 

nothing that I could do about it.” 

 During her pregnancy, Amanda recalled that she did not do any preparation for 

the birth. She said, “I actually thought that he was going to be born dead or malformed or 

part of his brain missing. I just didn’t know. I didn’t get so attached in case something 

was going to happen…my way of dealing with this was disconnecting.” She worried 

about her pregnancy and described a “sense of shame that the baby was my fault, that I 

had a baby that was inside of me and that something was wrong with it…and I questioned 

myself…did I have a glass of wine or did I do something; maybe this is all my fault…so I 

was trying to figure out what I did to make this happen.”  

 Amanda’s husband was described as always supportive during this experience. He 

attended all the appointments. She thought that he had doubts about the outcome of the 

pregnancy, but always helped her care for herself and sought to decrease her concerns. 

Her husband always reinforced any positive information and was available to listen to her 

fears and concerns.  
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 Amanda had other family around her who sought to help prepare her for the birth. 

Amanda had not shared her ultrasound experience with others. She said, “I was 

embarrassed…ashamed more than embarrassed because I felt like that it was my fault…I 

wasn’t excited at all.” When her family and friends gave her a baby shower, she noted, “it 

was bittersweet. I was certainly appreciative of the effort that they gave me…but for me, 

in the back of my mind, this may all be for naught; because of the situation, I may take 

everything back.”  

 Amanda and her husband sought care from a specialist at 25 weeks gestation with 

a neighbor’s referral. She also sought information from books and the Internet. She 

reported that there was little written on the subject that explained choroid plexus cysts to 

her. With another ultrasound, the specialist told them that her child would be fine and that 

the cysts would dissipate before the child was born. She was very pleased with this 

information, but remained uncertain as she described, “it eased my mind to an extent, but 

not 100 percent because I already had someone tell me that my child would be born 

deformed…I had trust of what she (obstetrician) was saying because she was supposed to 

be the expert…it really did not matter what he (specialist) said.”  

 Amanda waited for the birth of her son before she was convinced that he was well 

and without deformities. She hoped that her child would be normal and not to have any 

chromosome abnormalities. She gained comfort from her first child at home in that he 

was well. When her son was delivered, she wanted to see if he was healthy; she wanted to 

see him for herself. She said, “is he normal, does he have all his fingers and toes, is his 

head alright…he didn’t cry right away, so it took forever…it was probably a couple of 



 

	   118 

seconds, but he was perfect…he was perfect, which at that point was a big sense of 

relief…I aged about 10 years during that five months.”  

 Amanda commented upon this experience that she regretted not being referred to 

a specialist earlier in her pregnancy. She was very happy at the outcome, but strongly felt 

that a second opinion could have minimized her daunting experience. 

 Amanda’s story reflected upon her lived body, lived time, lived space, and lived 

relations with others. She had a strong supportive relationship with her husband. 

Amanda, however, selected to be alone in her disclosure to others about her risks. She 

suffered with her thoughts and guilt in her lived space of isolation. She expressed conflict 

in her relationship with her medical provider when she had limited control in pregnancy 

decisions. In coping with the chromosomal risk, Amanda emotionally separated her body 

from her baby and became distant in her relationship with her unborn infant. Through 

lived time in this pregnancy experience, further ultrasounds showed resolution of the 

risks, but not conclusive in Amanda’s view for a healthy infant.  

Sophia 

 Sophia was 30 years old at the time of her experience. This was her second 

pregnancy and she was a nurse at the time of this experience. The disclosure of an 

abnormal ultrasound was six years ago. As with many of the other participants with 

northern European heritage, Sophia had not identified any specific traditions or values. 

She had verbalized that her spiritual faith had guided her in decision making about the 

pregnancy. 

 In Sophia’s first ultrasound experience for this pregnancy, both she and her 

husband were elated about having a boy. This joy was quickly dismissed when the 
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physician grimly revealed a brain deformity. Sophia could not recall the medical 

terminology, but believed that it was a choroid plexus cyst. She explained that she was in 

shock with this news and had difficulty in communicating with her husband. They 

believed that they would have a mentally retarded child or a child with a brain disorder. 

When they did verbalize their thoughts to each other, they decided, “we were not going to 

tell anybody…we would pretend that everything was normal…it was a burden that we 

both kept to ourselves.”  

 Sophia shared that it was difficult to maintain this silence when others asked 

about her pregnancy. She said, “I am thinking that I do not want to talk about this…you 

hide and play the game of smiling back and being somewhat deceitful.” Sophia further 

explained that she did not want others to feel the grief that she was experiencing. Her 

comments were that she did not want to create unnecessary anxiety: “it was pain for 

nothing that we could do anything…it was about protecting others.” She also said that 

she and her husband would not discuss it. Her husband was really happy about having a 

boy, “but in his culture, having any sort of illness or abnormality was a sign of weakness 

of the father…we just didn’t verbalize very much.” 

 Sophia used denial to cope with the disclosure of a brain deformity. She attempted 

to keep busy at work and school and with the care of her first child. She lacked control 

over the situation and decided to “hope for the best and pray.” Sophia further explained, 

“no one expects pregnancy to be a time of sadness…you are anticipating this bundle of 

joy and it really transforms you and it warps the experience and becomes something 

unpleasant.” 
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 During this experience, Sophia was referred to a specialist and was offered 

amniocentesis. She declined the testing. Her thoughts were, “I preferred to be ignorant 

and deal with what we were given as opposed to finding out bad news…and consider 

options that I was not prepared to deal with.” She explained that her Catholic culture 

would not permit pregnancy termination. As the pregnancy progressed, she had another 

ultrasound. With this scan, the brain deformity was resolving, which gave her relief. 

 Even though the results were showing resolution of the deformity, Sophia did not 

believe the finding. She said, “There was not a gross deformity, but I was still suspecting 

that something was there…I wasn’t satisfied or excited about what was about to happen.” 

She searched for information about the condition through the Internet, but felt if her first 

physician did not know much about the finding, that she would not find answers as well. 

 During this pregnancy, Sophia and her husband were also dealing with another 

issue. Their daughter was having behavioral changes and they were in the process of 

having her evaluated for autism. This investigation overshadowed her current pregnancy. 

When Sophia’s son was born, he was healthy. The couple felt that they “were out of the 

woods so to speak…everything did resolve until behavioral issues presented at age ten 

months…I recognized them right away…the condition of autism repeated a second time.” 

 Sophia now had a second child diagnosed with mild autism. She felt that there 

was some correlation between the brain deformity and autism, but her daughter did not 

have any abnormal ultrasound findings like her son. The couple now continued their 

sadness about the diagnosis for both of their children. This sadness and pain was present 

when Sophia saw other pregnant women. She projected that they also may have a fetal 

abnormality and that others should not always expect a healthy outcome. Her words 
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were, “the bottom line is when I see people pregnant, I am not jubilated for them, I am 

not happy for them, it actually brings it all back.”  

 The couple continues to work with the challenges of caring for two autistic 

children. Sophia addressed missed opportunities for having a normal relationship with her 

children. The couple decided to not have any more children. Sophia’s thoughts were that 

“she would never know what it is like to have normal babies.”  

 Sophia experienced the burden of an abnormal ultrasound in isolation. In her lived 

world of relation with others, she did not share her fears and anxieties. She and her 

husband used prayer for comfort, but found denial as a resource in coping. Ultrasound 

technology demonstrated resolution of the condition, but the initial threat to Sophia was 

not resolved until she could physically see the birth of her son. Her lived world of time 

returned to the past as she reflected upon this experience. The pain of this experience still 

remains present for her. 

Summary  

 The 12 participant anecdotal narratives (stories) displayed both common and 

contrasting experiences. The technology of prenatal ultrasound screening brought 

unexpected findings to participants in their life worlds. The transitions that occurred 

during these experiences were part of their life worlds of lived time, lived body, lived 

space, and lived relation with others. The life worlds enriched the meaning of the stories 

in providing expanded dimensions of thought, emotion, and voice.  

 In writing the anecdotal narratives or stories, a reflective process was used to 

analyze the experiences and shape the developing themes. The participant, in telling the 

story, reflected upon the experience and meaning. The researcher and readers also reflect 
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upon the meanings when hearing or reading the stories. The reconstructed stories have 

illuminated the experiences and set the stage for thematic development of the 

phenomenon. Van Manen (2003) stated that in highlighting the theme, “the theme 

becomes the hermeneutic tool by way of which the phenomenon under study can be 

meaningfully understood” (p. 170).  The next section will describe the theme 

development and emerging phenomenon for these lived experiences. 

Essential and Sub-themes 

Introduction 

 In hermeneutic phenomenology, the isolation of themes illuminates the meaning 

of the phenomenon (van Manen, 2003). In rereading the transcripts and rewriting the 

anecdotal narratives (stories), ten essential themes radiated the essence of the experience 

for these twelve women. The transformation in hermeneutic phenomenology is that the 

reader has experienced the feelings and life world of the participants and finds meaning 

to the lived events. In retelling their stories, the participants give meaning to the 

experience in their words and expressions for self and others.  

 The themes are embedded in the living stories of the participants, which support 

the phenomenon. Van Manen (2003) enhanced the meaning of themes as he stated, “ 

“Themes are the stars that make up the universes of meaning we live through. By the 

light of these themes we can navigate and explore such universes” (p. 90). The themes 

empower the development of the phenomenological descriptions. (van Manen, 2003).  

 In developing the themes to describe the phenomenon, van Manen (2003) 

emphasized the development of essential themes. Essential themes are themes that “make 

a phenomenon what it is and without which the phenomenon could not be what it is” (p. 
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107). Essential themes are differentiated from incidental themes in that the significance 

of the essential theme defines the phenomenon. Without the essential theme(s), the 

phenomenon does not exist. The meaning of ten essential themes in this analysis was 

transformed from the illumination and unification of sub-themes.  

 In using a metaphor of a growing tree, the sub-themes are the roots and trunk of 

the branches. The branches grow and strengthen from these foundational structures. The 

branches of a tree have twists and turns as they grow toward the sun. The twisted and 

turned branches reflected the complexity of the life worlds of the individual. The 

branches become the essential themes. The branches create the shape of the tree, which 

provides the vision of the tree. As there are many distinct shapes of trees, such as 

dogwood, evergreen, maple, or birch, one recognizes the type by the shape and structure 

of the leaves, branches, trunk, and roots. Just as the shape of the tree becomes visibly 

distinguishable, the phenomenon of the lived experience becomes recognizable through 

the foundation of the sub-themes and branching essential themes. Without the presence of 

the essential themes, the phenomenon would not be recognized. The meaning of the 

phenomenon comes true through the thematic reflections and transformations of the 

story. The ten themes are described in relation to the existential life worlds. A summary 

of the branching essential and supportive sub-themes are listed in Table 5, followed by 

the discussion on the development and interpretation of the essential themes. 
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Table 5 

Essential Themes and Sub-Themes 

Essential Theme Sub-theme 

Blindsided with 
Unexpected 
Findings 

Didn’t know how 
to digest this 
information 

Disbelief Shock  

 

Fear Two headed 
monster 

Couldn’t produce 
good babies 

Concerned in 
losing him 

 

Loss Loss of control Fantasy loss Have a proper 
loss 

 

Threatened Safe 
Passage 

More responsible 
as the baby carrier 

Already loved him   

Blocking Blacked out Didn’t want to hear 
bad news 

Keep me 
positive 

 

Alone in Silence 

 

Hush- hush, don’t 
tell 

Almost as if it 
didn’t happen 

Pretend to be 
not worried 

 

Detachment Disconnecting Keep my distance   

Searching for 
Higher Powers 

God will take care 
of us 

It would fix itself Assume the 
best 

 

Watching and 
Wanting to Know 

Always another 
ultrasound 

Is he normal? Anxiety so 
consuming 

Searching 
for answers 

Unresolved 
Reflection 

Regrets Wish for a second 
opinion 

Hope for your 
sake 

 

 

Essential Themes 

 The ten essential themes are: (1) blindsided with unexpected findings, (2) fear; (3) 

loss, (4) threatened safe passage, (5) blocking, (6) alone in silence, (7) detachment, (8) 

searching for higher powers, (9) watching and wanting to know, and (10) unresolved 

reflection. Each of the essential themes is described with the supportive sub-themes in 
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this discussion. In the concluding discussion of the essential themes, the unity of the 

meaning of the phenomenon is presented.  

Blindsided by an unexpected finding. All the women in these 12 stories had an 

unexpected ultrasound finding, which lead them to a risk of a fetal genetic, congenital, or 

chromosomal disorder. Mostly, the women sought the non-invasive technology of 

ultrasound to view the sex of the baby or to confirm the growth or number of babies. Two 

participants had positive serum screening tests for Down syndrome in the early second 

trimester of pregnancy and an ultrasound was recommended to determine if there were 

anatomical characteristics of Down syndrome present. However, in these two cases, when 

obtaining this secondary screening method, they were still surprised with the unexpected 

abnormal finding. The women were shocked with the disclosure and possible risks of a 

neonatal disorder. They had disbelief that their perceived and growing baby would have 

an actual disorder or risk for a disorder. One participant was overwhelmed and numb 

with this finding and had difficulty digesting this information. As the weeks followed in 

pregnancy, the risks were dissipated with additional prenatal technology such as 

amniocentesis or repeat ultrasound testing. With others, there was an actual abnormality 

that resulted in the loss of the infant.  

 The descriptions of the sub-themes for this essential theme include “didn’t know 

how to digest this information,” “disbelief,” and “shock.” In this experience, their lived 

world changed. The women had expected a pleasant and comforting experience, but in 

the moments of the ultrasound screening, they were presented unknowingly with 

devastating news. Their lived space of comfort in pregnancy changed to shock, disbelief, 
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and overwhelming information that was difficult to adjust to. In this short-lived time, 

they were now moving toward an unknown experience of uncertainty and fear. 

 Sub-themes. Didn’t know how to digest this information. Natalie (09) and her 

boyfriend went for their ultrasound and expressed a mood of happiness. At this event, she 

was given information from her ultrasound that her baby had multiple findings that 

showed a non-viable dwarfism syndrome. The abnormalities were compressed chest and 

nose, shortened limbs, and hydrocephalous. She described this disclosure as, “I didn’t 

even know how to digest that kind of information back then. There was just a feeling of 

numbness…I had all kinds of emotions going through at that time.” It was difficult for 

her and her boyfriend to acknowledge the deformities that were present.  

 Disbelief. In Natalie’s (09) story, the recommendation was to terminate the 

pregnancy. Natalie and her boyfriend accepted this recommendation without being 

convinced that there were abnormalities. Natalie reflected that “I am questioning my 

ultrasound…I took a quick glimpse of it and didn’t see all the deformities…I just didn’t 

see it and I always questioned the ultrasound…I just didn’t see it.” At that moment in 

time, her dreams of a normal pregnancy and birth were diminished. She also had fear in 

her future lived time that she may not have the ability to have normal pregnancies and 

births in the future. 

 Gail (05) had a history of preterm births and with her third pregnancy she also had 

an abnormal maternal serum alpha-fetoprotein screening testing. This screening test 

indicated a risk for Down syndrome. She was directed to have an ultrasound to confirm 

anatomical characteristics of Down syndrome. The ultrasound scan was negative for 

characteristics of Down syndrome, but a gastrointestinal abnormality was discovered, 
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which would require surgery and which had a risk for other congenital defects. Gail’s 

thoughts were, “this isn’t happening…it’s just some weird thing that the ultrasound 

machine is wrong.”  

 Shock. Susan (03) shared that she went for a routine ultrasound, but was shocked 

that they found “a little cyst on the brain…it was something that should not be there and 

everything went through my mind…tumors…any kind of retardation.”   

 Carole (06) shared that she expected the pregnancy and ultrasound to be a 

pleasant experience. She was given abnormal ultrasound finding of polyhydramnios with 

subsequent risks of possible birth defects and genetic disorders. Carole’s words were that 

is was “stressful, devastating…a let-down because it was expected to be so happy-happy 

all the time and it ended with worrying until the delivery.”  

 Amanda (11) went for an early ultrasound to confirm a single pregnancy since she 

had a twin pregnancy in the past. Amanda and her husband had expected to be told that 

either that she had a single or twin pregnancy with this technology. She was instead told 

that her child “definitely had a malformation and looked like probably some kind of 

chromosome abnormality…at that point of course, I was sobbing.”  

 Sophia (12) and her husband were elated that they were expecting a boy with their 

first ultrasound. Their joy quickly dissipated as they were told that their baby had a brain 

deformity. Sophia explained, “We had an emotional jump to the opposite direction…we 

went from elation to an emotion that I don’t think exists, one of panic, one of concern, 

fear, it was shocking.”  

Fear. The essential theme of fear was developed from the sub-themes of “two 

headed monster” and “couldn’t produce good babies,” and “anticipated death.” With the 
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news of an abnormality, the women feared the unknown outcome of their infants. They 

were fearful that their babies would have severe cognitive and physical handicaps or 

would not survive. The women imagined horrific abnormalities that were not reflective of 

the actual conditions at risk. They were fearful for this pregnancy in their lived time as 

well as perceived fear for future pregnancies. Many times their perception of a disorder 

was exacerbated by their unknown knowledge of the risks related to the ultrasound 

finding.  

The women imagined visions of monsters or severely impaired infants as 

described by their words of “two headed monster” or “carrying who knows what.” They 

were overwhelmed with this fear. The world of lived body became a focus as the 

participants shared their body with their developing babies. In the moments of disclosure, 

their imagined healthy baby and pregnancy changed to a possible abnormality in their 

lived world of lived space. In the overall emotion of fear, they experienced uncertainty 

and a journey in lived time to come to know the outcome of this identified risk. The 

journey in seeking to know the outcome often consisted of repeated ultrasounds, which 

brought fear with each experience. They experienced failure within their lived body to 

achieve a healthy baby as described as “couldn’t produce good babies.” They were 

fearful of the future in that they may never achieve a successful pregnancy and infant. 

The ultimate fear was fear of death for their unborn babies. 

 Sub-themes. Two headed monster. Carole (06) was given information that she 

was having excessive amniotic fluid or polyhydramnios. She thoughts were, “They were 

telling me that polyhydramnios could mean birth defects and genetic disorders…All 

kinds of things were going through my mind of what sort of genetic disorders that they 
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could be. I was thinking it was at two-headed monster for all I could think of…There was 

no information on exactly what birth defects that it could be…it was just that it could be 

one and they just let my mind run free.” She further describes complex family 

relationships and an unwanted pregnancy by the other family members. Carla reflected, 

“Here I am single, baby’s father couldn’t give a crap…family wanted me to kill it…I 

guess because maybe that I never planned on having a family, I got what I asked for…it 

was my own fault.” 

 Sophia (12) had thoughts that she may have a “mentally retarded child or we may 

have a child with a brain disorder…no mother intentionally gets pregnant to have a 

disabled child…It is just not even in one’s idea.”  

 Amanda (11) shared that she had several ultrasounds, which created uncertainty 

and stress in her pregnancy. She was told that there was a malformation and likely a 

chromosome abnormality. Her thoughts were, “You could only imagine sitting there and 

hearing that there is something wrong with your child and you don’t know what it is and 

it’s not going to be normal…I actually thought that he was going to be born dead or 

malformed or part of his brain missing…At one point in time, I thought that he was going 

to come out without his fingers and toes and that he would be basically be an idiot…who 

knew…I was ashamed more than embarrassed because I felt like that it was my fault.” 

She shared that she cried almost everyday. She expressed, “I thought that I was carrying 

who knows what…It was awful.”  

 Couldn’t produce good babies. Natalie (09) and her boyfriend were surprised with 

the significant findings of the ultrasound. As told earlier in this paper, a fatal dwarfism 

syndrome was discovered in the ultrasound. Her thoughts were, “I guess I couldn’t 
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produce good babies; dysfunctional I guess…They said it was a anomaly from something 

happening in the chromosomal make-up that they can’t explain…I was kinda thinking 

that it was something in my genes or was there something in his genes…I took the blame 

all on myself…Was it me…Was it something I did…I was embarrassed about it.” In 

Natalie’s thoughts, her lived body failed her in achieving a healthy baby and she now 

faced fears for the future pregnancies. She said, “Maybe it will reoccur…so I always had 

that fear that something was going to turn up.” 

 Natalie’s pregnancy ended in termination in her first experience, but she again 

became pregnant several years later. In her lived time, she now faced fears of another 

anomaly. She said, “I remember that it was very scary and waiting to hear what the 

ultrasound results were going to be…what could it be…it was nerve wracking.”  

 Concerned in losing him. Frances (10) experienced another type of loss, an 

anticipated loss of her infant during prenatal diagnostic testing. She said, “I was just 

thinking that I already love him now and was concerned and I was worried…about how I 

would be losing him…I was surprised of how you love this little one before he was born, 

already…You know at 20 weeks, they are still little people you known, it doesn’t matter 

that they are not born.” 

 Carla (07) had concerns in losing her son through her complicated pregnancy. 

Due to significant growth restriction, an emergency cesarean section was ordered. She 

said, “I panicked, I’m 24 weeks and I didn’t even look pregnant…we thought of the 

hurdles, we can get through it…after, we realized that he couldn’t go through such pain.”   

In a few short days of lived time, the couple’s perceived concern for loss did become an 

actual loss as they took their newborn infant off life support. 
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 Carole (06) felt fear that she would have a severely physically impaired baby as 

described earlier. She also feared that her baby would not survive. Her words were, “I 

was thinking my child was gonna die.”   

 Amanda (11) was given news that her baby had a chromosomal disorder from the 

ultrasound report. She reported that the physician told her “that my child was not right 

and would have chromosomal abnormalities and possibly born dead…who knows”? As 

in Carole’s story, Amanda feared physical and cognitive deformities, but also a potential 

stillbirth. 

 Monica (08) had two prior miscarriages before her current pregnancy. She was 

faced with an abnormal ultrasound but greatly feared that this baby would not survive as 

well in her life world. She was experiencing a repeated fear of pregnancy loss through 

lived time.  

Loss. The essential theme of loss was shared among many of the participants. 

Though for each participant, the meaning of loss was different within their life worlds. 

The sub-themes of loss were described as “loss of control,” “concerned in losing him,” 

“fantasy loss,” and “proper loss.” The complexity of the loss was often related to the 

lived human relations and family values and traditions among the participants. Loss of 

control was verbalized as loss of decision making and loss of control over nature and 

childbearing. With the disclosure of an abnormal ultrasound, invasive amniocentesis and 

pregnancy termination procedures were offered. Women perceived a possible and actual 

loss of their baby with these procedures as they expressed a concern in losing the life of 

the baby. 
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 Women developed a perception of their visual image of the baby and future lived 

world as parent and child. With the disclosure of the abnormal ultrasound, they had lost 

their fantasy of this visual perception. Lived body incorporated both the actual or 

imagined pregnancy loss and the loss of an infant. When the individual was no longer 

pregnant, there was a loss of the pregnant self and the transition of fetus to infant. Lived 

time was also a component of the life worlds in this theme. As time passes, the loss may 

remain present with the individual or there may be a resolution to the loss. In lived space, 

the feeling of loss is held in the lived time of past, present, and future for participants. 

 Sub-themes. Loss of control. Loss of control was expressed in many of the 

experiences shared by the participants. This loss of control was both created from 

relationships evolving around the experience as well as the feeling of loss in the moment 

of space, time, and body.  

 Margo (04) felt a significant loss of control in her early pregnancy loss with 

repeated ultrasounds over time. With passage of time, she also had loss of control in her 

body and her ability to conceive a healthy child. She related, “It was very hard for me not 

being in control of what was happening…so for us, I wanted to actively get pregnant…It 

was a huge goal of mine…I felt so crazy that I could not handle not being in control of 

my body and when the right time was to get pregnant. 

 Natalie (09) felt loss of control in her body and her decision to terminate a 

pregnancy for a congenital disorder. She said, “They said it wouldn’t be viable hours 

after birth…I just felt that there was no option…I think that they made the decision really 

for me…I think that decision was already made for me by everything the doctors said…I 

just felt like I had to get this abortion.”  
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 Frances (10) shared about her loss of control in pregnancy when choroid plexus 

cysts showed a risk factor for trisomy 18. Her medical providers and husband 

recommended amniocentesis and possible pregnancy termination if the results were 

positive. She expressed, “He wanted me to do it and I didn’t want to do it…I went home 

and I knew if it was true, my husband would want me to have an abortion and I didn’t 

want this to happen… I do not think that I could do that if he would have wanted me to 

do that, so we disagreed on how we would handle this.” She further explained that she 

consented in having the amniocentesis, “I think that I did just what he wanted me to do 

and I was not happy about it…I mean I was just unhappy about it in not agreeing.” Her 

world of lived relations contributed to her dilemma in selecting diagnostic testing and 

pregnancy outcomes. 

 Amanda (11) also had an abnormal ultrasound displaying choroid plexus cysts. 

This news was devastating to her. She reflected, “You could only imagine sitting there 

and hearing that there is something wrong with your child and you don’t know what it is 

and it’s not going to be normal and there is nothing that you can do about at this point.”  

She followed the recommendations for return appointments and ultrasound. She 

expressed that in these visits, she had lost an opportunity for early termination. She said, 

“I waited and came back at 24 weeks…Then at that point, when I had another ultrasound, 

she (physician) said I should not wait to go and now it’s too late to terminate a 

pregnancy.” 

 Fantasy loss. Gail (05) shared her loss of the perfect pregnancy when a 

gastrointestinal defect was suspected. In her lived world, she had prior complicated 

pregnancies and hoped that she could have a normal pregnancy and birth in this third 
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pregnancy. She expressed, “Anything that I felt wrong, I had to look at (pause) it was a 

bunch of extra blood work…it really did not make it an enjoyable pregnancy…I didn’t 

have the chance to have that wonderful normal pregnancy where you don’t have to worry 

about something and you get to be happy and you get to enjoy it.”  

 Natalie (09) terminated her first pregnancy due to a severe congenital disorder, 

but felt a loss of the imagined child. She said, “I was preparing myself to have a baby, the 

whole scenario of carrying a baby in my arms, to prepare to have a baby…now all of 

sudden it was taken away from me and I was left with that longing, even though it wasn’t 

the time to have one, I wanted one.” She also shared that she remembered the loss of her 

infant whenever she saw other children who may have been the same age if her infant 

survived. She continued to have the loss of the fantasy infant/child through lived time. 

 Sophia (12) had an ultrasound finding revealing a possible choroid plexus cyst. 

She described it as a brain deformity and could not recall the medical terminology. 

Sophia experienced the repeat loss of the perfect baby through her lived experience. She 

expressed her loss of joy in this pregnancy. She said, “No one expects pregnancy to be a 

time of sadness…you are anticipating this bundle of joy and it (abnormal ultrasound) 

transforms you and warps the experience and becomes something unpleasant.”  

 During the progression of pregnancy, this condition resolved and she delivered a 

healthy male infant. Her joy was quickly faded as her healthy infant was later diagnosed 

with mild autism. This was her second child with diagnosed with autism. She believed 

that the brain abnormality found on the ultrasound had a correlation to the diagnosis of 

autism. She shared that there were many burdens associated with caring for a child with 

autism. She expressed the anxiety of parenting as well as with the child’s anxiety as: “It 
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is just so painful…it is very painful…you don’t plan to have a child that will suffer.” She 

explained that, as a couple, they would no longer have any other children. Her words 

were, “I don’t know what it is like to have a child that’s normal…I will never know that!” 

Sophia had repeated losses of the imagined baby in her lived space. The first loss was 

loss of joy during her pregnancy with the disclosure of a choroid plexus cyst. The second 

loss was when she realized that she would never have a child who is normal in cognitive 

behaviors. 

 Have a proper loss. Margo (04) had an early pregnancy loss. She shared that she 

lost her hope for a normal pregnancy when the ultrasound showed a blighted ovum. To 

add to this “unpleasant experience,” her health providers did not recognize her loss in this 

early pregnancy. She explained, “The ultrasound tech told me not to cry and that I was so 

young and get a grip…try again in a few months…you are very young; everyone has 

issues, everyone has miscarriages. It’s nothing to cry over…go home, have your 

miscarriage.”  

 Natalie (09) had multiples losses. She had feelings of loss of control, loss of an 

imagined child, and also a missed opportunity for acknowledging the loss of her “child.” 

Her loss was early in pregnancy at the beginning weeks of the second trimester. As told 

earlier, she had decided to terminate her pregnancy due to a fatal dwarfism syndrome. 

Natalie reflected, “Everything went wrong and I didn’t really have a proper loss…I didn’t 

know anything about anything; so this loss of this baby, I had no one to help me…I wish 

I had a burial, a proper burial for my child…I guess I have to come to terms and deal with 

that…Yea, I never really had a proper loss.” She wondered why her lived relationships 
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with family did not help her in her loss. Her thoughts were, “Why didn’t the traditions of 

the family kick in?” 

Threatened safe passage. In each of the stories, the women established a bond 

with their babies during pregnancy. Reva Rubin (1984) described the development of 

maternal attachment with the pregnancy tasks of seeking safe passage for their unborn 

babies. The pregnant female becomes the protector for the baby. As a protector, her bond 

becomes stronger. This safe passage is threatened with the advent of the abnormal 

prenatal ultrasound. The threatened safe passage is seen in the sub-themes of “little more 

responsible as the baby carrier” and “already loved him.”  

 The women felt responsibility in shielding their unborn babies from harm as well 

as participating in activities that promoted health. Their lived bodies acted as shields 

against danger. With the disclosure of an abnormal ultrasound, they feared an 

abnormality. In some, additional serum testing and ultrasounds were advised. The women 

were also approached to have invasive diagnostic tests (amniocentesis) to confirm the 

diagnosis. With this testing, they experienced the threat of a pregnancy loss. They also 

felt a threat to their bond with their unborn baby with the approaching decision to 

terminate the pregnancy for a chromosomal or genetic abnormality. The participants had 

established a lived relationship through love and bonding with their babies. They felt 

threatened that this bond would be shattered with the diagnostic testing technology or 

without their participation in care. 

 Sub-themes. Little more responsible as baby carriers. In having a previous 

neonatal loss, Carla (07) was cautious with her second pregnancy. She secured a new 

physician to care for her. She also had more appointments for ultrasound surveillance for 
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growth. She reflected that she felt more responsible for this pregnancy and did not want 

the additional responsibility for her husband’s emotions. She shared that she went to the 

visit by herself. Her words were, “It was a little more easier for me because as the 

mother, as the baby carrier, you feel a little more responsible. So I didn’t want to be 

responsible for his emotions too. I could do whatever had to be done.” Carla continued 

her prenatal care and completed a series of prenatal ultrasounds until delivery of a healthy 

infant. 

 Already loved him. Monica (08) was presented with the option for amniocentesis 

for diagnosis after an abnormal ultrasound. Her decisions were based upon her lived body 

experiences and her lived relations with her unborn baby. She explained, “Because of the 

losses before, I don’t know if I would be able to do that…it’s different when you feel the 

baby, when you feel the baby there; it’s like part of you right away.”  

 Frances (10) shared her feelings of lived body and lived relations when having an 

abnormal prenatal ultrasound disclosed to her. She portrayed a physical connection to her 

baby as well as an emotional relationship with her unborn baby. When her medical 

providers presented her with the diagnostic testing and possible pregnancy termination, 

her response was, “I was 20 weeks pregnant and had a big baby in my belly. Not like a 

full term and I already loved him…I was concerned and I was worried…in losing 

him…you know at 20 weeks, they are still little people…it doesn’t matter that they are 

not born…So I didn’t want to do that.”  

Blocking. Many of the participants discussed the disclosure of an abnormal 

ultrasound and subsequent withholding information, which may be harmful to them in 

their life worlds. The participants used blocking during different periods of their 
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experience when given a risk for a chromosome or genetic disorder. Some participants 

shared that they did not want any negative results or negative feelings to be divulged to 

them. They essentially blocked potentially harmful information to themselves as in 

protecting their inner self. Many of the individuals reflected upon disclosure to others if 

they assumed that the others would be positive for them and blocked harmful 

information. The disclosures to others often involved family members. They selected 

family members and traditions that would be helpful to them. 

 Sub-themes. Blacked out. Pam (02) shared her experience with multiple 

ultrasound markers for Down syndrome. In following her philosophy, she wanted to 

maintain a positive attitude through the screening and amniocentesis testing. She 

emphasized that she did not think about it, “I really didn’t dwell on it…I wasn’t going to 

make it part of every day.”   

 When Susan (03) sought information from a specialist about her abnormal 

ultrasound, she described this experience as blocking. She had experienced disclosure of 

fetal choroid plexus cysts. In retelling her story, she did not know about the correlations 

to chromosome disorders. Her words were, “I didn’t ask. I did not want to know the bad 

stuff. I wanted to take it one step at a time…the perinatologist told me a lot of stuff, but I 

could tell you that I didn’t really listen…I don’t remember listening to everything he told 

me…I think that I just blacked out. I just blocked everything out.”  

  Didn’t want to hear bad news. Monica (08) had prior pregnancy losses and was 

confronted with an abnormal ultrasound showing an intracardiac echogenic focus of the 

heart. It was a highly desired pregnancy as she was advanced in her maternal age and 
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wanted a second child. She described her experience with the ultrasound sonographer and 

medical provider as blocking out information that she did not want to hear.  

 Monica expressed, “It made me nervous because I didn’t want to hear anything 

that was really bad…to tell you the truth, I didn’t hear anything at all. I just wanted every 

thing to be ok…I didn’t want to hear anything negative. So when you worked so hard for 

this pregnancy, it’s that you have come so far, that you don’t want to hear anything.”  

 Sophia (12) also did not want to hear bad news. She declined having an 

amniocentesis, as she could not accept further bad news about a possible congenital or 

chromosomal abnormality. 

 Keep me positive. Carla (07) told her story about a complicated pregnancy with an 

ultrasound showing multiple markers for Down syndrome. She expressed how after the 

initial shock of having the results disclosed to her, she needed to return for repeat 

ultrasounds. Her husband was with her during the initial visit and shared that he would 

not come with her to the additional visits. He felt that he initiated the “bad luck” for her 

during the first visit. He then did not want to be the cause of more unfortunate news. 

Carla in her lived relationship with her husband was comfortable with her husband’s 

attempt to block out any “bad news” for her as he patiently waited for her in the waiting 

room. Carla reciprocally had not wanted to give her husband any bad news as well. 

 Sophia (12) was given the option of amniocentesis after finding an abnormal 

ultrasound result. She expressed, “I preferred to be ignorant and deal with what we were 

given as opposed to having to…get bad news and consider options.” 

 Other participants shared that their relationship with others gave them a positive 

attitude in coping with the experience of an abnormal ultrasound. Family members would 
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address positive aspects of the test results and would not communicate any negative fears 

to the expectant mothers. 

Alone in silence. The feelings of the participants of having a child with a 

perceived or actual abnormality were difficult to share. Some expressed feelings of guilt, 

embarrassment, and/or shame. In not disclosing their feelings and emotions, they were 

alone in their fears, losses, and threats. Their feelings continued in the lived time in the 

months in pregnancy as well as in subsequent pregnancies. Those with a previous 

pregnancy loss emphasized that they did not want to disclose information about a new 

pregnancy in protection of inner self and in protection of their loved ones. They 

expressed that they did not want family members to also suffer. The lived world of 

relationships was a dimension of their experiences and sharing to others. The sub-themes 

for this essential theme of alone in silence are “hush-hush, don’t tell,” “almost as if it 

didn’t happen,” and “pretend not to be worried.”  

 Sub-themes. Hush-hush, don’t tell. Margo (04) shared that they didn’t tell 

anybody that they were expecting after two spontaneous miscarriages. Her words were, 

“We kinda didn’t want to be hounded with what’s going on…We kept it a secret…We 

didn’t tell…We decided to wait until he came to the world, so people thought we were 

crazy, but we kinda had to do it for our mental sanity.”  

 Natalie (09) kept from telling others about her pregnancy termination except for 

her immediate family. As told earlier, Natalie had a fetus with a fatal dwarfism syndrome 

and only her sister and parents were told. She said, “We didn’t share it with anybody else. 

We were keeping it very hush hush…We didn’t know how to explain something like that 

to the family.”  
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 Natalie did not share about the complicated pregnancy to others, but also did not 

share her feelings at the time. She explained, “I never said that, I just kept it to myself. I 

never really verbalized my feelings or anxieties.” She also shared that she had not 

verbalized her feelings or event to her husband, “We never talked about that incident 

again. It was never, never, brought up again. I don’t know why.”  

 In Amanda’s (11) story, she shared, “I didn’t want to tell anyone because I didn’t 

want anyone to think that I was carrying around a retard or anything like that…That was 

how shallow (pause) not shallow, but that was my lack of knowledge.”   

 Sophia (12) also did not disclose the abnormal ultrasound to any of her family 

members. She expressed “that I do not want to talk about this…you just want to start 

crying and say we may be having some serous problems in our future, but you 

don’t…you hide and play the game of smiling back and being somewhat deceitful.” 

Sophia further explained that she did not want others to feel the pain that she was 

suffering. She also shared that she normally expresses her feelings and thoughts with her 

husband, but with this shocking information she said, “We were both in disbelief and 

could hardly speak.”  

 Almost as if it didn’t happen. Margo (04) had a cultural tradition of not telling 

anyone of a pregnancy until the beginning of the second trimester. Her Jewish culture 

also promoted holding off any celebrations or preparation until after the infant was born. 

For her, she found that the traditions created a mood of anxiety and “waiting for 

something bad to happen,” so she did not always follow the traditions. Margo and her 

husband did not disclose her third pregnancy to anyone because of their two previous 
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pregnancy losses. She shared, “It was almost as if it didn’t happen because no one knew.” 

Their prior failed pregnancies and disappointments were difficult to share with others. 

 Pretend to be not worried. Monica (07) in her lived relations selected to withhold 

information to her medical providers. She had two prior pregnancies losses and described 

fear and anxiety with this new ultrasound abnormality. She explained, “I can act like 

everything is ok; it’s like an act. I can pretend that I understand and make it look like I 

do, but I go home and freak out.” Monica did not share her feelings to her providers, but 

later sought out anonymous responses about her feelings in Internet chat rooms. 

 These women selected silence in coping with the disclosure of an abnormal 

ultrasound. They experienced multiple emotions of fear, loss, threat, embarrassment, 

guilt, and shame, yet remained silent to her lived relationships. In choosing silence, they 

became alone and isolated in their experience. 

Detachment. In coping with the emotional turmoil of an abnormal prenatal 

ultrasound, women used detachment as a coping mechanism. This essential theme of 

detachment was described by the sub-themes of “disconnecting” and “keeping my 

distance.” The women were fearful of the loss and pain that they would experience if the 

infant did not survive or had multiple abnormalities. The disclosure of an abnormal 

ultrasound and the threat to their infant’s survival was a complex experience in their life 

worlds. The life worlds were influenced by lived body, lived relationship with others, 

lived space, and lived time. They experienced the loss of their perceived baby and now 

were faced with possible neonatal death. Their lived space was filled with fear. Their 

lived bodies provided connectiveness with their growing babies, but their lived 
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relationship sought to disconnect this relationship to diminish their pain. They waited 

through the pregnancy and birth in lived time to determine the outcome. 

 Sub-themes. Disconnecting. Amanda (11) had a very difficult and joyless 

pregnancy. Her thoughts were, “I carried a baby who had something wrong with it…I just 

didn’t know. I didn’t get so attached in case something was going to happen…I kinda 

disconnected with the baby because I was thinking that this baby was malformed or 

chromosomally deficient. 

 Keeping my distance. Monica (8) shared her thoughts about her pregnancy in 

which there was suspected chromosomal abnormalities. She had two prior miscarriages 

and was concerned in losing this pregnancy. This pregnancy had significant meaning for 

her as she desired a second child. With an experience with an early preterm birth, she 

shared her uncomfortable feelings of separation. She expressed, “I was trying to keep my 

distance from him, so I wouldn’t get to know him very well. So it took a while…I 

thinking that I didn’t want to lose him; that something would happen.” 

Searching for a higher power. All the women in these 12 stories had an 

unexpected ultrasound finding, which lead them to a risk of a genetic, congenital, or 

chromosomal disorder for their baby. Many were shocked and surprised with the 

disclosure and possible risks. In some, the risks were dissipated with additional testing. 

With others, there was an actual abnormality that resulted in the loss of the infant. A 

common thought in their experiences was to cope through the search for a higher power. 

 The women hoped that the next ultrasound, diagnostic test, or birth of the baby 

would show resolution of the condition. Their faith gave them the strength for the next 

steps in pregnancy testing or birth of the infant. Faith was present over time for these 
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individuals. For some, faith was supported with their spiritual beliefs in God. Other 

participants had bonds with other individuals in their life worlds for faith. Their lived 

relationships supported their faith in that they could cope with their experience of an 

abnormal prenatal ultrasound. The essential theme of searching for a higher power was 

described by the sub-themes of “God takes care of us,” “it will fix itself,” and “assume 

the best.”  

 Sub-themes. God takes care of us. Spiritual faith was present for several of the 

participants. Mary (01) gave the example that she had a “belief in God that he takes care 

of us.” Her faith supported her through the pregnancy. Her words were, “I am confident 

that my third child will be fine no matter what.” She reflected that her spiritual belief and 

prior history of having non-complicated pregnancies gave her the faith that this 

pregnancy would be without event as well. She had a very minimal risk, but was 

frightened about the knowledge of the ultrasound finding and a possible cardiac defect. 

Mary referred to her life world of lived time. She looked back in time and recalled that 

she had two prior healthy children and believed that her infant would be fine in the 

present. 

 Monica (08) shared that she remained stoic in her relationship with others 

regarding her fears of a pregnancy loss and risk for chromosomal disorders. She 

expressed that it was important for her to pray alone and to have faith that this much 

wanted and complicated pregnancy would resolve to a healthy newborn. Her words were, 

“I have learned that if there is no one else there for me then there is always a God for me. 

So that is how I get through everyday…that is something that I can rely on for sure. It 

was very important for me.”  
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 Susan (03) sought the support of her family and husband when it was discovered 

that her infant had choroid plexus cysts. They were experiencing an unknown outcome. 

Her family gave words of support: “It will be OK, just trust in God and pray.” She 

followed the advice and, to her, hope, and faith later revealed the expected resolution of 

the choroid plexus cysts. Her life world evolved around the relationships with medical 

providers and her relationships with family and God.  

 The life worlds of space and time changed through this experience for Susan as 

the known risk later resolved. The lived space that she was within upon disclosure of an 

abnormal ultrasound changed to a lived space where she no longer felt a risk for her 

infant. Time passed with the feelings of distress changing to feelings of resolution. 

 Another participant, Natalie (04), experienced faith in her lived world. Natalie 

was now in her second pregnancy after a prior pregnancy loss. She expressed feelings of 

spiritual faith in her conversations about life and afterlife. Natalie shared,  “Just having 

faith that everything would go OK…that this couldn’t happen to me again…I guess that I 

said to myself, that this just can’t happen to me again!”  

 Carole (06) had an unexpected ultrasound showing persistent polyhydramnios. 

She would return for repeat ultrasounds with no improvement. Carole’s life world of 

relationships complicated her pregnancy. She was encouraged to terminate the pregnancy 

by her family because of being single and having an interracial relationship with the 

father of the baby. In contrast, her relationship with her grandmother gave her support 

through each ultrasound. She described this as, ”She would console me and say it going 

to be fine; it’s gonna turn out OK.”  
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 Carole also had a relationship with God during this experience. Her spiritual faith 

brought her peace during this time of need and turmoil. She reflected upon her faith in 

saying, “I thought everything happens for a reason. It was my duty to accept this gift and 

do it and since it was given to me, it was going to turn out alright and God would take 

care of everything if it was meant for him to be healthy.” Carole moved from the lived 

present to the lived future with this experience. She believed that this experience would 

provide strength for her in the future. 

It would fix itself. Pam (02) had multiple ultrasound markers and an abnormal 

maternal serum alpha-fetoprotein test, which is predictive of Down syndrome. She 

expressed her faith as she shared, “Maybe it could be, but I had a feeling that it wasn’t…I 

just felt like everything was OK…I just felt everything was fine.” Once Pam received the 

results of an amniocentesis confirming a normal karyotype, everything was fine and 

uneventful throughout the pregnancy. 

 Gail (05) had repeated ultrasounds for assessing a gastrointestinal fetal disorder. 

Each time that she returned for another ultrasound, her thoughts were “that it was going 

to be fine; that it would fix itself.” In her life world of time and space, she could not 

believe that she was again experiencing stress of a complicated pregnancy for the third 

time. She tried to maintain a positive attitude and thought towards the next phase in time: 

“There is always hope that when the baby is born that it might have fixed it itself.”  

 Gail expressed hope for a healthy outcome, but also relayed significant faith with 

her relationship with her mother and Jewish congregation. She knew that her mother 

would be there for her in any situation. With her help and the congregation, Gail could 

manage any foreseeable complications. 
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 Assume the best. Sophia (12) expressed her faith that the prognosis would be 

positive. She noted that she did not particularly utilize strong religious rituals. Her 

thoughts were “I just thought to assume the best, that my child would be OK.”  

Watching and wanting to know. For many of the participants, the initial 

ultrasound displaying an abnormality brought a new dimension of visual technology to 

their life worlds. The health providers as well as the participants could visually see any 

changes of the unborn baby. Some of the changes were positive in displaying a resolution 

of an abnormality, while other views brought further uncertainty for the outcome of the 

fetus. In the participants’ experiences, there was a search for meaning to the visual 

findings. They also sought to search for knowledge from peers, family, specialists, 

literature, and the Internet. There were some frustrations in their search for knowledge 

about their fetus’s condition.  

 The participants experienced lived time, as they watched for the outcome of the 

fetus during the months of pregnancy gestation. Watching and wanting to know brought 

forth new anxieties about the future. Lived space was a place in their life world where the 

participants moved from a state of unknowing to a state of knowing the outcome of the 

pregnancy and fetus. They also experienced lived relationship with their family, friends, 

and medical providers as they sought discovery of the meaning of the ultrasound 

findings. 

 Sub-themes. Always another ultrasound. Margo (04) watched for any promising 

changes in her ultrasound. It was her first pregnancy and she was excited about the future 

of a family. It was during her first early pregnancy that she began to have repetitive 

ultrasounds. The ultrasound could not confirm a viable pregnancy. The medical providers 



 

	   148 

reassured Margo that the pregnancy was fine, but that a miscalculation of gestational 

dates could be the reason for a confirming view. Margo shared, “Week after week, I kept 

hoping that this would be the week that they could actually see something…maybe I did 

miscalculate my dates…I was very hopeful. Hopefully each time that it would be the 

week that we saw something…for this one, unfortunately, I had my hopes up too long.” 

Margo further explained that as a non-experienced mother, she did not know about 

potential problems or “what to expect.” This pregnancy shortly ended as a blighted ovum 

or empty sac. She later discovered after a few years that the cause was related to an 

undiagnosed genetic blood disorder. 

 Gail (05) also had repetitive ultrasounds in her experience from the second 

trimester of pregnancy until the end of the term pregnancy. After disclosure of a potential 

gastrointestinal congenital disorder, her medical providers ordered additional ultrasound 

scans for any progression of the defect and for the growth of the fetus. Gail explained, “It 

was not even a nice or fun ultrasound like a regular pregnancy…every ultrasound that we 

had done was the same thing…so it was concerning because pretty much they said the 

same thing that when she was born and if it was the case, she would have to go straight 

into surgery…it was scary and I was always hoping that it would come up normal so that 

I wouldn’t have to worry about it…I was constantly watched and having to worry about 

every little thing.” Approximately a week before Gail delivered her infant, the last 

ultrasound view no longer showed a gastrointestinal abnormality. She delivered an infant 

without complications. A final ultrasound was completed after the birth of the newborn, 

which also revealed no abnormalities. 
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 Carole (06) was monitored in her pregnancy for excessive amniotic fluid. She 

relayed, “In every visit, every week, they would do measurements and said everything 

look OK and everything was fine…they really didn’t tell me what the measurement were 

and it was very scary for me.” She was concerned that they viewed her baby frequently, 

but never shared specifically what they were looking for. 

 During Carla’s (07) pregnancy, a 16-week ultrasound revealed an intracardiac 

echogenic focus of the heart. An amniocentesis was completed, which indicated no 

chromosomal risks. Though relieved by these findings, later ultrasounds identified 

abnormal growth of her fetus. Carla’s described this as a horrible experience: “I would be 

watching these ultrasounds and my child would go from the 50th percentile to the 24 

percentile…then we went to the 10th percentile; they told me it’s ok as long as it is in the 

10th percentile…then I would come in three weeks and it was in the 3rd percentile.” Carla 

had an emergency cesarean section for this inadequate growth at 24 weeks. The prenatal 

period of watching and wanting to know ended for this couple at delivery. Unfortunately, 

their premature neonate did not survive after eight days of life. 

 Is he normal? Couples and expectant mothers want to know if their infants are 

normal through the view of the ultrasound or at birth. Natalie (09) had terminated her first 

pregnancy for severe congenital abnormalities. Now with her second pregnancy, she had 

repeated ultrasounds and amniocentesis to assure that she had a normal baby. Natalie 

remained uncertain with these assurances. She said, “They told me that everything was 

growing normally…but I was not convinced that it was at all…never a 100 percent was I 

convinced that everything was normal until he came out.”  
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 Amanda (11) had been given information that her baby would have chromosome 

abnormality. After finding another provider later in her pregnancy, the ultrasound finding 

no longer indicated this risk factor. Amanda was uncertain with this new finding, as she 

had been told repeatedly in this pregnancy that she had a risk. Amanda said the 

ultrasound “eased my mind to an extent, but not 100 percent, because I had someone tell 

me that my child would be born deformed. It really did not matter what he said…so I had 

a c-section and was just scared to death that he was not going to come out right…when 

he pulled him out of my stomach, all that I wanted to know at that moment if he did come 

out OK, I just wanted see him for myself; so to see he was OK…he was perfect.”  

 Sophia (12) was also given information that the choroid plexus cysts had resolved 

in her pregnancy. She still awaited the birth of her infant to make sure he was normal. 

Her words were, “I wasn’t going to be satisfied myself until I saw what we were dealing 

with.” 

 Anxiety so consuming. In the search for wanting to know by both the participant 

and the medical providers, there was turmoil and uncertainty in this viewing. Carole (07) 

shared, “I just felt anxiety, dread. I thought that they would find something and that it 

wasn’t going to be OK this time; that it would become evident because I knew they were 

spending a lot of time on his head and his spine…So I was kinda thinking that it might be 

a neural-tube or something like that (pause) mostly fear and anxiety.”  

 Natalie (09) had a previous pregnancy loss. This event contributed to her anxiety 

over time and the space of experiencing an unknown future. She had two subsequent 

pregnancies. In both, she reflected, “I was so nervous…Maybe that it happened and now 

it skipped a generation and it will happen again...It skipped my son’s pregnancy and 
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maybe it will reoccur with my daughter. So plus, I was older, I was 34 when I had my 

daughter, so I was a little bit more nervous with her because of my age… It was nerve 

wracking. I was very nervous in waiting for the results…waiting to hear what the 

ultrasound results were going to be.”  

 Searching for answers. A common experience for these participants was 

searching for answers and wanting to know the meaning of abnormal ultrasound for their 

developing baby. They looked to others including professional relationships with their 

medical provider for answers. Mary (01) reflected, “Anyone who is given information 

like that should look it up. We live in such as age of technology that everything is 

available. There is a wealth of information available on line that they should research it 

and talk to their physician more about it.” 

 Susan (03) sought answers through the Internet and among her medical 

colleagues. She traveled a distance to find a specialist for the choroid plexus cysts that 

were found during her pregnancy. Though Susan found the resources that she wanted, she 

had told us earlier that once present in the office, she blocked out the information in fear 

of having bad news presented to her. 

 Carla (07) had a complex pregnancy with multiple markers showing chromosomal 

abnormalities as well as a fetal growth restriction related to early hypertension in 

pregnancy. She said, “I’m researching and knowing in my head that this is not 

good…they (physicians) are telling me to stop reading the computer and I probably 

should stop…I’m overwhelmed, but also feeling lost because I don’t know what else I 

can do…these people are the experts…they know what they are doing, but I never had a 
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kid before.” Her lived relationships with her medical providers became an obstacle in 

alleviating her concerns and her search for answers curtailed. 

 Monica (08) relayed that she gave her medical providers the impression that she 

understood the findings of her abnormal ultrasound. She shared that she then went home 

to research her baby’s condition. Monica said, “I talked to people on the Internet. I 

researched it, you know when you have question and answer responses…reaching out to 

other people through the Internet.”  

 Natalie (09) was devastated with the news that she was carrying a baby with a 

severe dwarfism syndrome. Her thoughts were, “We were just trying to figure out why it 

happened…was it one of our genes to make it happen…we weren’t sure about it or 

educated about it.”  

 Frances (10) began her journey in discovering an abnormal prenatal ultrasound 

with her search for knowing the sex of the baby. The ultrasound report displayed a risk 

for trisomy 18 or Edwards syndrome. She reported that she shocked with the report: “I 

was just reading the ultrasound to find out the sex of the baby. I was just shocked that 

they had this in the report. I had no idea.” 

 For Amanda (11), her ultrasound revealed choroid plexus cysts. As this 

ultrasound was a screening tool, she began to search for answers. Her physician 

recommended an amniocentesis for an absolute diagnosis. Amanda selected not to have 

this test. She was overwhelmed with this information and felt “completely unversed or 

uneducated about any medical terms or having to do with pregnancy…I was trying to 

research…I just found out what I could from books and the Internet…That was the only 

information that I could get.”  
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 Sophia (12) expressed limited knowledge of the choroid plexus cysts and 

significance. She noted, “I did not understand and I still don’t understand to this day. I 

was unable to get answers.” She thought about Internet searches, but did not persist in 

finding information. She found that her medical provider did not know much about the 

condition and she did not expect to find much more beyond his explanations. 

Unresolved reflection. In reflection of their experiences, the women shared their 

disappointments and joys. Many experienced anguish as they waited for the outcome of 

the birth. Most had a positive outcome at the end of pregnancy and were freed from 

anxiety with the birth of a healthy living infant. Though many of the participants had 

positive outcomes at the time of birth, they had experienced missed opportunities for an 

anticipated joyful experience. Their lived experiences created emotional turmoil in the 

moments of time in the past and returned to the present in reflection.  

 In telling their stories, the life worlds of lived time, lived relations, lived body, 

and lived space returned to them as they reflected upon the experience. In reflection, they 

discovered that their questions and emotions were still present. Their feelings of loss 

were still present with them. Their relationships with others such as husbands and parents 

were unresolved. It was unknown to some participants why their husbands did not 

verbalize and share their feelings. Some participants had unresolved emotions about the 

influence that was placed upon them by their husbands to have invasive testing. For 

some, it was unknown to them why their parents and family did not aid them through this 

experience.  

 Lived relationships that were unresolved for some participants were with their 

medical providers. They expressed that uncertain and limited information was given to 
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them for their decision making. One participant found that her medical providers 

discouraged her from seeking answers. Some found alternative resources such as 

maternal fetal specialists or reproductive endocrine specialists without the help of their 

primary medical provider and were shocked in why they were not referred earlier. Other 

women expressed a lack of empathy from their medical providers during their experience 

of emotional unrest. They indicated that the only directives were toward more 

technological testing for support.  

 Sub-themes. Regrets. Carla (06) had two significant experiences with having an 

abnormal ultrasound. In the first pregnancy, her infant did not survive. She was resentful 

that her condition was not discovered earlier and that referrals were not made earlier. She 

was also discouraged from searching for her own answers to her medical condition and 

subsequent complications with her pregnancy. Carla’s feelings were, “In my birth 

experience, someone should not tell me to turn off my computer. I wasn’t in healthcare, I 

didn’t know anything…I was the one who said it was preeclampsia, not the doctor…I felt 

like a piece of meat, I was just the patient; I felt the doctors were doing it for the money.”

 In her second pregnancy, Carla again had a risk factor for a chromosome disorder. 

In this pregnancy, the risk was minimal. She also had additional testing that reduced her 

risks for any disorders. Carla regretted that she worried throughout this second 

pregnancy. She was very grateful that a suspected abnormality was not present at birth. 

She felt both grateful and relieved. She continued to remember the “constant state of 

anxiety and stress” in her pregnancy after 18 years had passed. She angrily felt that she 

“had to worry all about that for nothing.”  
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 Margo (04) had two difficult spontaneous miscarriages. She regretted that during 

the first pregnancy, her hopes extended with additional ultrasound scans. The pregnancy 

loss was difficult, but more so with the extension of lived time. In reflection Margo said, 

“Now as an experienced Mom, I would know the signs if something was going sour, and 

I would not have had at all the same reaction. I would have accepted it and I would have 

been fine with that.” She regretted that she did not have the knowledge or experience to 

guide her through her losses. She also shared her thoughts about her lived relations with 

her medical providers. She greatly regretted not having the comfort of a caring provider 

during her loss. 

 Amanda (11) had regrets of not having a normal pregnancy during this 

experience. She shared that her family and friends were very excited about her pregnancy 

and approaching birth. During this anticipated time of joy, Amanda reflected, “I didn’t 

get to enjoy the pregnancy like I should…I was worried everyday that something was 

going to happen.” When friends and family gave her a baby shower, she said, “It was 

bittersweet. I was certainly appreciative of the effort that they gave me, but for me, in the 

back of my mind, this may be all for naught.”  

 Amanda and her husband also regretted that they had not seen a specialist earlier. 

They both had discussed their thoughts about parenting special needs children and quality 

of life. The couple felt that they might have selected termination as an option, which was 

not given to them as a choice. 

 Wish for a second opinion. Natalie (09) regretted not having a second opinion. 

Her thoughts remain with her after 23 years. She recalled that she did not see the 

malformations on her infant that were identified in the ultrasound. She wonders if the 
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findings were accurate. Natalie also continues to regret that she had no afterlife care for 

her infant and retains an incomplete closure of her loss.  

 Hope for your sake. Sophia (12) reflected upon her pregnancy experience when 

having an abnormal ultrasound. Though she had a normal birth and infant, later, it was 

discovered her child developed autism. When she encountered other pregnant women, 

she projected her painful burdens upon them. She believed that not all women would 

have a healthy outcome as in her experience. Her thoughts were that they too should 

beware of the loss of the perfect pregnancy and child as she did. 

Summary 

 Ten essential themes were illuminated during the data analysis. These themes 

were: “Blindsided by Unexpected Findings,” “Fear,” “Loss,” “Threatened Safe Passage,” 

“Blocking,” “Alone in Silence,” “Detachment,” “Searching for Higher Powers,” 

“Watching and Wanting to Know,” and “Unresolved Reflection.” Each of these themes 

was supported by sub-themes, which created the richness of the experience. These sub-

themes represented the diversity of the participants in their lived experience. The stories 

of each participant shared the complexity of their life worlds. The life worlds of lived 

time, lived space, lived human relation, and lived body gave insight to the existential 

dimensions and complexity of participants.  

 In lived time, the women would express their past pregnancy experiences in 

relationship to the current pregnancy. Often with prior pregnancy losses, they relived 

losses or complex pregnancies in the current pregnancy and feared repeat losses. 

Relationships were important to individuals, yet they often selected silence in enduring 

their fears. They were alone in their anguish. In lived space, the moments of fear often 
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continued throughout the pregnancy. For some, their fear became actual losses. 

Pregnancy combined both lived body and lived relationship with the growing fetus. 

Women had established relationships with their growing babies and feared loss or 

unforeseen abnormalities. 

 The themes highlighted the essence of the lived experience of having an abnormal 

prenatal ultrasound. This routine, non-invasive screening tool yielded many unexpected 

and profound experiences for the participants. Women were blindsided by the unexpected 

findings in ultrasound technology. They sought a pleasurable experience, but suffered 

with shock and disbelief. Some experiences ended in the healthy birth of a newborn, 

while others had a perinatal loss. The participants remembered their journeys through the 

experience. The journeys were of suffering through this experience. The participants 

wanted to know more about the condition and searched for answers. However, they were 

also cautious in their search as they did not want to add to the burden of the existing risk 

and coped by blocking information. 

 Many participants experienced the burden of the risks in silence and isolation. 

They had lived relations with others, but did not use these relations for support. They felt 

guilt and shame in not carrying a healthy baby. The participants felt that they had the sole 

responsibility for carrying a successful pregnancy. The lived world of body reflected 

upon their changing bodies and desire to protect their self-image and babies.  

 The women experienced perceived and actual losses during this experience. Their 

coping ranged from faith and hope to detachment in protecting themselves from harm. In 

reflection of their experience, they expressed missed opportunities. The participants 

resented the lived time that they experienced in feeling fear and anxiety. They resented 
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not having knowledge and opportunities for decision making. The women missed the 

experience of enjoying their pregnancy. Some women also reported resentment in that 

they did not have the compassionate support from their health providers. 

 In retelling their stories, the participants were able to interpret the meaning of the 

experience within their reflection of their life worlds. Their reflections incorporated the 

relations with others, lived time, meaning of the pregnant body, and the point or space 

they existed within during the experience. In writing the words of the participants, the 

significance of the experience is illuminated for others to view and reflect upon.  

Conclusion: Unity of Meaning 

 Ten essential themes described the meaning of the lived experience of having an 

abnormal prenatal ultrasound. In van Manen (2003) hermeneutic phenomenology, 

researchers are directed to highlight the themes that capture the meaning of the 

experience through writing. This method of inquiry is a reflective process that captures 

the essence of the experience. There is no specific textual organization prescribed other 

than to bring forth the truth in writing. Morse (1994) described reflective insight into 

human experiences with the representation of “themes, metathemes or metaphor, and 

compassion and self-understanding with the whole of the human condition” (p. 124). The 

process is to communicate the unity of meaning to represent “belongingness and 

interconnectedness to the whole of the human condition both historically and universally” 

(p. 124).  

 In unifying the 10 essential themes, the meaning of this human condition was that 

women suffered in the midst of technology. Women suffered in not knowing the 

implications of prenatal ultrasound screening for chromosome and genetic disorders and 
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were blindsided by unexpected findings leading to a risk for their babies. They suffered 

with feelings of shock and disbelief.  

 The women suffered from fear and loss. They feared unspeakable malformations 

and a possible death of their baby. The women suffered in loss of control in decision 

making and loss of control of their bodies with the abnormalities that occurred. They also 

suffered in the loss of their imagined joy of pregnancy and baby. A small number 

unfortunately suffered an actual perinatal death and loss.  

 Women established a bond in pregnancy to their unborn babies and suffered a 

threat to this bond. They sought to protect their baby in their lived body, but were 

challenged to decide about invasive testing and pregnancy termination, which may break 

or harm this bond. 

 The participants sought to cope with the shock, disbelief, fear, loss, and threats 

erupted by the ultrasound technological results. They suffered from the emotional 

turmoil, but also with unsuccessful coping.  

 The women sought to block out bad news. They suffered in hearing the bad news, 

and blocked out critical information and counseling support that may have been helpful 

to them. In coping with bad news, the participants disclosed the abnormal findings with a 

selected few or with no others. They described feelings of embarrassment and shame. In 

their explanations of why they remained silent, the women indicated that they wanted to 

protect their own inner health and family from sorrow and pain. Some participants shared 

their experiences with family and friends, which was a part of their family traditions. 

Though others sought silence, in keeping silent, they suffered in isolation as they carried 

the burden of risk of their babies. 
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 In coping for some, they could not tolerate the embarrassment of the risk for an 

abnormality and sought detachment to protect themselves from the anticipated loss. For 

another, the mother was so fearful of a loss, she could not move forward in connecting 

with her baby until he demonstrated his survival. Many identified spiritual faith as an 

integral part of their family values and traditions. Some expressed spiritual faith and 

others identified a faith in their experiences and self that the condition would resolve. 

Their faith guided them throughout the experience, but they still suffered from waiting 

and uncertainty until the birth of their baby. 

 Many women actively sought information about their baby’s condition. They 

suffered from the lack of knowledge for their decision making. The participants all 

reported contacts with specialists and genetic counseling sessions, but continued their 

search as they were not satisfied with the responses or available information. They also 

accepted additional testing such as amniocentesis and repeat ultrasounds, but suffered in 

fear that there may be another problem identified or that a cyst, cardiac highlighted area, 

or excessive or inadequate amniotic fluid remained present.  

 In reflection of their experiences, they recalled the feelings of frustrations, fears, 

and losses. Though a significant time of time had passed from the experience of the 

abnormal ultrasound, the participants still suffered from their emotional experiences. 

They suffered with the regret of not having a second opinion or optimal and timely 

referrals. Most of the participants had healthy outcomes, but still regret that they did not 

have an enjoyable pregnancy. The participants also regretted that the medical providers 

and technicians were not more compassionate in caring about their emotional needs. The 

women described the technological supervision of their care, but recognized that health 
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care providers lacked the recognition of the participants’ feelings and emotional turmoil. 

The participants were essentially abandoned in knowing and caring in the midst of 

prenatal ultrasound technology. 

 The next chapter in this paper will explore the 10 essential themes and unity of 

meaning with the current literature. This exploration will assist in exemplifying the 

phenomenon as well as in discovering common and different phenomena in this 

experience of having an abnormal prenatal ultrasound.  



 

 162 

CHAPTER 5 

DISCUSSION OF THE FINDINGS, SIGNIFICANCE, AND RECOMMENDATIONS 

Introduction 

 The discussion for this chapter will begin with the research findings. The 

significance for nursing and recommendations will conclude this chapter. The purpose of 

this chapter is to illuminate the themes and the unifying meaning with extant literature. 

With the onset of this research, the aim was to unfold stories and interpret the experiences 

of women who had an abnormal prenatal ultrasound indicating a congenital, 

chromosome, or genetic disorder within the context of their cultural values, beliefs, and 

traditions. Within this chapter, the researcher will exemplify the phenomenon. Van 

Manen (2003) explained that there are various methods in balancing the research content 

from the parts to the whole. In interpreting other modalities of the phenomenon through 

an examination of the literature, one will find similar and contrasting concepts for a 

greater understanding of the lived experience. This knowledge enhances the significance 

of the findings, which then directs future nursing practice, education, policy 

development, and research.  

 The overall unifying meaning for this research was that women experienced 

suffering within the midst of technology when having an abnormal ultrasound. The 

search for the unifying meaning brought forth shared cultural experiences. Although 

women expressed differences in their culture, they universally shared suffering in having 

an abnormal ultrasound. The essential themes supporting this unifying meaning include 
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(1) blindsided by unexpected findings, (2) fear, (3) loss, (4) threatened safe passage, (5) 

blocking, (6) alone in silence, (7) seeking higher powers, (8) detachment, (9) watching 

and wanting to know, and (10) unresolved reflection. 

 The prenatal ultrasound technology had brought forth unexpected findings. The 

participant’s suffering began with not knowing about the possible disorders that could be 

found in prenatal ultrasound screening. The women developed fears of the unknown 

pregnancy and infant outcomes. They expressed a lack of understanding of the meaning 

of the technological ultrasound finding. They suffered in both anticipated and actual 

losses. There was uncertainty and anxiety, which contributed to the threat of safe passage 

of pregnancy.  

 In coping with unknown and overwhelming fears and threats, the participants 

sought to use coping mechanisms such as blocking any bad news, avoiding disclosure of 

their experience to other in silences, becoming detached, and seeking faith. They shared 

their cultural beliefs and traditions that could enhance or reduce their suffering. Within 

the participants’ descriptions of cultural beliefs and traditions, they included their 

spiritual values and beliefs. These spiritual beliefs were identified as belief in God or 

participation in organized religion. These beliefs, termed “seeking higher powers,” were 

consistently used among the participants of all cultures as a way to reduce their suffering. 

 The women searched for more information. In their search for more information, 

they wanted to know the future outcomes and solutions for resolution. They were directed 

toward additional technological screening and diagnostic testing. The women and their 

families wanted to know more, but often experienced uncertainty and anxiety with 

additional technology. In reflecting upon their experience, they regretted not knowing 
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more and having the ability to participate more in their care. They also regretted not 

having the support from health providers in dealing with their suffering. 

 An unexpected finding in theme development was the deficit of an essential 

theme or themes that illuminated the participants’ cultural values, beliefs, or traditions. 

The expression of their cultural values and beliefs were often found as descriptions 

within van Manen’s (2003) descriptions of lived relations with others and lived space. 

The participants shared their interactions with significant others, which portrayed 

inclusion or exclusion of family members and traditions. An example was Margo (04), 

who shared her Jewish family traditions of withholding infant preparation until the birth 

of the baby. She expressed that this tradition was not helpful as she wanted to overcome a 

loss of control when having an abnormal ultrasound and sought preparation for the future 

birth.  

 Another participant, Gail (05), who self-identified herself as Jewish, shared the 

importance of the Jewish congregation as supporters for a positive birth outcome. She, 

interestingly, also indicated that she had a family tradition of home birth and with a 

complicated ultrasound finding showing a gastrointestinal defect, she lost this 

opportunity to include this tradition.  

 In these two examples, both Margo and Gail had identified Jewish cultural 

traditions. Yet, the essential theme for both unfolding stories was loss. Margo 

experienced loss of control and Gail shared a loss of a perfect pregnancy. With individual 

and different cultural values, beliefs, and traditions, the participants shared a common 

experience. Their experience unified the essence of suffering even though they had 

different cultural traditions when exposed to an abnormal prenatal ultrasound finding. 
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 In the review of extant literature, the researcher clarifies and highlights the 

significance of the phenomenon for nursing practice, education, policy development, and 

future research. The essence of this lived experience through hermeneutic 

phenomenology expands nursing knowledge for the future. 

Theme Discussion 

Blindsided by Unexpected Findings 

 The women suffered with shock, disbelief, and overwhelming emotion with the 

disclosure of an abnormal ultrasound. The majority of women (10) were seeking a routine 

ultrasound for growth, gestational dating, and sex of the baby. Two participants had 

abnormal maternal serum tests indicating a risk for trisomy 21, but also did not expect the 

abnormal finding on the ultrasound. Researchers have reported various levels (31%-91%) 

of knowledge and informed consent before obtaining a prenatal ultrasound (Baillie et al., 

2000; Larsen et al., 2000; McCoyd, 2013; Mitchell, 2004; Sandelowski, 1994; van den 

Berg et al., 2005; Williams et al., 2002). 

 Baillie et al. (2000), Sandelowski (1994), van der Zalm and Byrne (2006), and 

Whynes (2002) addressed the fear, anxiety, and apprehensiveness of the future from 

findings of an abnormal ultrasound. McCoyd (2013) found that more than half of the 

respondents in her study did not anticipate any problems with an anticipated ultrasound. 

When abnormalities were found, the surprise and shock of the event hampered decision 

making in selecting future testing. 

 The past studies display similar findings to this study regarding the unexpected 

disclosure of an abnormalities and the sequence of events that follow. Another concern is 

the future of ultrasound screening and counseling. Bilardo, Timmerman, Pajkert, and van 
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Maarle (2010) discussed situations in which the ultrasound finding of nuchal 

translucency may not only be an indicator for aneuploidy or an abnormal chromosome 

number such as trisomy 21, but also an indicator for other disorders such as spontaneous 

miscarriage, intrauterine fetal death, heart defects, and genetic syndromes. The plight for 

some families is that even though there may be a normal karyotype after amniocentesis, 

they still must endure uncertainly for a period of time since other conditions are not 

easily diagnosed prenatally. The authors found that it was difficult to provide assurance 

to women in having a positive outcome for their infants.  

 Fisher (2011) discussed the increase in frantic calls from parents in the United 

Kingdom regarding an abnormal ultrasound finding. This author provided an example 

using the soft marker of an absent nasal bone on an ultrasound. This finding is associated 

with trisomy 21. The provider must be both skilled at detecting this alteration and have 

the ability to recognize normal deviations in ethnicities. This absent marker, which is 

influenced by provider reliability, may then precipitate unnecessary invasive testing. 

Fisher reported: “In our experience, many women suffer a level of distress that is wholly 

disproportionate to the predictive power of an absent or hypoplastic fetal nasal bone in 

isolation (p. 48).” 

 With new ultrasound technologies, screening, and complex interpretations, the 

incidence of unexpected findings will continue in future health care practices. Pre- and 

post-counseling now becomes necessary for low risk and high risk populations of what 

was considered a benign and non-invasive screening tool. Fear and loss are also a 

concern with the disclosure of abnormal prenatal ultrasounds. To reduce this unexpected 
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exposure and emotional shock and belief, nurses must become part of the health team in 

identifying this concern and reduce the discomforting emotions. 

Fear 

 The fear of an abnormality found on a screening ultrasound was vividly expressed 

by participants of this study. The women suffered with this fear. Expressions such as 

“two-headed monster,” “some kind of brain deformity,” “who knows what,” and “some 

kind of retard” were used to describe their impressions of the findings. As Fisher (2011) 

had described earlier, their fears were often disproportionate to the actual risk. Though 

disproportionate to the risk, the women expressed deep concern and often did exhaustive 

searches for answers and resolution. Van der Zalm and Byrne (2006) and Cristofal et al. 

(2006) found that their fears were accelerated in waiting for results after seeking 

amniocentesis. Many remained fearful until the end of pregnancy. Authors Aune and 

Möller (2012) found dual fears in their study. The fear of a threatened termination and 

fear of having a child with an abnormality were both concerns for the participants after an 

abnormal ultrasound. The authors further found in reducing fear, avoidance was used as a 

coping mechanism. This concept was also discovered in this study as participants avoided 

sharing their experiences with others. If they did share their experience about an 

abnormal ultrasound, they selected only those family and friends who were deemed 

supportive. 

 Fear was common theme in many of the studies. The expression of fear was often 

exacerbated with misinterpretation of the risks. Risk assessment and counseling is 

complex and uncertainty is present while waiting for results or for the birth of the infant. 

Though prenatal technology brings advancement in screening and diagnosis, some 
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women will suffer with fear. The complexity of future technology will likely surrender 

women to fearful experiences. 

 In looking at other types of genetic technology such as testing for familial 

adenomatous polyposis (a condition leading to colorectal cancer), Douma, Aaronson, 

Vasen, and Bleiker (2008) found fear with anticipation of cancer development. The 

individual and family’s well-being was comprised compared to the general population. 

This would be an expected finding, as this study validates the effect of genetic disorders 

on perceived well-being of the individual. Long term well-being for women in this study 

and for others is a concern for individual and family functioning. The goal for nurses and 

others is to anticipate these fears and provide caring and support.  

Loss 

 The meaning of “loss” among the participants embodied several dimensions of 

loss. The women suffered in loss, which included loss of control, fantasy loss and a 

proper loss. Aune and Möller (2012) noted that individuals (N=10) also felt a loss of 

control in their population when having an abnormal ultrasound. The loss of control 

focused upon urgent decision making for invasive diagnostic procedures and pregnancy 

continuation. 

 In this study, there were three women who had perinatal losses. The emotions that 

they described in subsequent pregnancy and prenatal ultrasound experiences were similar 

to the findings in the research by Côté-Arsenault and Morrison-Beedy (2001). The 

women in their study (N=21) expressed fear in future pregnancies. They also lost the joy 

of the pregnancy in anticipation of another life altering event. They had heightened 

concerns and uncertainty. The women anticipated another loss and held back in birth and 
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infant preparation. In Côté-Arsenault and Morrison-Beedy’s study, the participants 

acknowledged caregiver responses that were helpful. Caregivers that recognized the loss 

and grief and listened to the individual’s concerns were most helpful. 

 Williams and Schutte (1997) had similar feelings of fantasy loss in their study. 

When parents were found to be carriers of an autosomal recessive or X-linked genetic 

disorder, they expressed loss of hope for a healthy child. Also in this experience, they 

expressed a tremendous sense of guilt and sadness of passing on this genetic condition. 

 Margo (04) and Natalie (09) of this study reflected upon the lack of insightful 

responses for their loss. Though Côté-Arsenault and Morrison-Beedy (2001) found some 

positive responses for support within their research, this is an area that caregivers can 

greatly improve upon.  

 Another loss was that of the perfect pregnancy. In an early study by Alteneder et 

al. (1998), their participants (N=16) experienced an abnormal maternal serum alpha-

fetoprotein tests used for trisomy 21 screening. Though they used technology of 

karyotyping and ultrasound to confirm a healthy infant, they remained worried in that 

they would never see the birth of the perfect child. 

 The theme of loss was significant in this study as in other studies involving the 

technology of prenatal screening and diagnosis. Loss engaged the past, present and future 

experience of the participant’s lived worlds. Recognition of this loss by nurses and health 

providers becomes essential in the care to reduce suffering. 

Threat to Safe Passage 

 The women experienced threats for a healthy and safe pregnancy with the 

disclosure of an abnormal ultrasound. The participants described this as “a little more 
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responsible as baby carriers” and “already loved him.” Safe passage is a term used by 

Rubin (1984) to describe a developmental task during pregnancy in securing maternal 

and infant bonding. The early theorist, Rubin, identified progressive stages in reaching 

maternal identity and infant attachment. With the disclosure of an abnormal ultrasound 

the bond can become interrupted as described in the essential theme of detachment. 

 The participants (03) who had heightened levels of threats were women with 

previous pregnancy losses. They recalled their prior losses and suffered with this threat to 

safe passage. They were confronted with invasive diagnostic testing for determination of 

the actual risk. These women maintained a protective armor against invasive testing with 

the threat of a loss. They had already established maternal infant bond and did not want a 

repeated loss.  

 Rubin (1984) described this protective mechanism as a maternal task. The mother 

seeks to conserve herself and her family and to accommodate for the unborn child. She 

stated, “The concern is for both self and baby. There is no separation: what endangers 

one endanger the other” (p. 55). The participants were responsible for the infant and 

carried through with arduous prenatal visits and repeated ultrasounds. Though with each 

repeated ultrasound, they experienced fear that another abnormality would be found. 

They also anticipated that their infants would not survive invasive procedures or survive 

through the birth.  

 Alhusen (2008) reviewed studies about maternal fetal attachment and discovered 

a wide influence on enhancement or reduction of this bond. The bond was modified when 

there was uncertainty from a screening test such as maternal serum alpha-fetoprotein. 

Other factors such as anxiety and depression also impaired maternal infant attachment. In 



 

	   171 

contrast, Hedrick (2005) reported upon women with a nonlethal congenital abnormality. 

Though they recognized the alteration and consequences, their maternal bond remained 

strong. 

 The women in this study had a threat to their bond, but embraced the challenge. 

They sought to strengthen the connection in completing necessary prenatal visits and 

further screening. They halted invasive testing that may have threatened viability of their 

infants.  

 Securing safe passage is a significant psychosocial task that embodies both the 

mother and unborn infant. The technology of ultrasound has placed a threat on the safe 

passage and future bond. The women suffered in threatened safe passage. The nurse and 

others must recognize the complexity of maternal infant bonding and seek to diminish 

threats to women. 

Blocking 

 When disclosure of an abnormal ultrasound was given to women, they used 

different coping mechanisms. When they suffered with the risk of a chromosomal, 

congenital or genetic disorder, one method of coping was blocking. Descriptions of this 

avoidance response was “blacked out,” “didn’t want to hear bad news,” and “keep me 

positive.” They sought information and obtained consultations with genetic counselors 

and maternal fetal specialists, but blocked out what might have been a negative 

consequence. The women surrounded themselves with those individuals that would only 

support them. They did not want to be challenged with more threatening news. 

 Case, Andrews, Johnson, and Allard (2005) discussed the concept of avoidance 

with cancer genetic testing, disease and pregnancy. Individuals sought to know about a 
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disease, birth outcome or genetic diagnosis, but also sought to avoid select information in 

reducing anxiety. In other non-reproductive genetic screening, avoidance created more 

distress in individuals. Dougall et al. (2009) found increased distress over time, when 

women selected avoidance in coping with breast cancer susceptibility.  

 The authors Lalor, Begley, and Galavn (2008) used the term “blunting” in 

describing avoidance of information. This grounded theory study (N=42) had a sample of 

women also experiencing a fetal abnormality through ultrasound. Participants sought 

information, but also avoided listening to content that indicated deterioration of the 

fetus’s well-being. The participants in Lalor’s et al. study also found that hearing 

something positive was important in reducing anxiety. This concept of avoidance in 

uncertain situations has been studied for many years and emerges with this study for the 

women disclosed with an abnormal ultrasound. 

 Women’s anxiety, fear, and uncertainty remain constant with the risk of a birth 

disorder. To reduce their suffering of the technological discovery, women use blocking as 

a coping mechanism. This complex issue is important to identify when counseling 

individuals and families for reducing uncertainty and fear. Counseling needs to be 

tailored to the individuals health-seeking behaviors for reducing distress and selecting 

interventions that will promote health. Nurse and others need to recognize this 

mechanism and find positive pathways to reduce their emotional turmoil. 

Alone in Silence 

 The women of this study suffered alone in silence as described in their words of  

“hush-hush, don’t tell,” “almost as if it didn’t happen,” and “pretend not to be worried.” 

Some shared that they were embarrassed that they had a fetal abnormality. They felt guilt, 
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as they perceived that they might have caused this condition. Others described 

withholding information as self-preservation mechanism and avoidance of painful 

thoughts and emotions to others. When the women did share their anguishing experience, 

it was to only a few elected members of the family. One woman only shared her 

distraught feelings with her husband and with no other family members. Her family gave 

her a baby shower in preparation of the birth. She felt bittersweet in thought as her family 

cared for her, but she believed in silence that she would not have a viable infant. Their 

supportive actions in preparation would be dismissed if she had a child with an anomaly. 

 Three other participants restrained their outburst of emotions in the office setting 

and went home in silence after they received information of the risks. They expressed 

that they were overwhelmed with guilt and shame that an anomaly had occurred. For 

some, they revealed that the silence was both between their husbands or boyfriends as 

well as family members. One woman shared that she had sought support from an 

anonymous website and chat room in contrast to sharing her vulnerabilities with those 

she knew. Still another relayed that after the loss of her infant, her family and husband 

never spoke of the loss again. Her family and husband remained silent. She still remains 

perplexed in why the loss was never discussed. These families experienced a common 

experience of suffering alone in silence. 

 In a study by Williams and Schutte (1997) previously described in this chapter, 

parents with an autosomal recessive and x-linked genetic disorders had difficulty in 

revealing results to other family members as in this study. The participants expressed that 

it was difficult to cope with the diagnosis and experienced guilt in transmitting the 

condition to their child. Another reason that information was withheld was that they were 
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protective of family members of anticipated anxiety that they too may experience with 

this information. Participants in the study by Williams and Schutte also noted that their 

positive test revealed that other family members carried the same genetic disorder. When 

sharing information to other family members, some individuals experienced family 

hostility and resistance in accepting this information.  

 Knudson-Martin and Silverstine (2009) addressed this use of silence in women 

experiencing postpartum depression. Their findings were that women had unspeakable 

negative feeling and sought to withdraw from others. These individuals with postpartum 

depression also became isolated. In the social issue of domestic violence, silence was 

used in protection of self and protection of the family. In a study by Usta, Antoun, 

Amuel, and Kbawajua (2012), women experiencing domestic violence wanted health 

professionals to break their silence, be ready to listen, and maintain confidentiality. 

 Other qualitative studies and case studies on women experiencing abnormal 

ultrasounds (Aune & Möller, 2012; Bailey et al., 2000; Ball et al., 2005; Mitchell, 2004) 

have found similar responses regarding unexpected findings, anxiety and fear, and use of 

coping mechanisms to those found in this study. Being alone in silence was not discussed 

in these studies, which is significant in the women’s suffering. As in other disorders or 

social behaviors, the experience may be unspeakable to others and women remain 

isolated in their guilt, shame, and fears.  

Seeking Higher Powers 

 Seeking higher powers represented a search for comfort using spiritual faith or 

inner faith. Women described their trust in faith as “God will take care of us,” “it will fix 

itself,” and “assume the best.” In this essential theme, the women expressed their 
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relationship with God and presence of religion as part of their cultural traditions. Their 

lived relationships were both spiritual and human in seeking higher powers. Several 

women also provided rationale for their decision making against pregnancy termination 

in respect to religious values and beliefs. 

 A study by Seth et al. (2011) assessed spiritual faith and religion in selection of 

amniocentesis. Among the population of Hispanic participants, the authors found that 

spirituality was not the dominant factor in decision making for amniocentesis. Selection 

of amniocentesis was also not related to partner decision making, but rather by the 

complexity of the risk for a chromosomal or genetic disorder. Spirituality and religion 

was a significant theme in consoling women during their evaluation of risks and was 

considered as spiritual nourishment for their complex experience in having a risk for a 

chromosome disorder. 

 In a meta-synthesis by Hodge and Horvath (2011), religious needs, spiritual 

assessment, and spirituality were evaluated in health care practices. They found that 

spiritual needs reflected the philosophy of finding meaning and hope to an experience. 

Relationships with God were described as moving from anger in why they experienced a 

condition to acceptance and trust in God. God maintained a presence for many in healing 

and watching over them. Many described religious obligations as part of their faith and 

required observance of their practices and food requirements by others. A relationship 

with God was significant, including the opportunity to practice their spirituality in such 

ways as reading a bible and participating in formal prayer. One component of the review 

included professional staff interactions. There were mixed directives, which included 
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staff to be willing to be advocates for them and playing an active role such as in prayer 

participation to a more caring passive role. 

 Women suffered in the disclosure of an abnormal ultrasound and were faced with 

complex decision making regarding invasive testing and pregnancy termination. 

Searching for higher powers was significant for many women in this study to reduce their 

suffering. As noted in other studies, individuals sought comfort in their inner and spiritual 

faith. In reviewing the previous meta-synthesis, recommendations were directed toward 

providers in promoting empathy, support, and caring through respect of spiritual beliefs. 

Technology in ultrasound has brought forth new suffering to women. Nurses and others 

need to recognize and encourage spiritual support as a way of caring for women with this 

experience. 

Detachment 

 Three of the women in the study verbalized the essential theme of detachment. 

They had described this theme through the voices of “disconnecting” and “keeping my 

distance.” These three women shared their fear and anxiety about an abnormal finding of 

a choroid plexus cyst. This variant could resolve spontaneously and had minimal risk for 

trisomy 18 when other soft markers were not present. Even though the risk was minimal, 

the women perceived their infants to have brain anomalies. Two of the participants 

discussed their disconnection during the pregnancy, as they perceived the risk to be 

overwhelming for them. They feared connecting with their infant during pregnancy in 

anticipation of severe anomalies or death. One participant with an abnormal ultrasound 

had a history of previous spontaneous miscarriages. When she delivered this infant 

prematurely she expressed fear of losing him. With a complex pregnancy and a preterm 
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birth, she expressed difficulty in establishing a bond and initially kept an emotional 

distance from him.  

 Côté-Arsenault and Morrison-Beedy (2001) found in their study that women with 

a previous perinatal loss had anticipated another loss in their current pregnancy. With this 

fear, they attempted to hold back their emotions. Aune and Möller (2012), Baillie et al. 

(2000), Getz and Kirkengen (2003), Lindgren (2001), Raines (1999), and Rothman 

(1993) also found difficult bonding during the prenatal period with high-risk pregnancies. 

The bond was placed on hold until the outcome of the birth was discovered.  

 The detachment seen with the women in this study is consistent with other 

anticipated losses and detachment in high-risk pregnancies. Yet, not all women expressed 

detachment in their experiences. The women suffered in their anticipated loss of their 

infant and the threat of a deformity. In coping with this threat, a barrier was created to the 

maternal infant attachment. Nurses and others need to recognize this significant response 

and actively listen to women and encourage positive alternatives in reducing their 

suffering. 

Watching and Wanting to Know 

 Searching for answers when an abnormal ultrasound was disclosed to women was 

an essential and significant theme in this study. Sub-themes included “always another 

ultrasound,” “is he normal,” “anxiety so consuming,” and “search for answers.” This 

search for knowledge was a common theme among other studies of women experiencing 

an abnormal ultrasound. With the search for knowledge, anxiety was present in the 

uncertainty when not finding closure. One woman stated that her medical provider 

discouraged her from searching for more information. They often waited for the next 
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ultrasound to either confirm or resolve the abnormality. Expression of fear for each 

additional ultrasound was present in the anticipation of another complication.  

 In an early study by McCain and Deatrick (1994), the authors explored women’s 

feelings during a high-risk pregnancy. The participants, as in this research study, 

searched for more information about their condition. They experienced feelings of 

vulnerability, anxiety, and difficulty in enduring treatments for an unknown outcome. 

Aune and Möller (2012) also found that women sought additional information through 

the Internet, additional ultrasounds, and diagnostic testing such as amniocentesis. In their 

study, Aune and Möller found that if the condition resolved, the anxiety levels 

diminished. 

 However, the findings for this research found that women continued to disbelieve 

that a resolving condition could be present and waited anxiously until the birth. This 

concept of disbelief has also been seen in other genetic screening and diagnostic testing. 

Tluczek, Orland, and Cavanagh (2011) reported that parents who had infants with false 

positive screens for cystic fibrosis believed that the tests may have been incorrect when 

their child experienced a respiratory infection. It took time, reassurance, and further 

information that the respiratory infection was not related to a carrier state of cystic 

fibrosis for these parents. 

 In other areas of genetic testing, authors Williams and Schutte (2000) reported 

upon individuals wanting to know their risk for Huntington Disease. A major reason for 

testing was to establish control over their lives. This concept of control is seen in this 

clinical situation as well as with the participants of this study. For those individuals 

seeking pre-symptomatic testing for Huntington Disease, psychological responses varied 
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with the results. For those who received negative results, a sense of relief was 

experienced; but coping with the new information was difficult, including survivor guilt. 

Others remained worried about other family members when their results were negative. 

Family interactions were altered with positive and negative results, which led some 

individuals to avoid disclosures to others.  

 In returning to the results of this study, three participants had an outcome of a 

non-viable infant. All others had a positive outcome and finally displayed relief from 

their suffering in the moments of birth. For some, the suffering continued as they had 

unresolved reflections. The lack of knowledge was painful for women and they sought to 

find answers. Often they were not successful in their search and suffered in not knowing. 

Providing a path for knowing becomes an important intervention for nurses and others to 

reduce suffering. 

Unresolved Reflections 

 Participants described unresolved reflections as “regrets,” “wish for a second 

opinion,” and “hope for your sake.” The essence of “regrets” reflected upon the lost 

perfect pregnancy. They regretted not having the joy of a normal and expectant 

pregnancy and birth. Their joy was overshadowed by fear, anxiety, threats, and loss from 

the technology of prenatal ultrasounds. Though most of the participants (9) did have a 

positive outcome, they regretted the lost joy of pregnancy.  

 The women regretted the limited or absent responses to their emotional turmoil. 

Technological diagnostic options or additional ultrasounds were often promoted for care. 

The missing link to this technology was acknowledgment of the suffering they 

experienced. Their psychosocial needs were not heard and were abandoned. 
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 The participants felt strongly that they did not have adequate preparation and 

resources. The women “wished for a second opinion.” They regretted not having the 

opportunity and took it upon themselves to find alternatives. Some women independently 

sought second opinions from other medical providers and found suitable management. 

They expressed regret that they did not have other opinions and interventions in a timely 

manner. They felt their lived time in pregnancy had vanished.   

 For one participant, the regret of not having joyful pregnancy was projected upon 

other pregnant women. The expression “hope for your sake” was a cynical comment in 

which she wished false hopes and unexpected emotional turmoil to other pregnant 

women as she had experienced. There were feelings of inequality in pregnancy and birth 

experiences for her as she sadly voiced that she would never have a normal child.  

 The theme of unresolved reflection was not illuminated in other studies when 

women had abnormal ultrasounds. The theme is significant as the women continue to 

relive their experiences. The suffering diminishes over time, but can be revitalized in 

future experiences. Getting to know women and listening to their experiences is essential. 

Women have interpreted their experiences as suffering and, as nurses, we can listen to 

their voices. 

  Unity of Meaning: Suffering in the Midst of Technology 

 The phenomenon of suffering in the midst of technology was captured from the 

essential themes of this study. This phenomenon was developed by reflecting upon the 

essential themes in using hermeneutic phenomenology techniques. Phenomenological 

research process was explained by van Manen (2003) as “reflectively bringing into 

nearness that which tends to be obscure, that which tends to evade the intelligibility of 
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our natural attitude of everyday life” (p. 32). The process reveals the parts of an 

experience as it relates to the total or whole. The ten essential themes bring forth a strong 

orientation to the phenomenon of suffering in the midst of technology. To demonstrate 

the orientation to the phenomenon, a discussion of suffering and technology will begin 

with key concepts in the development of the phenomenon.  

 As discussed in the earlier section of “blindsided by unexpected findings,” the 

literature has varying amount of preparation and informed consent for routine ultrasound 

screening (Baillie et al., 2000; Larsen et al., 2000; McCoyd, 2013; Mitchell, 2004; 

Sandelowski, 1994; van den Berg et al., 2005; Williams et al., 2000).  

 Wilson et al. (2013) discussed the National Society of Genetic Counselor’s 

(NSGC) guidelines for prenatal screening and diagnostic options. The authors highlighted 

the explosion of screening options available for detection of chromosome aneuploidy. 

With this technology, health care providers are directed to provide accurate information 

in screening and diagnostic procedures. There is, however, already an existing matrix of 

counseling concerns for women and their families. These issues reflect the limitations of 

screening, false reassurances, and false positive results. All these issues increase anxiety 

in women even when the pregnancy and fetus may be normal.  

 There are many guidelines to follow when an abnormal ultrasound is found, 

which necessitate further technology such as chorionic villus sampling and 

amniocentesis. The quandary in the decision tree for women is the integration of the 

personal experiences, values, beliefs, perceptions, and traditions. Another significant 

issue is that women may not hear the recommendations available to them as described in 

the theme of “blocking.” Health providers are not listening to the voices of suffering in 
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the midst of technology as women are “alone in silence.” Suffering is a symptom found 

in many physical and psychosocial experiences. The concept of suffering has been used 

within nursing literature. The writings of Morse (2001) and Bondas and Eriksson (2001) 

on suffering provide an understanding toward the experience of abnormal prenatal 

ultrasound as described in the next section. 

Suffering and Enduring 

 Bondas and Eriksson’s (2001) findings from a qualitative study showed that 

pregnant women without risks and complications experience both joy and suffering. 

Women strive to promote the health of the perfect baby, but must endure changes in 

shape, mood, and responsibilities. They have dreams and expectations, but do not always 

have control over the changes that occur. Women seek a balance of health and life 

situations. Suffering, as described by Bondas and Eriksson, occurred when there was no 

support in achieving this balance. 

 Morse (2001) expanded upon the concept of suffering and brought meaning to the 

terms of suffering and enduring. There are many descriptors of suffering, which may 

include anguish, distress, pain, and anxiety. Enduring is a response to suffering. Suffering 

and enduring share varying intensities. Enduring is coping with a threat and focuses on 

the present in determining how to gain meaning and resolution to the suffering. The 

individual seeks to endure suffering. Morse described this as “a private state in which the 

person’s emotions are concealed” (p. 55). Enduring is holding on and suppressing or 

blocking emotions. Morse further described physical characteristics of enduring, 

including unemotional facial expressions and upright positions. Contrasting suffering 

exhibited slumping posture and facial expressions of crying, weeping, or anguish. The 
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individual uses this endurance as control. The emotions are suppressed. Enduring moves 

back and forth to release emotions. The implications for nursing are that professional 

nurses need to recognize these behaviors for the appropriate timing of support during 

suffering.  

 The women in this study used enduring behaviors such as blocking, silence, 

searching, and detachment. Morse advocated that nurses should recognize and support 

these suffering and enduring behaviors. Attempting to break through the enduring 

behaviors must be abated. The nurse in an authentic presence recognizes their voices or 

silence. The support of the nurse is available for them in emotional releases. The nurse 

provides comfort and caring when suffering is present and gives support of the 

individual’s enduring. The balance of care is being authentic in presence as a nurse and 

giving a voice to those suffering and enduring.  

Universality of Cultures 

 In the aim of this study, the author sought to discover the meaning of experience 

within the context of cultural values, beliefs, and traditions. Women of the study shared 

their cultural experiences, but the meaning did not emerge as a central theme. The 

meaning of cultural values, beliefs, and traditions was woven into a supportive tapestry 

within the development of themes. The women shared their experiences of suffering in 

technology. In using Morse’s (2001) conceptual framework, the women displayed 

enduring behaviors in suffering. The suffering and enduring was universal among the 

different cultures of the women.  

 Andrews and Boyle (2008) emphasized that in pregnancy and birth, there are 

many variations in practices. In providing comfort for suffering, the nurse must recognize 
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lifestyles and values. Leininger and McFarland (2006) also expressed that culturally 

congruent care must be sensitive and knowledgeable to the fit of the different cultures in 

health, illness, and death. One participant, Natalie (09), expressed how her cultural and 

religious traditions were not followed in the loss of her infant. The tenets of Leininger’s 

culture care theory include that “culture care expressions, meaning, patterns are diverse 

and yet there are shared commonalities and some universal attributes” (Leininger & 

McFarland, 2006, p. 17). 

 Ray (2010) has guided nursing practice with a model of transcultural caring 

dynamics. This model recognizes the value of a compassionate caring relationship and 

the complexity of cultural values and beliefs within the person, family, community, and 

organization. The nurse seeks to appreciate the cultural diversity and cultural universality 

in the human experience in a model of awareness, understanding, and choice. Tools for 

nursing practice address culture, spirituality, ethics, conflicts, and communication. The 

nurse seeks to negotiate through caring and communication. The suffering in the midst of 

technology evolves within each individual’s cultural being. An awareness and conceptual 

practice of understanding relationship and the life world in transcultural nursing will 

enhance nursing care for those suffering with the technology of an abnormal ultrasound. 

Reproductive Genetic Technologies 

 Loescher and Ronan (1998) have defined technology as “a branch of knowledge 

that deals with the creation and use of technical means and their interrelation with life, 

society, and the environment…however, nurses have held ambivalent views of 

technology, either as enhancing nursing and empowering nurses or as disrupting the 

holistic foundation of nursing and being detrimental to nursing” (p. 2). Whether the 
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technology consists of machines, computers, informatics, or sophisticated molecular 

genetic diagnostic tools, it provides an empiric way of knowing. This knowing must 

expand into the multiple aspects of ethical, personal, and esthetic knowing as well. 

 Technology has had a global influence upon the individual and the environment 

for centuries. The evolving technologies have brought not only benefits, but also 

hardships. Postman (1993) postulated that technology provides gifts for enrichment, but 

can also interfere with moral foundations, which are essential for humanity. Technology 

can create a culture without significant human interactions. Changing technology also 

brings forth an accumulation of sciences and nature. This combination is expansive and 

can create order and disorder. Davidson, Ray, and Turkel (2011) referred to this 

phenomenon as complexity science. The dynamics of complexity science create advances 

in promoting human-environmental interactions. The goal of these interactions is to 

establish well-being, which can be achieved through compassionate caring. Harmony 

must be achieved, which embraces technology and mind, body, and spirit.  

 Reproductive genetic technologies are used to prevent suffering for the infant, but 

unfortunately the journey in pregnancy may erupt the emotions of suffering for the 

mother and family. Evans (2006) discussed suffering in the context of religious beliefs 

and reproductive genetic technology. The complex issue of avoiding suffering for a child 

is counteracted with issue of taking a life. Levels of interventions and non-intervention 

will and do vary among religious groups and non-religious groups in selection of 

embryonic pre-implantation, screening and diagnosis, and abortion.  

 Malek (2013) has illuminated the ethics of reproductive genetic technologies as 

the technologies that can only identify or diagnose a disorder. The author described the 
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dilemma in that there are no “fixes” for genetic or chromosomal disorders. There are 

some treatments available for such genetic conditions as cystic fibrosis and sickle cell 

anemia, but the gene mutation causing the disorder cannot be repaired at this time. 

Chromosomal disorders such as trisomy 21, 18, and 13 also cannot be repaired. A parent 

can select not to have the gene or chromosome disorder passed on to the infant by 

avoiding conception, utilizing donor ovum or sperm, or removing the embryo or fetus. 

Parents may either accept or reject reproductive genetic technologies. 

 Reproductive genetic technologies begin with pre-conceptional screening and 

testing and advance to pre-implantation genetics and pregnancy screening and 

diagnostics. In pregnancy screening and diagnostics, the American College of 

Obstetricians and Gynecologists (2007) has recommended that all women be offered 

screening for aneuploidy. Diagnostic chorionic villus sampling and amniocentesis may 

also be selected for any age group as well. Non-invasive screening for aneuploidy is now 

available for pregnant women using cell-free DNA serum testing, prenatal ultrasound, 

and serum biomedical testing.  

 When specifically screening for aneuploidy, pre- and post-education with 

informed consents are initiated. However, when a prenatal ultrasound is ordered for 

gestational age, position, growth, amniotic fluid levels, and placenta location, minimal 

pre- and post-education is provided. A crisis erupts when an incidental soft marker 

indicating a risk for a chromosomal, genetic, or congenital disorder is discovered. This 

risk, which may be a false positive result, initiates a journey into further technological 

screening and diagnostic studies. This journey illuminates suffering in the midst of 

technology. 
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Technology and Caring 

 New genetic technology has unexpected effects on the individual and the family. 

These unexpected results are a common theme found in many clinical settings. McDaniel 

(2005) reported upon the unexpected results in that the “resulting affect - whether guilt, 

anger, or relief - draws on previous individual and family coping styles while also 

challenging the family to develop new responses to new problems” (p. 30).  

 When women reflected upon their experiences of having an abnormal ultrasound, 

they shared a universal meaning of suffering. They used coping mechanisms or enduring 

that did not always relieve the suffering. For those mothers who had healthy outcomes, 

they reflected upon the lost joy in pregnancy and birth. Women who had perinatal losses 

regretted not having the support they needed. Participants incorporated their lived 

relationships for support. They often selected only one or two family members or friends. 

When using only a few support people, they, in turn, mostly used silence with others in 

their enduring. It was revealing that they did not use health providers to assist them in 

their emotional turmoil. Nursing was not present in the experiences of women. Caring 

was not present from technologists and medical health providers in their experiences. 

They were alone in suffering. 

 In an early article by Gadow (1984), technology and touch paradigms were 

discussed. Gadow found that “technology signals the alienation entailed by the paradigm 

in which the person is reduced to the body, the body to a machine” (p. 65). The examples 

in the article reflected upon technology in intensive care units, but the concept of 

empathic touch also applies to reproductive genetic technology. Gadow explained that 

once the body is not considered to be an object but a person, “a bearer of meanings,” then 
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the solutions begin. In caring for women, the technology cannot only reflect the 

ultrasound scanner and the findings on the infant’s body, but the meaning to the women. 

Gadow found, “In an empathic paradigm, the body is regarded - and touched - by the 

caregiver as the immediate, lived reality of the persons” (p. 67). The touch does not only 

represent physical touch, but expression of participation in caring. 

 Another author, Ray (1987), brought a new model of technological caring to the 

critical care nursing situation. Again as in Gadow’s (1984) writings, the application is in 

critical care units. However, the conceptual framework applies to all technology 

including reproductive genetic technologies. The essence of technological caring is to 

grow in understanding of the patient and technology. The maturational growth provides 

the connection between the nurse and patient through listening, talking, and touching 

with technology. Moral and ethnical attitudes emerge in technology and caring, and direct 

the care in reducing suffering. The significance is that the human experience is complex 

and the nurse brings a greater understanding of coexisting conflicts between the person 

and technology. The end achievement of technological caring transitions to 

compassionate and ethical caring within the complex arena of health care.  

 In the practice of nursing, Locsin (2005, 2010) explained that technology can 

bring the nurse closer to the patient in coming to know the patient, but also can serve to 

alienate the patient. Caring in a technological framework is to encompass both 

technology and the human experience. Locsin (2010) emphasized that technological 

knowing is a process and enhances the individual’s participation in care rather than 

“objects of care” (p. 387). Knowing the person provides a pathway to discovery and 

caring in nursing.  
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 In addressing suffering and technology, the author Eriksson (2006) has provided 

guidance in caring. She stated: “Today the suffering patient is often the innocent victim 

of health care” (p. 15). Within the experiences of the participants in this study, they 

unsuspectingly became exposed to the negative outcomes of ultrasound technology. The 

goal is to alleviate suffering that women experience with technology. Though the 

elimination of suffering cannot always be achieved, the nurse can “create a culture of 

caring in which the patient feels welcomed, respected, and cared for” (p. 87). Caring in 

nursing is used in many nursing theories for nursing. In selecting one nursing theory for 

this study, Boykin and Schoenhofer (2001) provided a grand theory perspective in 

meeting the needs of the patient in many nursing situations. 

Theory of Nursing as Caring 

 Boykin and Schoenhofer’s Theory of Nursing as Caring (Boykin et al., 2010) was 

cited in the introduction of this paper to provide a framework for discovery. The 

application of this theory is significant for the women experiencing abnormal 

ultrasounds. Through the research process, the author has come to know the meaning for 

women in this experience. They have shared their intimate experiences and reflections. 

The meaning illuminated that they suffered in technology. The unfolding stories shared 

heartfelt losses and isolation. There was a call for nursing. Boykin et al. (2010) stated that 

“calls for nursing are calls for nurturance through personal expression of caring” (p. 373). 

There was a calling for authentic presence and intentionally caring for these women. 

Listening to women and giving them a voice is the first step in caring.  

 The future of reproductive genetic technologies will bring forth challenges for 

health providers and women and their families. To diminish the suffering in the midst of 
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technology, nurses need to become engaged in prenatal screenings. The nurse comes to 

know the women in authentic presence and intentionally provides caring. The 

recommendations for nursing in practice, education, policy-making, and research reaffirm 

that the discipline of nursing needs to be an active member of the health care team. The 

next discussion will highlight the significance of these findings and provide 

recommendations for the future of nursing. 

Significance 

 Technology brings new challenges to the patient nurse relationship. These 

challenges in technology are only the beginning of the explosive changes coming forth in 

health care of the future. A major change that is advancing includes genetic/genomic 

screening, testing, and interventions. The prenatal screening ultrasound is one 

technological tool used now for screening. With the prediction of advancing screening 

and ultrasound technology, new unexpected findings of abnormalities will emerge. With 

complex interpretation of the results, the individual experiences a myriad of emotions and 

suffering. In maternal child health, suffering impairs the bond between mother and child. 

This impaired bond protracts attainment of optimal bio-physical and psycho-social 

health. 

 In the field of genomics, Conley et al. (2013) addressed the advances and 

challenges of new technologies. There are four developments for translation to patient 

care, which include genome-sequencing, genome-wide association studies (GWAS), 

genetic expression profiling (GEP), and epigenomics. The purpose of these developments 

is to collect data from the millions of DNA genotypes. In locating the DNA and 

interpreting the gene regulation and chemical modifications upon the DNA structure, the 
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next interface then becomes health care practices such as predicting the pharmacological 

response to drug therapies in the individual.  

 Though further explanation of these genomic advances and significance go 

beyond the scope of this discussion, it brings forth the complexity of today’s science and 

relation to the human experience. A concern in these advances is the identification of 

both significant and non-significant findings. Conley et al. (2013) explained that 

“individuals are at risk for learning unwelcome information that may not be directly 

relevant to the original clinical question, such as the disease-causing variants found in a 

cancer susceptibility gene during investigation for another disease” (p. 7).  

 As new technologies advance, suffering from new unexpected findings will 

emerge. The prenatal screening ultrasound is only one technological tool used currently 

and projected for continued use in the future in reproductive health care. Nurses are in the 

forefront of health care and interactions with the patient. To reduce the suffering, nursing 

science must interface with other disciplines and lead in transforming health care 

practices that address public knowledge, informed consent and psychosocial and cultural 

competence. 

 The transformation of nursing science includes practice, education, research, and 

policy-making. The following discussion will emphasize the importance of growing and 

maturing in knowledge and care in nursing science. 

Recommendations 

 Recommendations for nursing encompass the areas of nursing practice, education, 

research, and policy-making. Nursing significance from this study is the journey for 

nursing leadership in prenatal ultrasound screening. The nurse must step forward as a 
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leader in these areas. The process of leadership is complex in striving for change. Crowell 

(2011) described effective leadership that embodies traits such as “cultivating 

relationships; communication, collaboration and coalition building; engendering 

motivation; empowering others; taking risks; and being self-reflective all fit the 

complexity paradigm because they support the value of relationships as important to 

organizational transformation” (p. 201).  

 The recommendations in nursing leadership are based upon the findings of the 

study and on the foundations of nursing theory. Nursing theory guides nurses in practice, 

education, research, and policy-making. Boykin and Schoenhofer’s Nursing as Caring 

Theory (Boykin et al., 2010) was selected for the researcher to come to know the other 

and to gain new knowledge in the nursing situation. Other previously explored caring 

theories and conceptual models that emerge for nursing care in this nursing situation 

include Madeline Leininger’s Theory of Culture Care Diversity and Universality 

(Leininger & McFarland, 2006), Ray’s (2010) Transcultural Caring Science, and 

Locsin’s (2010) Technological Competency as Caring in Nursing.  

 Theme development from the experiences was universal in cultural variation of 

these participants. The technology of prenatal ultrasound screening brought forth new 

meaning to the participants as they responded with emotional turmoil and suffering in the 

midst of technology. In providing care, the nurse must come to know the patient and their 

concerns through authentic presence. This presence is one aspect of caring in nursing 

practice. 

Leadership in Nursing Practice 

 For practice, the nurses must first interface with other disciplines in prenatal  
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health care. Nurses are often the first contact into the health care systems for patients. 

However, due to economic constraints, nurses have been absent in many of the non-

urgent outpatient settings in which the event of an abnormal ultrasound is experienced. 

Without nursing presence, the professional nurse is unable to come to know the other for 

assessment, intervention, and evaluation of nursing care. Nurses must lead in promotion 

and expansion upon this nursing presence in practice settings. This integration of nurses 

includes advanced practice nurses in ambulatory care as well. Both the professional nurse 

and advanced practice nurse can provide holistic care to patients with this experience.  

 Cavanagh, Compton, Tluczek, Brown, and Farrell (2010) addressed in their study 

that counseling enhanced genetic knowledge to parents. However, even with counseling, 

many parents in a follow-up survey had misconceptions about risk and carrier status of 

cystic fibrosis in their offspring. It is therefore important that nurses initiate assessment of 

knowledge and follow up on recommendations.  

 Stress created by genetic testing is a concern for quality of life. Lammens et al. 

(2010) provided examples of genetic testing for Li-Fraumeni syndrome, a hereditary 

cancer syndrome. After testing, distress levels were not significant in both carrier and 

non-carrier states. However, one significant finding was that those individuals without 

social supports had substantial levels of distress compared to those with social supports. 

 A significant role of the nurse or advanced practice nurse is to provide pre- and 

post-counseling before any screening or diagnostic testing is completed. Even though the 

women may already receive this counseling, some may block out content in fear of 

hearing bad news. It becomes essential to identify the individual’s understanding and 

response and provide care based upon their needs.  
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 Nurses who are in contact with patients are most often within inpatient obstetrical 

hospital centers. Knowledgeable nurses with preparation in genetics/genomics have 

opportunities to review the record and history for any screening or diagnostic testing that 

had been completed during the inpatient visit. The nurse in an authentic presence may 

seek and listen to the experience and ascertain if there are any concerns or further 

interpretation of results required. 

 In this study, women often sought information from the Internet or from other 

resources such as other health care providers. As many women in today’s society engage 

in electronic and social media, an opportunity exists for nurses to become a leader in this 

resource. Lea (2000) had commented on advancing communication and technology over 

10 years ago. The approaches of telecommunications, electronic medical records, self 

help groups, and communicating with networks with other providers and clients as future 

prospects are already in today’s current technological realms. Yet, these technological 

resources are still not promoted in today’s practices nationwide. 

 Nurses can lead other nurses and health professionals in educating the public.  

One example is to expand upon websites with prenatal screening and diagnostic 

information. However, these websites and electronic resources must be continually 

evaluated in regards to content, privacy, and currency. Both English and non-English 

languages must communicate relevant content in any print or electronic resource. Other 

resources include integration of genetic/genomic consumer education through social 

media. Examples of this electronic technology could include Blogs, social networks 

(Facebook), micro-blogs (Twitter), video, Podcasts, and discussion forums. Barry and 

Hardiker (2012) commented on the expansion of social media in nursing education and to 
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the consumer. With this technology comes benefits and risks. Benefits provide global 

access to knowledge, yet accuracy of content and patient privacy may be compromised 

without judicious scrutiny.  

 There are exciting opportunities for nurses to engage patients in an improved 

understanding of reproductive prenatal technologies. In using nursing theory, the nurse 

can direct the care with acknowledgement of diversity within cultures, complexity of 

technology, and understanding of emotional responses in suffering and enduring. The 

nurse seeks to know the other through authentic presence and to intentionally care for 

their needs. 

Leadership in Nursing Education 

 To provide reliable content for pre- and post-counseling and emotional support in 

genetic/genomic nursing care, the nurse must be knowledgeable in this content. Current 

genetic testing falls into categories of preconceptional and prenatal testing, newborn 

screening, carrier testing, diagnostic testing to confirm disorders, and predictive testing. 

In predictive testing, pharmacogenetic testing is becoming widely used to detect 

responses to medication treatments (McDaniel, 2005). As genetics/genomics discoveries 

continue, it becomes necessary for nurses to lead in the preparation of nurses as well as in 

continuing education for practicing nurses. In preparation for undergraduate and master’s 

prepared students, the American Association of Colleges of Nursing (AACN) has 

generated guidelines to incorporate basic preparation within nursing curricula (AACN, 

2008, 2011). This content could be in a designated course or integrated throughout the 

curricula. 
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 However, there are some barriers in implementing the required content 

throughout the nursing curricula. Williams et al. (2011) summarized the barriers as being 

related to limited qualified faculty, curriculum allocation, and limited access to education 

opportunities. If there was one qualified faulty member, this individual was often 

overburdened with providing the resources and content throughout the nursing program. 

The authors emphasized that if one course is available, it should not limit the integration 

of genetics/genomics content throughout learning experiences in other courses. 

Utilization of other disciplines from colleges and universities may also contribute to 

nursing content within an integrated curriculum. 

 Resources for education integration include a tool developed by the NIH National 

Human Genome Research Institute. The project is called Genetics/Genomics 

Competency Center for Education (G2C2). This web resource assists in disseminating 

information to health professionals (Kirk, Calzone, Arimori, & Tonkin, 2011). Another 

resource from the United Kingdom is the online resource Telling Stories-Understanding 

Real Life Genetics (NHS, National Genetics Education and Development Centre, 2007-

2011). This resource aids in integration and facilitating content using real life stories. 

 Post graduate and continuing education are opportunities to expand upon 

knowledge and application of genetics and genomics in nursing. Williams et al. (2011) 

emphasized the importance of application in nursing practice to retain content provided in 

these education programs. An example of application would be assessment of women in 

the prenatal period for risk factors. This area could be expanded from detection of genetic 

and chromosomal disorders in the pre-conceptional to prenatal to assessment of other 

metabolic and environmental interactions. Dolan, Biermann, and Damus (2007) reviewed 
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that new research in genomics, metabolism, and environmental interactions provide 

additional risks to preterm labor. An example includes the accelerated response of 

smoking to women with genetic polymorphisms. The infusion of new knowledge to 

nurses and their application can be enhanced through education. The challenge in 

providing educational resources incorporates nursing leadership in policy making. 

Leadership in Policy Making 

 Nurses must be in the forefront of policy making for genomic health care. Lea 

(2000) termed the essence of this new frontier as “the revolution in biotechnology” (p. 

13). It is a time for new goals and approaches to prevention. It is no longer a practice 

solely deemed as a specialist’s role, but an integration of genetic/genomic health care 

among all health professions.  

 The results of this study found that women were suffering within this prenatal 

ultrasound experience. A significant finding in the experiences of these women was the 

absence of nursing in the ambulatory setting. The experiences included the ultrasound 

technologists, obstetrician, maternal fetal medicine specialists, and genetic counselor in 

this outpatient setting. Historical roles of the nurse in genetics were founded upon public 

health nursing and screening in pregnancy and pediatrics (ISONG & ANA, 2007). The 

nurse must find presence in this setting to provide collaborative care in counseling, 

education, case management, and support to the families. To enact this policy, federal 

grant applications for nurse-initiated programs could be developed to demonstrate and 

evaluate nursing outcomes in genetic technology care in ambulatory settings. 

 As one of the largest health care providers in the nation, the nurse and advanced 

practice nurse already have skills in assessment and providing care to families. The goals 
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of nursing care are to translate science into health care practices. Calzone et al. (2010) 

reported that the translation of genomic science has been limited, yet there is evidence of 

integration of genetic knowledge in pharmacological management, pediatric management 

of genetic disorders, and referrals for prenatal diagnosis and cancer gene screening in 

progress. The goal is to enhance this emerging role with complementary research to 

support outcomes of nursing care in genomic science.  

 Nursing development in genomic policy making can also encompass 

incorporation of ethical, social, and legal content into care. One area would be informing 

women of the benefits and risks of ultrasound formally as seen in informed consents for 

invasive procedures. In the research cited in a prior chapter, women had various levels of 

informed consent before ultrasounds, which made it difficult to engage in decision 

making. Women with limited education levels or language barriers had the lowest levels 

of informed consent.  

 With creating support for informed decision making for women and their families, 

a national information website could be created as seen in the United Kingdom (UK). 

The UK website is called the Antenatal Results and Choices (ARC) (2013). It provides 

tools for decision making for prenatal screening and diagnosis, including a free hot line 

for questions. 

 Hodgson, Gillam, Sahhar, and Metcalfe (2010) and Tapon (2010) also addressed 

genetic counseling in reproductive health and questioned if adequate information is 

provided within a non-coercive framework for decision making. Their recommendations 

emphasize the need for additional research in the counseling process for negotiation of 

sensitive topics such as abortion and informed consents. 
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 In clinical practice, there are varying levels of genetic assessment and screening 

being offered to women and families (Chervenak, McCullough, & Brent, 2010; Farrel, 

Nutter, & Agatis, 2011; van den Heuvel et al., 2010). An example includes screening for 

cystic fibrosis within reproductive years. A survey of obstetricians by Morgan, Driscol, 

Menuti, and Schulkin (2004) revealed that limited availability for genetic screening 

during the pre-conceptional period was provided for families. While two-thirds of the 

respondents were offered cystic fibrosis screening in pregnancy, the remainder did not 

follow recommended guidelines. The participants also reported difficulty in obtaining 

counseling and interpretation of results. These deficits are an example of the complexity 

of genetic/genomic science and must be eliminated to enhance the well-being of the 

families. To accomplish this, nurses must join and lead with health partners to discover 

solutions for problems such as carrier testing in primary care with routine immunization 

schedules. 

 Nurses must provide knowledge and research to regulatory bodies in nursing for 

genomic health care. Regulatory bodies and organizations such as the American Nurses 

Association, Association of Women’s Health, Obstetric and Neonatal Nursing, and the 

American College of Nurse Midwives need to collaborate and initiate education and 

practice guidelines for a formal informed consent process in prenatal settings for 

ultrasound screening. 

 With the onset of nursing essentials to include genetic/genomic preparation by the 

American Association of Colleges of Nursing, leaders in education and policy making 

have been expanding nursing education. The goal is to prepare nurses and apply 
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knowledge in the nursing care of the public. Infusing knowledge and evaluation of this 

knowledge provides a greater application of care to the public (Kirk et al., 2011).  

 The directive by a regulatory body strengthens goal achievement. A change in 

curriculum often requires these regulatory directives as well as a strong investment by the 

stakeholders. Another essential component of policy change includes supportive funding 

for resources. The NIH National Human Genome Research Institute (2013) provides an 

example of supportive funding for an educational resource tool. This tool was developed 

to provide a repository for professional education. The project is called 

Genetics/Genomics Competency Center for Education (G2C2). This project will need 

continued financial support for maintenance. 

 Additional funding has been used to support nursing faculty, graduate students, 

and clinicians in a one-month intensive summer genetic research program supported by 

the National Institute of Nursing Research (NIRN, 2013). The intent of the Summer 

Genetics Institute is to generate new research and to disseminate new knowledge to other 

nurses and health professionals. Funding originally covered tuition, housing, and 

transportation. Currently, the program still supports tuition, but housing and 

transportation are no longer supported. This is an area in which policy making at the 

federal level could enhance funding to promote greater participant and dissemination. 

Stakeholders such as faculty and hospital administrators could also financially support 

this intensive course for their participants.  

 Another regulatory function that could promote greater clinician knowledge of 

genetics/genomics is to have state boards of nursing require additional continuing 

education for licensure of nurses and advanced practice nurses in the area of genetics and 
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genomics. When initiating mandated continuing education, the goal is to protect the 

public and assure competent care. This process engages state legislations to enact a statue 

for mandatory continuing education. There were mixed findings of these mandates 

(Smith, 2003). Smith reported survey results that indicated that most nurses gained new 

knowledge from their work sites. In mandated continuing education, there was not always 

a change in practice. However, in those states that required mandated education, nurses 

more often selected additional educational hours outside of their field. 

 In integrating the studies of Smith (2003), Thompson and Brooks (2011), and 

Williams et al. (2011), a policy initiative could mandate continuing education that was 

directly applied to the practice setting. This process would reinforce learning for 

improved care to patients. Continued evaluation of learning and application would be 

essential in future research for nursing. 

Leadership in Nursing Research 

 From the findings of this study and literature reviews, a trajectory of additional 

research is needed in this field. Fisher (2012) commented in a literature review that there 

are numerous studies on prenatal technology, but limited information on the 

psychological impact of prenatal screening and testing. What also is unknown for these 

families with abnormal prenatal ultrasounds is the long-term psychological impact upon 

maternal fetal attachments, depression, and well-being (Giurgescu et al., 2006; Lindren, 

2001; Maloni, Park, Anthony, & Musil, 2005).  

 Another limitation in the literature included the impact upon partners (Fisher, 

2011). Williams, Dheensa, and Metcalfe (2011) reported that expectant fathers also 

experience a roller coaster of emotions during antenatal testing. Ahman, Lindgren, and 
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Sarkadi (2012) found that fathers had emotional responses to abnormal soft markers, 

which included surprise, a need to search for new information, concern for their partners, 

and a need for decision making. Future research is then needed for both expectant parents 

and the impact on well-being after disclosure of an abnormal prenatal ultrasound.  

 Calzone, Jenkins, Nicol, et al. (2013) recommended five areas in research in 

genomics. The first area of research is directed toward health promotion and disease 

prevention, followed by advancement of quality of life and innovations in genomic 

health. Another area of research includes evaluation of education and training of the 

future nurses as well as the existing nursing workforce. The last research goal 

recommended was to evaluate health disparities interventions, cost effectiveness, policy 

interventions, and health and genomic literacy of the public.  

 The directives in research from Calzone, Jenkins, Bados, et al. (2013) are 

consistent with the recommendations from this study. Nurses must lead others nurses and 

disciplines in nursing research. As suggested in the previous section, one component of 

research would be to evaluate the effectiveness of education initiatives for change in 

practice strategies and patient outcomes.  

 Another area would be to evaluate interventions used to support women and their 

partners through this experience such as pre- and post-counseling and education. This 

research would also include evaluations of electronic and social media for alleviating 

levels of anxiety and stress. Since nurses were not present in the experiences described in 

this study, one area of research could compare nurses and non-nurses in these outpatient 

settings and levels of communication and emotion responses. Researchers could further 

evaluate outcomes of authentic nursing presence in relation to maternal infant attachment 
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and levels of stress and anxiety. Strategies in caring in nursing could also be evaluated, 

which would compare distant mediums to person-to-person interactions.  

 Other areas could include further exploration of cultural variations in the 

experiences, including women using mono-linguistic languages that differ from the nurse 

and medical provider. As there were limitations in the variation of educational levels, 

marital status, and income levels in this study, further research could review these 

variations in both qualitative and quantitative research. 

 The goal of future research incorporates the content and the rigor of the research 

process to guide others in evidence based practice. The final component of research is to 

be a leader in disseminating new knowledge. This new knowledge seeks to advance 

practice in greater understanding of this experience of an abnormal prenatal ultrasound. 

Summary 

 The meaning of the experience of having an abnormal prenatal ultrasound was 

suffering in the midst of technology. The themes emerged capturing the phenomenon of 

suffering. In reviewing the literature, there were some universal themes consistent with 

this research. Women had unexpected findings in the disclosure of an abnormal 

ultrasound and risk for an anomaly. There were varying levels of preparation for a 

screening ultrasound in the literature. The diversity of the level of knowledge reflected 

upon educational and language. In this study, all the women had unexpected findings, 

resulting in suffering. 

   Feeling of fear and loss were common emotions in this study as well in other 

studies. A threat to safe passage in pregnancy with this experience was a unique finding 

in this study for women having an abnormal ultrasound. In coping with suffering, the 
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women used various strategies such as blocking, searching for answers, seeking higher 

powers for comfort, silence, and detachment. In the two themes of detachment and alone 

in silence, other studies with the experience of abnormal ultrasounds did not reveal this 

finding. Though these strategies are identified in other types of emotional turmoil, these 

distinguishing themes should be acknowledged in coming to know the other. In the last 

theme, women reflected upon the experience. Women had regrets that they missed a 

joyful pregnancy and birth, but also needed greater support from health professionals. 

The significance of these themes is to recognize that the voices were not heard in this 

experience. The goals in nursing become significant in identifying common phenomenon 

and providing nursing action in relieving suffering.  

 Suffering is seen in many aspects of health. The women expressed suffering in 

their fears, loss, and threats with this experience. Morse (2001) addressed the concept of 

suffering and enduring. In observance of these behaviors, the nurse can come to know 

when to comfort suffering and support endurance. 

 An essential theme of cultural values, beliefs, and traditions did not emerge in this 

study. Participants had differing cultural traditions, but expressed universal meaning in 

their experiences. The significance is that nurses need to continue to recognize cultural 

diversity in meaning, but also to understand that human experiences can be universal. 

 Reproductive genetic technologies will continue to emerge in today’s health care. 

The ambiguity of findings provides a complex pathway for women and families for 

decision making. As there is a threat to the infant, emotional turmoil erupts throughout 

the pregnancy. Knowledge of new technology and interpretation of results is essential for 

nursing in our highly technological society. 



 

	   205 

 Nursing can advance upon nursing technology in becoming technologically 

competent and caring. Technology must be used to come to know the other, but not to 

infuse a barrier in human caring. Understanding the need for empathetic touch in 

technology will bring a reduction in suffering. 

 The grand theory of Boykin and Schoenhofer’s Nursing as Caring Theory  

(Boykin et al., 2010) has provided guidance in nursing care. The theory allows nurses to 

encompass the complexity of the individual in culture and technology. The authentic 

presence comes to know the other and intentional caring can emerge. The experiences of 

women in this study included health providers who were ultrasound technologists, 

obstetricians, maternal fetal medicine specialists, therapists, and genetic counselors. The 

missing link in these experiences was the presence of nursing. There are varying roles in 

nursing, yet the essence of nursing is to recognize the complexities of the individual and 

community and focus upon promoting health in using the processes of the nurse-patient 

relationship. 

 The field of genetics and genomics is emerging with advanced technologies. 

Nurses are in the “the front line interacting with women and families about reproductive 

health and working with families in assessing risk and implementing risk reduction 

strategies to improve birth outcomes” (Dolan et al., 2007, p. 4). Dolan et al. (2007) 

indicated that nurses need to take the lead in translating complex information. This 

translation must be culturally sensitive, adaptive to individual and family needs, and 

appropriate in health literacy (Hamilton & Bowers, 2007). Nurses also provide health 

promotion and empower and support families in their decisions. In the field of 

reproductive genetic technology, there is a need to reduce suffering and to advocate 
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nursing caring in the nurse-patient role. The recommendations for nursing in practice, 

education, policy-making, and research engage the discipline of nursing to be an active 

member of the health care team to reduce suffering through knowing, caring, and actions.  
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GLOSSARY 

Absent Nasal Bone 

Absent nasal bone is a soft marker showing an association to Down syndrome. 

Shortened measurements or absent features vary among ethnicities. The feature is 

difficult to assess through ultrasound and should only be used as a secondary 

marker for chromosomal disorders (Benacerraf, 2010; Cunnigham et al., 2010). 

Amniocentesis 

Amniocentesis is a diagnostic procedure for collecting amniotic fluid in 

pregnancy. Fluid is extracted through the abdominal wall into the amniotic fluid 

sac. Fluid is analysis for chromosomal and genetic disorders. Other uses of fluid 

are to determine bio-chemical markers in lung maturity and bilirubin levels. The 

risk of this invasive procedure is includes injury to the fetus, loss of amniotic 

fluid, infection, and onset of spontaneous abortion (Cunningham et al., 2010).  

Aneuploidy 

Aneuploidy is the abnormal number of chromosomes, which may be greater or 

less than the expected number of 46. Errors in meiotic division are the most 

common causes of abnormal chromosomal numbers (Beery & Workman, 2012). 

Autism 

Autism is a collection of behavioral, language, and social disorders in which 80% 

of the cases have an unknown specific cause. Children with single gene disorders 

such as fragile X syndrome, neurofibromatosis, and Rett syndrome have 
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associated autism characteristics. Chromosome disorders such as Angelman 

syndrome, Prader-Willi syndrome, and trisomy 21 may present with behavioral 

characteristics seen in autism. Exposure to some teratogens has been identified in 

a few cases of autism (Beery & Workman, 2012). 

Blighted Ovum 

A blighted ovum is strongly associated with chromosome disorders. The fertilized 

egg attaches to the uterus, but the embryo does not develop. This condition 

usually ends in a spontaneous abortion or miscarriage (Leveno, Cunningham, & 

Bloom, 2013). 

Choroid Plexus Cysts 

A very small percent of fetuses have a small pocket of fluid or cyst in the choroid 

plexus at less than 24 weeks gestation. The choroid plexus is found in the lower 

brain. The function of the choroid plexus is to produce cerebrospinal fluid, which 

cushions the brain and spinal cord. Usually these cysts resolve in the second 

trimester of pregnancy. A rare chromosome disorder, called trisomy 18 or 

Edwards syndrome, is associated with choroid plexus cysts. The fetus with 

trisomy 18 will also have other characteristics of this syndrome viewed by 

ultrasound. Further ultrasound and diagnostic testing are used to determine risk 

for this rare chromosome disorder. The association between choroid plexus cysts 

and Down syndrome at this time appears to be coincidental (Benacerraf, 2010; 

Walkinshaw, 2000). 

Hyperechogenic Bowel 

Hyperechogenic bowel is a highlighted area in the fetus’s bowel. The brightness 
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of the bowel seen on ultrasound is comparable to the brightness of surrounding 

bone structures. This finding is associated with severe perinatal infection such as 

toxoplasmosis or cytomegalovirus infections. Studies have also found an 

association with chromosome disorders such as trisomy 21 and 18. The 

association between Down syndrome and hyperechogenic bowel is 7%, with 

sensitivity from 3.3% to 27%. Other associated conditions include cystic fibrosis, 

congenital gastrointestinal defects, and intrauterine growth restriction (Al-Kouatly 

et al., 2001; Benacerraf, 2010). 

Echogenic Focus of The Heart or Echogenic Intracardiac Focus (EIF) 

Echogenic Focus of the heart or Echogenic Intracardiac Focus (EIF) are 

highlighted areas of the heart seen on ultrasound. These areas are thought to be 

caused by mineralization of calcium deposits in the muscle of the heart. These 

highlighted areas are visible on prenatal ultrasound. Approximately 4.7% of 

normal newborns have this variant finding with no morbidities. A small percent of 

fetuses with this finding have associated chromosome disorders of trisomy 18 and 

trisomy 21. Eighteen percent of fetuses with trisomy 21 have EIF. This marker is 

considered a poor predictor of risk for Down syndrome (Benacerraf, 2010).  

Hydrocephalus 

Cerebrospinal fluid, which is produced from the brain, provides cushioning to the 

brain and spinal cord. This fluid circulates around the brain and spinal cord and 

then is reabsorbed into the circulatory system. When the brain produces excessive 

fluid or if the circulating fluid is blocked, excessive fluid accumulates. This 

excessive fluid creates pressure, causing brain damage. Genetic disorders and 



 

 210 

intrauterine infections are contributing causes for this disorder (Cunningham et 

al., 2010).  

Karoytype 

Karotype is a laboratory procedure to arrange chromosomes within one cell for 

chromosome analysis. Each pair of the 22 autosomes is aligned to determine the 

number and structure of the paired chromosome. The last chromosome pair 

determines the sex of the fetus, with either XX for females or XY for males. 

Abnormal structures or numbers of chromosomes are reported from this karotype 

for specific disorders. When an abnormal number of chromosomes occurs, being 

either smaller or larger than the expected 46 chromosomes, the term aneuploidy is 

used (Beery & Workman, 2012).  

Maternal Serum Alpha-feto Protein Screening Tests (MSAFP) 

MSAFP is a multiple marker serum screening test for Down syndrome and neural 

tube defects, completed from 15 to 20 weeks gestation. The sensitivity of the test 

is approximately 90% for detection of neural tube defects and 60% for Down 

syndrome (Cunningham et al., 2010). 

Nuchal Translucency 

Nuchal Translucency is a measurement of the fetus’s nuchal fold between the 

occiput and skin’s edge using first trimester ultrasound. An increased nuchal 

translucency of ≥ 6mm is associated with Down syndrome. Sensitivity for risk of 

Down syndrome using only this indicator is approximately 80%. This 

measurement is becoming a standard screening tool for trisomy 21 in the first 

trimester (Benacerraf, 2010; Nicolaides, 2004).  
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Perinatal 

Perinatal is a term used to the gestational period after 20 weeks until 28 days of 

life (Cunningham et al., 2010). 

Polyhydramnios 

Polyhdramnios is excessive accumulation of amniotic fluid during the gestational 

period. Associated conditions include maternal diabetes mellitus, trisomy 21, and 

trisomy 18. Other contributing factors include anencephaly and esophageal 

atresia. In severe polyhydramnios, 50% of the cases are related to a fetal anomaly 

(Leveno et al., 2012).  

Renal Pyelectesis 

Renal pyelectesis is dilation of the renal pelvis. This dilation is seen when an 

obstruction blocks the uteroplevic junction. This finding could be a normal variant 

or could indicate a congenital disorder or chromosomal abnormality (Cunningham 

et al., 2010). 

Teratogens 

A birth defect caused by a drug, chemical, bacterial or viral agent, or 

environmental exposure to the developing embryo or fetus (Beery & Workman, 

2012). 

Trisomy 18 or Edwards Syndrome 

A rare chromosome disorder that appears when there is an extra copy of the 

chromosome 18. This extra chromosome occurs during an error in separation 

during germ cell meiosis. This disorder frequently results in stillbirth or limited 

neonatal viability related to coexisting cardiac, renal, and central nervous system 
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abnormalities. Severe reduction in cognitive function is present with this 

syndrome (Beery & Workman, 2012).  

Trisomy 21 or Down Syndrome 

The most common chromosome disorder associated with cognitive disabilities 

and specific facial characteristics. Other co-morbidities include cardiac defects, 

neuro-tube defects, cleft lip and cleft palate, and early Alzheimer’s disease. This 

chromosome disorder has an extra copy of the 21 chromosome. This syndrome 

may be caused by error in germ cell division during meiosis or with a deletion of 

the chromosome arms. Fetal ultrasound findings associated with trisomy 21 

include increased nuchal translucency or thickened area of the neck, 

atrioventricular septal defects, gastrointesintal tract deformities such as duodenal 

stenosis or atresisa, imperforate anus, echogenic intracardiac focus, and short 

femur (Online Mendelian Inheritance in Man [OMIM], 2012).  

Ventriculomegaly 

Ventriculomegaly is an enlargement of the cerebral ventricles. It is considered to 

be a non-specific marker for brain abnormalities. The usual measurement is from 

5-10 mm. Mild and moderate enlargement may indicate cognitive deficits. 

Karyotyping and detection of congenital viral infections are indicated when 

present (Cunningham et al., 2010). 
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Appendix A  

Summary of Integrative Review1 

Study Sample Design Purpose Outcomes 
Baker et al. 
(2004) 
 
 
 
 
 

N=3085 
Hispanics = 2343 
(76%) 
AA = 692 22% 
Others=41 1.7% 
Unknown 
ethnicity =9 (.3%) 
Hispanic patients 
mostly Mexico 
birthplace and 
Spanish speaking 
 

Retrospective 
descriptive study 
from daily log of 
3085 patients 
from 1995-2001 
 
 

Describe and assess utilization 
of prenatal diagnosis by 
Hispanic and African American 
(AA) population in Los Angeles 
center 
 

Acceptance of amniocentesis in 
Hispanic and AA population 
was lower in this population 
compared to statewide data. 
There was a decline in 
amniocentesis acceptance from 
1995-2001. Incidence of fetal 
abnormalities especially NTD 
was higher than reported in Ca. 
The most common reason for 
referral was AMA, followed by 
a positive MSAFP, family 
history, teratogen exposure, 
DM, hemoglobin mutation, 
pregnancy losses and abnormal 
ultrasound. 
 

Browner and 
Preloran (2000) 

N= 267 
147 Mexican 
women 
120 Latino men 
Data collected 
within a larger 
project by authors 

Mixed methods. 
Semi-structured 
interviews after 
the women had 
decided whether 
to have 
amniocentesis 
Responses were 
quantitatively 
and qualitatively 
coded 

Investigate decision making for 
amniocentesis and meaning to 
amniocentesis refusal in 
Mexican women 

Explanations for + MSAFP 
Excessive blood, conspiracy, 
diabetes, heredity, God’s belief, 
curse, drug use, age, mistake, 
stress, weaknesses in iron level, 
protein rich foods, vitamins. 
Declined amniocentesis: stress, 
abortion, and fear for fetus 
from procedure.  
Actions sought for those that 
declined – abort, move, change 
behavior, other peer services, 
support from families, clergy. 

Browner and 
Prelorian (1999) 

N=65 
Mexican women 
and partners 

Qualitative 
Face to face 
interviews. 
Systematic 
observations 
Chart reviews 
Descriptive 
characteristics 

Explore Latino male roles in 
women’s amniocentesis 
decisions 

More than half of the women 
reported upon their own 
opinion for decision making. 
Most partners agreed with 
women’s decision. 
Partners were less fearful of 
procedure and had supportive 
role. 
Women with partners were 
more likely to accept 
amniocentesis. 
Women without partners were 
more overwhelmed with 
genetic information. 

Browner et al. 
(2003) 

N=120 
Women of 
Mexican origin 
with abnormal 
MSAFP and 
partners 

Qualitative  
Semi – structured 
open ended 
interviews 

Assess factors which 
contributed to acceptance or 
refusal of amniocentesis 

Miscommunication was 
significant due to medical 
jargon and interpretation about 
risks and findings. 
Misinterpreted non-
authoritative recommendations 
as a significant risk. Expected 
traditional prescriptions and did 
not comprehend neutral 
counseling. 
Misinterpretation from 
translation was another factor. 
Trust from providers remains 
essential, as clients would seek 

                                                
1 Gottlieb (2007). 
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counseling from other trusted 
sources. 
 

Browner et al. 
(1999) 

N= 167 couples of 
Mexican origin 
Women 147 
Men 120 

Qualitative 
Semi structured 
interviews 

Investigate the relationship 
between acculturation, religion 
and male partner and 
amniocentesis acceptance 

60% of women accepted 
amniocentesis. Scores on an 
acculturation scale or length of 
residence was not predictive of 
decisions. Religious practice 
was not associated with 
decision making. There was not 
a strong pattern in influence by 
males in decision making 
among women. 

Cohen et al. 
(1998) 

N= 93 
Caucasian 
Hispanic 
African American 

Pilot Study  
Self administered 
questionnaire in 
English and 
Spanish 

To analyze the current status of 
beliefs as a cause of birth 
defects as well a comparing 
beliefs between cultural groups 

53% AA and 46% Hispanic 
believed that ETOH, chemicals, 
and drugs never cause a birth 
defect. 
48% AA, 40% Hispanic and 
7% Caucasian believed that 
chromosome rarely caused 
defects. 
29% Caucasian, 42% AA, 20% 
Hispanic believed falling or an 
accident caused defects. 
Women adhered to their beliefs 
no matter what conditions arise. 

Eichmeyer et al. 
(2005) 

N=107 
Hispanic and 
Mexican clients 
receiving genetic 
counseling for 
AMA. Caucasians 
as control groups 

Descriptive 
20 question 
survey 

To identify predictors of 
prenatal genetic testing decision 
and explore 
racial/ethnic/socioeconomic 
differences in knowledge, 
attitudes, and preferences 

The majority of Hispanic could 
not demonstrate 70% 
understanding of risk. 
Significant differences in risk 
understanding between 
Hispanic and Caucasians. Both 
groups had minimal 
understanding of percentage 
format presentation. Largest 
difference between groups was 
qualitative word formats. No 
difference between groups 
using pictures. Education level 
plays a role in understanding. 
Decision making made 
regardless of understanding. 

Fransen et al. 
(2009b)  
 

N=270 
Dutch 
Turkish  
Surinamese 

Survey 
Descriptive and 
univariant 
analysis 

Identify knowledge of prenatal 
screening, attitude, and 
participation 

Informed decision making was 
highest among Dutch 71% 
compared to Turkish 5% and 
Surinamese 26%. Majority had 
a positive attitude in screening. 
Those not participating 
included 56% of Dutch, 87% of 
Turkish, and of 83% 
Surinamese. Barriers to 
participation included 
language, finances, and 
transportation.  

Kuppermann et 
al. (2006) 

N=827 
English, Spanish 
and Chinese 
language 

Prospective 
cohort study 
using a 
questionnaire. 
Translated for 
native Spanish 
and Chinese 
speakers.  

Explore discrepancies in risk 
understanding between Hispanic 
& Caucasian women in genetic 
counseling and to identify 
strategies to improve risk 
understanding 

Women with higher perceived 
risk of procedure-related 
miscarriage were less likely to 
use invasive testing, women 
with higher value of testing 
information were more likely to 
use testing, women with greater 
health care system distrust or 
higher levels of faith or 
fatalism were less likely to use 
any testing. Differences found 
in AA women compared to 
others. Age of group had 
impact on decision making. 
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Kuppermann, 
Gates, and 
Washington 
(1996) 

N=238 
White 120 
Asian 61 
Latina 33 
African American 
24 

Descriptive 
Chart review for 
multivariate 
analyses 

Determine if CVS and 
amniocentesis acceptance varies 
by ethnic group. 
Establish if ethnic variation is 
determined by incidence of 
Down syndrome in advanced 
maternal age 

Latinas and African American 
women have higher rates of 
refusal than White or Asian 
populations. Higher rates of DS 
found in African American 
groups. 

Learman et al. 
(2003) 

N=999 
 

Descriptive 
surveys for 
attitudes and 
beliefs of genetic 
testing  
Multivariate 
analyses 

Explore attitudes and beliefs 
about prenatal genetic testing 

Acceptance of Down syndrome 
child higher among African 
Americans and Latinas. Faith 
contributed to acceptance of 
child among AA and Latinas as 
well. 
 
 
 
 
 

Lee et al. (2007) N=798 
Hispanic 450 
(57%) 
Asian 24 (630%) 
Black 42 (6%) 
White 52 (7%) 

Quasi-
experimental 
Anxiety 
inventory (STAI) 
administered pre 
and post 
ultrasound 

To determine the level of 
anxiety associated with 
disclosure of ultrasound markers 
for aneuploidy in a multiethnic 
population 

Anxiety levels increased after 
abnormal US marker or post 
US anomaly. Blacks had higher 
levels of anxiety compared to 
Hispanic, Asian and White, but 
not statistically significant. 
Selection of amniocentesis was 
not specified among ethnic 
groups. Total rate of 
amniocentesis from US 
anomalies similar to advance 
maternal age amniocentesis 
selection. 

Markens, 
Browner, and 
Preloran (2003) 

N= 277 
157 Mexican 
origin women 
120 male partners 

Qualitative  
Semi structured, 
face-to-face 
interviews 

Explore the dynamics that occur 
between the women and their 
male partners in the decision 
making process for prenatal 
testing 

Mostly joint interviews from a 
larger study of Mexican origin 
families. Themes examined for 
paternalism, equalitarian, and 
role-segregated relationships. 
Responses demonstrated more 
equalitarian and shared role 
decision making in contrast to 
popular beliefs of machismo 
and suppressed female decision 
making. 

Mittman et al. 
(1998) 

N= 2430 
Pregnant women 
referred for 
amniocentesis 
counseling due to 
AMA 
Latin American 
(43%), Asian-
pacific (36%), AA 
12%. Caucasian 
(7%), Other (4%) 
 

Quasi-
experimental  
17 item 
questionnaire 
pilot tested. 
Pre and post 
testing 
before/after 
counseling 
session 

Review quantitative and 
qualitative data relating to 
prenatal genetic services to 
Asian-Pacific and Latin 
American immigrant 
populations 

Acceptance of amniocentesis 
increased from 8% to 62% 
during project. 59% 
amniocentesis acceptance rate 
overall. SE Asian accepted 
41%, Latin American 50.6% 
acceptance. Caucasian 56% 
acceptance. Declining 
amniocentesis for fear of SAB, 
abortion attitudes, fear of 
procedure and disbelief of DS 
risk. Cross culture study 
showed decision making was 
culturally bound than facts of 
procedure. 

Naylor, Porto, 
Cohen, and 
Garite 
(2001) 

N=150 
50 Hispanic 
women with + 
MSAFP 
100 Hispanic 
women control 
group 

Descriptive 
Chart reviews for 
comparative data 
for t test analysis 

To compare pregnancy 
outcomes of Hispanic women 
with positive MSAFP and 
normal kayotype with Hispanic 
women with negative MSAFP 
screens 

All 50 women with +MSAFP 
had amniocentesis. There were 
no significant differences in 
adverse pregnancy outcomes 
with a false positive MSAFP 
compared to control group. 

Preloran et al. 
(2005) 

N=7 pilot 
N= 73 encounters 
with Mexican-
origin women 

Qualitative 
ethnography 
Ethnographic 
field 
observations 

Determine influence of 
interpreters for monolinguistic 
providers and Spanish speaking 
women in amniocentesis 
decision making 

Three approaches were 
observed in interpreting which 
are: 
missionary, authoritative and 
distant interpretation. A neutral 
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approach was the least 
preferred method. Missionary 
style had empathy and 
authoritative and paternalistic 
was a familiar style experiences 
in their culture. Autonomous 
decision making for 
amniocentesis may be 
compromised through 
interpretation 

Press and 
Browner (1998) 

N=598 chart 
reviews 
N=158 interviews 
European 
American 
English speaking 
Latina 
Spanish speaking 
Latina 
African-American 
Asian 
Other 

Qualitative and 
descriptive 
Semi structured 
interviews 
Survey questions 

Investigate which women were 
more likely to refuse MSAFP 
screening 

Ethnicity differences found in 
refusal. Noted Spanish 
speaking Latina had higher 
refusal rates as with less 
acculturation levels. Age and 
social economic status did not 
vary in MSAPF selection. 
Knowledge level about MSAFP 
was low for all groups and did 
not impact upon acceptance or 
refusal rates. Religion did not 
predict MSAFP selection 
except for European Americans 
with higher religious 
affiliations. Anti-abortion 
attitudes were also predictors of 
test refusal. 

Rapp (1999) Multicultural 
participants  

Anthropological 
participant 
observation 

Explores the social impact and 
cultural meaning of prenatal 
diagnosis 

Cross cultural theme 
development in reproductive 
technologies. Communicating 
risks, deciphering 
communication 
misconceptions, uncertainty, 
imagery, decision making and 
unexpected outcomes are 
discovered through interviews 
and observations. 

Rapp (1998) Multicultural 
participants 

Anthological 
analysis 

Explores diversity in decisions 
to accept or decline 
amniocentesis and follow 
decision of abortion after 
diagnosis of a fetal disorder 

Acceptance or refusal of 
amniocentesis varied among 
institutions. Ethnic groups do 
participate in testing. Most 
common reason for refusal of 
amniocentesis was fear of 
miscarriage. Reproductive 
history and family stability 
gave support for declining 
amniocentesis among some 
Hispanic participants. Male 
dominant decision making may 
also influence some 
individuals. 

Saucier et al. 
(2005) 

N=157 
32.7% Caucasian 
22.8% AA 
21.6% Hispanic 
19% Asian 
3.9% other 

Descriptive 
Questionnaire 
42 item validated 
in prior study 

Explore the role health beliefs 
play in genetic amniocentesis 
acceptance among racial/ethnic 
groups 

Most common reason for 
referral was AMA 
Caucasians more likely to 
accept amniocentesis. 
Caucasians, Asians & AA more 
likely to have college education 
than Hispanics. 
Higher education leads to 
increased acceptance. No 
difference in religion, parity, 
income for acceptance, or 
declining amniocentesis. 
Hispanic women who accepted 
amniocentesis had lower 
knowledge than Caucasian 
women who accepted 
amniocentesis. Benefits, 
knowledge, and seriousness are 
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best factors for predicting 
acceptance of amniocentesis  
decision. 

Shaffer et al. 
(2006) 

N=833 
Caucasian 393 
47% 
African American 
21 2.5 % 
Hispanic/Latina 
103 12.4% 
Other 111 3.5% 
Unknown 205 
24.6% 

Retrospective 
cohort study 
using variables 
of age, type of 
aneuploidy, 
diagnostic 
procedure, and 
ethnicity  

Investigate rate of pregnancy 
termination of fetal aneuploidies 
and to determine predictors of 
this choice 

Advanced maternal age was the 
most significant factor in 
selecting termination. Type of 
aneuploidy showed higher rates 
of termination in non-viable 
disorders and Trisomy 
disorders compared to sex 
chromosome aneuploidy. 
Hispanics had lower 
termination rates. 

Singer et al. 
(2004) 

N=1232 
Hispanics 428 
African American 
375 
Non-Hispanic 
White 960 

Descriptive 
Telephone 
survey 

Compares three ethnic groups in 
beliefs and values about genetic 
technology and barriers to 
testing 

Survey tool validated in 
Spanish language. Pilot testing 
of survey questions. 
Preferences for prenatal testing 
and abortion among three 
ethnic groups. Large sample 
used in study. Two thirds of 
participants preferred prenatal 
genetic testing. All ethnic 
groups displayed a preference 
for prenatal genetic testing. 
Between 21-29% of study 
population selected abortion or 
ending the pregnancy as an 
option for a fetal genetic defect. 
Non-Hispanic White groups 
were less likely to select 
abortion compared to other 
ethnic groups. 

Waller et al. 
(2000) 

N=852 fetuses 
With maternal 
ethnicity of 
Hispanic, African 
American, and 
Caucasian women 
 

Descriptive 
Chart 
surveillance 

Investigate the rate of prenatal 
diagnosis for different types of 
birth defects among two 
Southwestern populations 
(metropolitan and rural) 

The detection rate for fetal 
abnormalities among 
participants was 33% compared 
to other detection rates of 50%. 
Hispanic and Black women 
entering prenatal care late in 
pregnancy created barriers for 
detection of fetal abnormalities 
and lower rates of  prenatal 
diagnosis. Detection of fetal 
anomalies was higher in the 
Lower Rio Grande Valley 
compared to 
Houston/Galveston area. The 
rate of pregnancy terminations 
for anormalies was not 
statistically different among 
ethnic groups studied. 
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Appendix B 
 

Recruitment Letter 
 

Dear Student: 
 
I am a doctoral nursing student at Florida Atlantic University and also an instructor at the 
University of Miami. I am writing to you about my study and seeking your assistance in 
recruiting participants. 
 
The research project that I have developed is interviewing women about their experiences 
in a past pregnancy when given information about an abnormal obstetrical ultrasound 
indicating a possible chromosome or genetic disorder. I am particularly interested in how 
this experience has affected them in regards to their cultural beliefs and values. The study 
is called “The Lived Experience of Women after Disclosure of an Abnormal Obstetrical 
Ultrasound.” 
 
The reason that I am doing this research is that there is minimal information about 
women’s feelings when experiencing an abnormal ultrasound in pregnancy. By 
interviewing women, I hope to gain new information that can be used to help other 
women cope with this sometimes stressful event. 
 
The participants that I am seeking are women, age 18 or older, able to understand and 
read English, who have had an abnormal ultrasound indicating a risk for a genetic or 
chromosome disorder in a past pregnancy and can recall this experience. 
 
If you or any other women that you know has had this experience, I would appreciate if 
you could share my contact information below so that I may provide additional 
information about the study.  
 
As a student, your desire not to participate, or your request to withdraw from the study, 
will not affect your grades or other academic standings within the University. 
 
If you have any questions about your rights as a participant in research, you can contact 
the Human Office Research Office at the University of Miami at 305-243-3195 and the 
Division of Research at Florida Atlantic University at 561-297-0777. 
 
Thank-you for your time. I would greatly appreciate any assistance in seeking 
participants for this study. Please contact me for any questions. 
 
Sincerely, 
 
Jeanne Gottlieb, CNM, MSN 
Doctoral Student 
Florida Atlantic University 
jgottlieb@miami.edu 
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Appendix C 

Recruitment Brochure2 

 

 

                                                
2 Adapted from Timmerman (1996). The art of advertising for research subjects. Nursing 
Research, 45, 339-340. 
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  the Lived Experience of  
   Women after Disclosure of an Abnormal 

   Obstetrical Ultrasound  

Jeanne Gottlieb
(305) 284-6256 or (305) 968-4076 (c)
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Appendix D 

Advertisement 

 
Women and Prenatal Ultrasound 
Tell Your Story for a Research Study 

 
Description:  
Women who have been told that they have a 
problem with their ultrasound in a past pregnancy 
are invited to share their story. Being told that there 
is a problem with your prenatal ultrasound can be 
difficult. Your story can help us learn what is 
important to women and how nurses can help others. 
Contact Jeanne Gottlieb, Nurse midwife, for 
information about the study. 
Florida Atlantic University 
Christine E. Lynn College of Nursing 
Contact:  
305-284-6256/jgottlieb@miami.edu 
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Appendix E 

Sample Interview Questions 

 
Tell me your story about having an ultrasound in your past pregnancy.  
  
What has happened after the ultrasound was completed?  
  
Had you faced any difficulties?  
   
What were your worst fears? 
 
What were your best hopes? 
 
Tell me about family or cultural values, beliefs, and traditions that are important to you. 
 
Tell me about any family or cultural values and beliefs that have been supportive or not 
supportive for you? 
 
Tell me about how family or cultural traditions have helped or not helped you in this 
experience. 
 
Had you found anything helpful to you during that time? 
 
What were your thoughts about the pregnancy? 
 
What do you think others should know about this experience? 
 
Has talking about this experience been helpful to you? Why or Why not? 
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Appendix F 

Demographic Survey3 

 
 

                                                
3 Demographic data form adapted from Luke, B. and Avni, M. (1997). Primary Interview Form. 
 

eProst ID: 20080588 
Approved  

 Approval Date: 7/26/2011 
  

 
 

 

Demographic Data 
Interview Date         - -  
 

1. Study Number   
  

 
3. Marital Status? 

1 Single 2 Married  3 Cohabiting 4 Separated 5 Divorced 6   
 
4. How many years of schooling have you completed? 

1 <12 (did not finish high school)   4 16 years (college) 
2 12 years high school or equivalent  5  
3 <16 (some college/Associate degree)  6   

 
5. Country of Birth 

1USA 2 Mexico 3 Cuba 4 Dominican Republic 5 Puerto Rico 6 Spain 
7 Belize 8 Costa Rica 9 El Salvador 10 Guatemala 11Honduras  
12Nicaragua 13 Panama 14Argentina 15 Bolivia 16 Chile 17 Columbia  
18 Ecuador 19Paraguay 20 Peru 21 Uruguay 22 Venezuela 23Europe 24 

_______Africa 25  ________Asia 26_______ Middle East 27 _______Caribbean  

Islander 28   _________ Pacific Islander 29________ Other 30________________     
 
6.  Ancestral Country of Birth 

1USA 2 Mexico 3 Cuba 4 Dominican Republic 5 Puerto Rico 6 Spain 
7 Belize 8 Costa Rica 9 El Salvador 10 Guatemala 11Honduras  
12Nicaragua 13 Panama 14Argentina 15 Bolivia 16 Chile 17 Columbia  
18 Ecuador 19Paraguay 20 Peru 21 Uruguay 22 Venezuela 23 Europe 24 

_______Africa 25  ________Asia 26_______ Middle East 27 _______Caribbean  

Islander 28   _________ Pacific Islander 29________ Other 30________________     
 

 
8. Family yearly household income 

1 less than $10,000   4 $30,000-40,000 7 >$60,000 
2 $10,000-20,000   5 $40,000-50,000 8  
3$20,000-30,000   6 $50,000-  
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eProst ID: 20080588 
Approved  

 Approval Date: 7/26/2011 
  

 
 

 

 
 

 
 
 

17. Did you have a genetic referral for your prenatal ultrasound ?   1Yes  2No...................  
18. . Reason for genetic referral 

1 Nuchal translucency 2 Absent nasal bone 3 Choroid plexus 4 Echogenic focus  
5 1-2 umbilical cord number 6 Abnormal fetal bone length 7 Facial deformity  
8 Abdominal deformity 9 Neural tube defect 10 Cardiac deformity 
11 Extremity deformity 12Kidney deformity 13 Bladder deformity 14Abnormal growth 
15 Abnormal amniotic fluid 16 Brain deformity 17 Abnormal blood flow 
18 Other_____________ 19  

19. Number of months/years since genetic counseling...............................................................  

20. Did you have a genetic diagnostic procedure ?   1Yes  2No.........................................        
21... Diagnostic Procedures 

1 Repeat Ultrasound 2 Serum testing 3 Amniocentesis 4 Chorionic villus sampling 
5   Fetal blood and tissue sampling 6 Not sure 7  

22. Number of years since genetic ..  
 
 
Demographic data form adapted from Luke, B. and Avni, M. (1997). Primary Interview Form. 
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