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MOTHERS’ EXPERIENCES OF HAVING A

HOSPITALIZED PREMATURE BABY

by

Irene Hurst
Abstract

The purpose of this critical ethnography was to understand how mothers describe

and interpret their experience of having a hospitalized premature baby including the

mothers’ actions in a neonatal intensive care nursery (NICU) and conditions affecting their

descriptions, interpretations, and actions. The participants were 12 mothers with diverse

racial, cultural, and socioeconomic backgrounds. Their premature babies (N=14) had a

mean birth weight of 1,503 grams. Data were obtained from participant observations that

incorporated in-depth, open-ended interviewing of mothers during visits with their

premature babies in a regional, tertiary level NICU. A total of 133 individual participant

observations comprising 488 hours of transcribed observation/interview data was analyzed

using thematic and constant comparative analyses.

A constant feature of the mothers’ experience was their struggle to safeguard their

babies in the NICU and address their own needs in the NICU to attain the best possible

outcomes for their babies and themselves. The structural conditions of neonatal intensive

health care and existing economic and racial hierarchies were factors that sharpened the

difficulties that the mothers confronted. They each worked to transform their situation.

The mothers nurtured a sophisticated, complex set of relationships and they took

actions to protect both their babies and themselves. In order to safeguard their babies and

themselves in the NICU, the mothers prioritized “watching over” vigilantly. They
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developed a repertoire of related actions for that safeguarding: (a) negotiated action with

health care provider; (b) judicious use of challenging institutional authority; (c)

authoritative weight of peer practice; (d) use of institutional knowledge to challenge the

institution's authority; (e) seeking a higher authority, (f) building supportive relationships
with other mothers, and (g) garnering apper from spouses, partners, families, and

friends. Yet, their overall strategy differed with respect to their babies and themselves.

When considering their own needs, mothers relied on strategies that had less opportunity

for diverting resources from their babies and conflict with the institution (NICU) and

individual caregivers.

4–4–
74– *4. PhD, &
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CHAPTER 1

INTRODUCTION

Each year in the United States, approximately a quarter million babies are born

before the end of 37 weeks' gestation, otherwise known as premature birth (National

Center for Health Statistics, 1991). In the last us decades many strides have been made

in specialized neonatal care to support the health needs of the premature baby (Gaiter,

1985; Gottfried & Gaiter, 1985; Hodgman, 1985; Lyon, 1985; Sammons & Lewis, 1985;

Teberg, Hodgman, Wu, & Spears, 1977; U.S. Congress, Office of Technology

Assessment, 1987). Similar strides in care to support the health needs of mothers of

premature babies have not occurred (Affonso, Hurst, Mayberry, Haller, Yost, & Lynch,

1992a, 1992b; Kenner, 1990; Klaus & Kennell, 1982). And these mothers do have great

health needs. Extant research well documents that the birth and subsequent hospitalization

of a premature baby poses a severe threat to mothers' psychological and physiological

well-being (Affleck, Tennen, Rowe, & Higgens, 1990; Affonso et al., 1992b; Brooten,

Gennaro, Brown, Butts, Gibbons, Blackwell-Sachs, & Kuma, 1988; Gunn, Kepore, &

Outerbridge, 1983; Kaplan & Mason, 1960; Pederson, ba, Chance, Evans, & Fox,

1987). Mothers’ perceptions of their experiences of having a hospitalized premature baby,

however, have only recently been the focus of scientific inquiry. The range, patterns, and

variability of maternal experiences have yet to be identified.

A major challenge to neonatal nurses is how to provide care that supports the

*mothers' needs as well as those of the premature baby. In order to provide optimal care to

*hese mothers, health care policy and nursing practice must be congruent with maternal

**erceptions, expectations, and needs. Only then can we provide mothers of hospitalized



premature babies with appropriate, comprehensive, and empathetic health care to decrease

maternal mental and physiological health risks, and to enhance mothers’ abilities to care

for their premature babies.

Population of Interest

Who are these women who face such me to their mental and physiological well

being as a result of having a premature baby? Prematurity is not a randomly distributed

phenomenon (Horton, 1995; Kotelchuck & Wise, 1987). Ethnic and racial minorities,

particularly African-American women, and the working class and poor are

disproportionately represented among the women who give birth to a premature baby

(Garbaciak, 1992; Guyer, Strobino, Ventura, & Singh, 1995; National Center for Health

Statistics, 1991; Horton, 1995; Wegman, 1993). African-American women, the majority

of whom are working class (Krieger & Fee, 1994a; Navarro, 1990, 1991), have more than

twice the prematurity rate of Euro-American women (Guyer et al., 1995; Taeusch &

Yogman, 1987). In 1989, 8.8% of Euro-American women and 18.9% of African

American women gave birth to a premature baby (National Center for Health Statistics,

1991). Low birth weight (LBW: babies born weighing less an 2,500 grams) shows

similar disparities with a rate of 6.0% among Euro-American women compared with

13.3% among African-American women, with the LBW rate being much higher among

premature babies (Guyer et al., 1995). The rate of very low birth weight babies (VLBW;

babies who weigh less than 1500 grams) are highest among African-American women

C3%) and Native American Indian or Alaskan Native women (1% percent) (Guyer et al.,

I 995; National Center for Health Statistics, 1993). This substantial racial disparity

=rmong premature and low birth weight rates has remained fairly consistent for the last



decade (Guyer et al., 1995). Recently, however, there has been an increase in low birth

weight among Euro-American women (a rate of 6.0% in 1993 compared with 5.8% in

1992) attributed to an increase in the proportion of multiple births (from 19.3% to 25.2%

per 1,000 total) which some researchers speculate is due, in part, to increased use of

alternate modes of reproduction related to mºniº (Guyer et al., 1995; Nsiah-Jefferson &

Hall, 1989).

Overall, 11.1% of Hispanic women give birth to a premature baby (National

Center for Health Statistics, 1991). Rates for Mexican-American women are reported to

be similar to Euro-American women while Puerto Rican women have low birth weight

rates (used as a marker for prematurity) mid-way between Euro-American and African

American women (Kotelchuck & Wise, 1987; National Center for Health Statistics, 1994).

However, the accuracy of estimates among Hispanic women is highly questionable because

there may be substantial undercounting of the Hispanic populations (Selby, Lee, Tuttle, &

Low, 1984).

Higher economic status is significantly associated with better birth outcomes,

regardless of race or ethnicity (Kotelchuck & Wise, 1987; National Center for Health

Statistics, 1991, 1994). Extant empirical and clinical research about mothers’ experiences

of having a hospitalized premature baby, however, overwhelmingly reflects the experiences

of Euro-American, middle class, and well-educated women. Refer to Appendix A.

Significance of the Study

Nurses cannot be knowledgeable about the health needs of women experiencing

**=ving a hospitalized premature baby or deliver quality care to these diverse groups of

Yºsmen if their perspective is limited to that of a specific group. Nurses must come to



understand the explicit needs and experiences of all groups of women who give birth to a

premature baby. The American Nurses’ Association (ANA) Cabinet on Nursing Research

(1985) has mandated as an urgent investigatory responsibility ensuring that the health

needs of vulnerable client groups are effectively and sensitively met. For more than a

decade, nurses have identified low birth witue and their mothers as caregivers as

research priorities (Hinshaw, Heinrich, & Bloch, 1988). The persistently high level of

LBW babies is largely due to the steadily increasing incidence of premature births

(National Center for Health Statistics, 1991, 1993). The National Institutes of Health

(NIH) has recently prioritized research addressing the needs of women, especially those

who are racially and economically marginalized. The ANA and NIH mandates underscore

the importance of research pertinent to understanding mothers’ experiences of having a

hospitalized premature baby.

Purposes of the Study

The purposes of the study reported here were to understand how mothers

described and understood their experience of having a hospitalized premature baby,

including the mothers’ actions in the NICU and the conditions affecting their descriptions,

interpretations, and actions. In this study, I saw a mother with a premature baby as person

in her own right, not merely as a vehicle for her baby’s development. To these ends, I

designed the study to gain an understanding of the variability and range of the individual

rimother's experience while constructing a collective story about mothers’ experiences of

Heaving a hospitalized premature baby that reflects structural and ideological

*-ircumstances. Purposive sampling techniques encouraged the participation of ethnic and

ºr " **



racial minorities, working class, and poor women. Data generating methods included

ethnographic style interviews, participant observation, and chart review.

This study represents one of the first investigations in which the researcher was

actually present with each mother in the intensive care nursery (NICU) to examine how her

experience unfolded throughout her baby's waiian My goals for this study were

to (a) provide an opportunity for mothers to talk about their experiences of having a

hospitalized premature baby; (b) to inform health care practice and policy, facilitating the

provision of more accessible, equitable, comprehensive, and empathetic care to these

mothers; and (c) to offer insights and challenges that mothers of premature babies could

use to secure more appropriate health care. Without research of this sort, health and social

policy remain uniformed as does the potential for nursing practice to further compound

these mothers’ stress and encumber their efforts to meet their own needs as well as those of

their premature babies.



CHAPTER 2

MOTHERS’ EXPERIENCES OF HAVING A HOSPITALIZED PREMATURE BABY:

A CRITICAL REVIEW OF THE LITERATURE

The review of the literature which forms the basis of this study about mothers’

experiences of having a hospitalized premature baby is epistemologically grounded in

Marxist-feminism. I explored investigations of mothers’ experiences of having a

hospitalized premature baby with a critical eye toward interpretive understanding and *** -

reflexivity. I examined the theoretical perspectives and research approaches guiding these

investigations in an attempt to demonstrate how these theoretical and research approaches

as well as methodological issues have promoted or restricted the development of a

comprehensive knowledge base of these mothers’ experiences. The information I discuss * - -

in this literature review provided time depth and comparative insights against which I

scrutinized the ethnographic data generated in the study.

Philosophical Underpinnings …
º

I based this research on Marxist-feminism in order to forge a broader, more **

-
* - *

comprehensive view of the social realities that affect the health and well-being of mothers

experiencing having a hospitalized premature baby. Such a choice rejects the positivist

philosophical tradition that serves as the philosophical underpinnings of the majority of

nursing studies about women in the nursing literature (Allen, Benner, & Diekelman, 1986;

Holter, 1987; Woods, 1988). Briefly, the positivistic philosophical tradition asserts that

there is a universal reality composed of truths that can be derived through objective

Erocesses that can be easily replicated and verified by ourselves and others (Gortner, 1988;

FHeld, 1980; Holter, 1987). Moreover, these processes are considered ahistorical, neutral,



and value free (Allen et al., 1986). A positivistic philosophical stance eschews the

subjective experience, valued by many as central to nursing practice (Allen et al., 1986; Di

Leonardo, 1991; Farganis, 1986; Marriner-Tomey, 1989; Oakley, 1981). The theories

derived from such an empiricist approach have, traditionally, ignored the sociopolitical and

historical contexts in which the phenomena observed occur and the prisms through which

the investigators interpret their observations and make conclusions (Allen, 1985; Ingram,

1990; Kasper, 1986; Kellner, 1990). * * *-

Increasingly, many nurse scholars are refuting a positivistic-empiricist

philosophical perspective for nursing research or practice (Allen, 1985; Chinn & Wheeler,

1985; Moccia, 1988; Stevens, 1989; Stevenson & Woods, 1986). These researchers and

others advocate the need to develop consistency between nurses’ philosophical value of

holistic, humanistic, and interactive practice and its scholarly and scientific work

(Chopoorian, 1986; Patterson & Zderad, 1976; Stevenson & Wood, 1986). This is of

particular relevance to maternal health as the field of women’s health has its roots in the

recognition of the inadequacies in positivistic, empiricist traditional health theories, -is sº

research, and practice (Duffy, 1985; Fee, 1975; Krieger & Fee, 1994b).

Marxist-feminism, as a framework for nursing inquiry, better serves nurses’ goals

of humanistic practice and its scholarly and scientific work. At its core, Marxist-feminism

values women and honors their experiences as embedded in the contexts of their lives

KAcker, Barry, & Esseveld, 1983; Engels, 1972; Fee, 1975; Gramsci, 1971; Marx, 1859;

N■ ies, 1991). A Marxist-feminist approach compels recognition of the diversity and

<omplexity of the totality of women's lives wherein multiple perspectives are needed for a

Finore comprehensive view of reality (Gorelick, 1991; Marx, [1859] 1972; Mies, 1991). It



reconceptualizes and expands the usual understanding of health, person, and environment

to include critical awareness in each of these areas of influence.

The tradition of Marxist-feminism acknowledges the dialectical unity between

agency and structure, subject and object; sociohistorical agency has an objective social

content, and structures are embodied in sociohistorical agents (Fee, 1975; Gimenez, 1975,

1991; Wharton, 1991). In other words, individual experience is located in society and

history, embedded within a set of social relations which produce both the possibilities and

limitations of that experience (Acker et al., 1983; Gimenez, 1989; Gramsci, 1971).

Tenets of Marxist-feminist science emphasize the need to examine the meanings

people ascribe to their experience conceptualized as a complex set of habits, dispositions,

and cultural inventories (Gramsci, 1971). The social production of meaning (i.e.,

culturally constructed meanings) is not equally distributed among social classes, genders,

or races and operates at the level of ideology and social structure (Allen, 1985; Navarro,

1993, 1986). Within Western capitalist cultures, classism, racism, sexism, maternalism,

heterosexism, and ageism are just some of the fundamental dogmatic ideologies that are

internalized in social structures and operate in unexamined ways and constrain the

ensembles of social relationships that a person inhabits (Gimenez, 1991; Marx, [1859]

1972; Navarro, 1986, 1993; Sacks, 1989). Consequently, there can be tensions between

culturally defined meanings and experientially defined meanings. And both experientially

derived meanings and culturally derived meanings have significance for a person’s actions.

Examining meanings at both the individual and structural levels is essential in

IN■ arxist-feminist health research. Within a Marxist-feminist approach, researchers must

*—ancover not only the different experiences of diverse groups of women but the processes



creating these differences in order to reveal how these processes are connected to each

other and determine, in very different patterns, the lives of all and each of us (Bahl, 1996;

Gorelick, 1991; Marx [1859] 1972; Rowbotham, 1992; Rowbotham & Mitter, 1994). My

goal in this dissertation research is to understand the health experiences of mothers who

have a premature baby, most of whom by wn. of their gender, social class, and race or

ethnicity may have learned to discount and invalidate their own experiences, and have been

encumbered in their efforts to obtain appropriate, empathetic health care because of the

existing Social structures and conflictual, normative cultural ideology. The goal is to

reveal both the commonalities and differences of these mothers’ experiences and the

structured conflicts of the hidden structures of oppression, both as they are felt and as they

are obscured.

A feminist conception of research provides a perspective that is “achieved rather

obvious, a mediated rather than immediate understanding” (Hartsock, 1985, p. 234) that is

not only available to women (Allen, Allman, & Powers, 1991). There is no distinct

feminist method (Harding, 1987). Marxist-feminism, like other feminist inquiry, applies

many evidence-gathering techniques, including both* and qualitative methods

such as survey, clinical trials, interviews, participant observation, and examination of

epidemiological and historical data (Fee, 1975; Fee & Krieger, 1994; Harding, 1987;

Navarro, 1986).

What distinguishes Marxist-feminism (along with other feminisms and critical

perspectives) from other research methods is that it generates questions for inquiry from

the framework of women’s experiences (Acker et al., 1983). The research is designed,

implemented, and disseminated with the goal of providing for women information that they
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can use to bring about changes in the interest of the women studied (Campbell & Bunting,

1991; Fonow & Cook, 1991; Gluck & Patai, 1991; Parker & McFarlane, 1991;

Rowbotham & Mitter, 1995). Researchers’ actions must not exploit or oppress women

(Harding, 1987; Mies, 1991). The researcher’s characteristics, motives, interests, and

history are made explicit in the process of study (Acker et al., 1983; Gorelick, 1991).

Thus, in a Marxist-feminist framework, the questions asked, the actions observed, and the

conclusions reached are often quite different than that of other scientific inquires precisely

because the researcher affords primacy to women's perspectives examined in the context

of sociopolitical and historical conditions.

The Marxist-feminist perspective I applied in this study was oriented toward

providing knowledge that both mothers and nurses could use to make emancipatory

structural change in the area of intensive neonatal health care including the improvement of

relevant nursing practice and theory. Mothers’ experiences of having a hospitalized

premature baby were considered to have structural, cultural, racial, gender, and sexual

Orientation implications for women's health. The envisioning of a changed future, an

improvement in the lives of women who have a premature baby, was an emancipatory

commitment on my part which guided all aspects of the research process, beginning with a

critical review of pertinent literature.

Overview of Selected Studies

Theoretical Approaches

There is little diversity in the theoretical approaches used to investigate mothers'

experiences of having a hospitalized premature baby. The majority of researchers utilized

= crisis theory or stress and adaptation perspective and more recently, a hermeneutic
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framework. However, the studies varied in the extent to which the theoretical perspective

was explicit.

Prior to the 1960's, few researchers had focused attention on mothers' responses to

premature birth and their babies' subsequent hospitalization (Prugh, 1953). Prevailing

psychiatric theory conceived of acute emotional problems as primarily stemming from

previously existing chronic conditions (Deutsch, 1945; Lindeman, 1944). In the early

1960's, a crisis theory perspective was advanced, ostensibly to enable direct attention to

and treatment of any maternal mental distress occasioned by the premature birth

experience without having mothers risk incurring diagnoses of mental illness (Caplan,

1960; Caplan, Mason, & Kaplan, 1965; Kaplan & Mason, 1960). According to the crisis

model, the experience of having a hospitalized premature baby constitutes a specific stress

situation for mothers, which may result in an acute, but time limited period of

psychological disequilibrium. Resolution of the crisis occurs when mothers return to at

least the level of functioning they had prior to the premature birth. Thus, this perspective

cannot accommodate longitudinal approaches to examining mothers' experiences.

Major life crises can have positive as well as negative effects on psychological

well-being. Identifying regularly occurring psychological and behavioral tasks associated

with a specific stress situation to avert chronic conditions which otherwise might result is a

goal of crisis oriented researchers. Researchers using a crisis model continue to emphasize

pre-existing personality factors as determinants of maternal responses, despite this model’s

orientation to examination of concurrent situational factors (i.e., interactions with

significant others or hospital practices). Researchers’ attempts to identify maternal

patterns of responses and indicators of crisis task accomplishment related to the birth and
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subsequent hospitalization of a premature baby are not well supported (Blumberg, 1980;

Caplan, Mason, & Kaplan, 1965; Gennaro, 1985; Gennaro, Zukowsky, Brooten, Lowell,

& Visco, 1990).

The stress and adaptation model incorporates similar assumptions to that of the

crisis model but also focuses on long term responses to a specific stress situation (Bass,

1991; Lazarus, 1977). According to the stress and adaptation model, the distress

experienced by mothers of premature babies occurs in proportion to the perceived severity

of the threat with varying duration of the stress. Coping and adaptation occur in the

context of personal and environmental factors, mediate the severity and duration of the

distress, and may be either negative or positive (Goosen & Bush, 1979; Scott, Oberst, &

Dropkin, 1980). For example, whether mothers' responses to having a hospitalized

premature baby are adaptive or maladaptive depends primarily on their cognitive appraisal

of the situation, coping responses and available resources. Hence, this approach

potentially recognizes multiple etiologic pathways.

Based on the stress and adaptation model, some researchers propose a conceptual

framework of mothers' experiences of having a hospitalized premature baby that restricts

the environment to the physical and psychological elements of the NICU (Miles & Carter,

1983; Miles, 1989; Miles, Funk, & Kasper, 1991; 1992). Personal and family

background factors, such as the mothers' propensity to anxiety or concurrent events, are

also identified as important sources of stress. Access to and utilization of resources are

viewed as individual characteristics. This framework does not incorporate broader social,

economic, and political contexts which determine availability and access to resources (such

as type of employment or insurance, personal/public transportation, day care, etc.).
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Typically, applications of this framework in research exclude examination of personal and

family background factors and potential mediating conditions with emphasis on identifying

sources of parental stress related to the NICU environment (Miles, 1989; Miles et al.,

1991; 1992). Or, if researchers examined these other factors, they did not present such

information in research reports (Perehudoff, 1990).

Cognitive adaptation models derived from the stress and coping perspective have

also been utilized (Affleck & Tennen, 1991; Taylor, 1983). Researchers examined

mothers' cognitive adaptations and coping strategies to show how these processes figure in

their adjustment to their babies’ hospitalization and its aftermath. In a crisis situation,

there will emerge major themes related to these mothers' cognitive appraisals which center

around a search for meaning and mastery. This approach emphasizes understanding how

mothers interpret their experiences of having a hospitalized premature baby. Cognitive

adaptation models can potentially discern individual variation in maternal responses.

However, prevailing assumptions about patterns of cognitive appraisals that researchers

often used as operational definitions of mothers' responses imply that it is the mothers'

individual motivation and responsibility which ultimately determines their psychological

and physical well-being. For example, perceptions of personal control are assumed to

alleviate distress because it enhances the predictability of the event's outcome, undercuts

feelings of helplessness, and increases the likelihood of taking actions that will actually

improve the outcome (Taylor, 1983; Thompson, 1981). Attribution models of mothers'

beliefs of the causes of prematurity thus assume importance (Affleck, Allen, McGrade, &

McQueeney; 1982; Affleck & Tennen, 1991; Tennen, Affleck, & Gershman, 1986).

** -

*** *
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In a cognitive adaptation model, research questions have focused on what

behaviors mothers engaged in that they felt led to the premature birth (Tennen et al.,

1986). Self blame is implied to be more adaptive than blaming others because mothers

will have more faith in controlling their own behavior than that of others (Affleck &

Tennen, 1991). Critics of theories and * of adaptation point out that the value

system of researchers or health professionals will affect the application of these theories as

well as the adaptation process of clients (Goosen & Bush, 1979).

A hermeneutic phenomenological view is based on the belief that people are self

interpretive beings who have the ability to tell their story of what being in a situation is like

for them (Heidegger, 1962 [1927); Packer, 1985; Smith, 1993). In this model one “seeks

to understand the person, rather than isolating person variables and situation variables and

then trying to put them back together” (Benner, 1985, p. 6). A basic tenet of this

philosophy is that “linguistic and cultural traditions” (Leonard, 1989, p. 47) result in

“unselfconsciousness” (p. 48) concerning the factors which influence how we interpret

meaning of events, and that language and culture are grounded in common meaning

(Stainton, Harvey, & McNeil, 1995). In a crisis or illness situation our everyday “taken

for-granted” (Leonard, 1989, p. 48) lived experience is “shattered.” The task of the

researcher in this mode of inquiry is to discover those hidden meanings of interpretation of

the language mothers use to describe experiences. Thus, this model can lend insights into

mothers’ interpretations of having a hospitalized premature baby.

Yet, by focusing on the recovery of a particular meaning or action, hermeneuticists

accept at face value the individual’s interpretative understanding of events, seeking

consensus of interpretation within the given “conceptual system of ongoing tradition”
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(Held, 1980, p. 315). To date, researchers examining mothers’ experiences of being in a

high risk perinatal situation have used a traditional hermeneutic framework (Hayes,

Stainton, & McNeil, 1993; Lasby, Newton, Sherrow, Stainton, & McNeil, 1994; McNeil,

1992; Stainton, McNeil, & Harvey, 1992; Stainton et al., 1995). Although this body of

research does attend to interactional relationships between health care providers and

mothers, the use of this perspective does not incorporate broader social, economic, and

political contexts which shape cultural and experiential meanings. The focus on common

shared meanings can potentially obscure the need to illuminate the dissimilarities as well as

similarities among the groups of women experiencing having a hospitalized premature

baby (Smith, 1993). Dominant cultural meanings become less salient and increasingly

misinformative and conflictive for persons as they become further removed from positions

of power in this society (Kasper, 1986).

In sum, often excluded in research utilizing crisis, stress and adaptation, and

cognitive adaptation models is the relevance of hospital practices and the role of health

agencies and professionals. Although these conditions are more often accommodated in a

hermeneutic approach, as a group these models leave unexamined unmitigated social,

economic, and political constraints to mothers' interpretations, cognitive adaptations, and

coping strategies. This may also occur because in crisis, stress and adaptation, and

cognitive adaptation theoretical frameworks the role and responsibilities of researchers and

health care professionals in the clients' adaptation to stress situations is uncertain (Goosen

& Bush, 1979). These theories are individually rather than socially oriented.



16

Research Approaches

Initial research approaches examined how the premature birth experience differs

from that of the normal full-term birth experience. Overall, researchers have primarily

concentrated on documenting these mothers' emotional stress and the environmental stress

incurred in the intensive care nursery (NICU). Other research approaches include

examining the experience of having a hospitalized premature baby from the mothers' point

of view, mothers' actions in the NICU, and the effects of these mothers' experiences. *** -

Researchers have also investigated conditions affecting mothers' experiences. Empirical º
evidence from each of these research approaches is documented in the following section. tº .

Refer to Appendix A for descriptions of design and methods for the majority of studies i.
*

reviewed. º

Mothers' Experiences: Empirical Evidence

Establishing a Difference Between Mothers of Premature Babies and Mothers of Full

Term Babies cº
On the basis of observations of case studies from linked investigations conducted ºne ºr "

-- ºr a *

in the early 1960's, researchers (Caplan, 1960; Caplan et al., 1965; Kaplan & Mason,

1960) concluded that there were several distinguishing features of the premature birth

experience that resulted in differences in the psychological reaction patterns of mothers of

premature babies as compared with mothers of normal, full term babies. Refer to

Appendix A, Table 1. The usually unexpected onset of labor and delivery comes as a

shock and the unusual characteristics of premature babies (e.g., small size, unusual color)

create acute psychological disequilibrium. In contrast to mothers of full term babies,

mother of premature babies have a heightened concern after delivery about whether their
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babies are alive and will survive. Feelings of disappointment, failure in the reproductive

role, and deprivation are reinforced further with the mothers' homecoming without the

baby and the baby’s continued hospitalization in the NICU.

Kaplan and associates' (Caplan, 1960; Caplan et al., 1965; Kaplan & Mason,

1960) work was a classic attempt to describe mºst experiences of having a hospitalized

premature baby. Their assertions that these mothers experienced an "acute emotional

disorder" account, in part, for the concerted effort to document mothers' emotional distress. ----

Because of the trend toward treating smaller babies who have longer hospital stays, and

the highly technical, extremely fast-paced nature of the NICU, the attention of researchers º

has also increasingly focused on identifying sources of environmental stress in the NICU ■ :
º

for mothers. !.
Emotional and Environmental Stress

Research findings on the emotional stressors and environmental stressors of the

NICU incurred by mothers of hospitalized premature babies have not varied appreciably

over the last three decades. Refer to Appendix A, Table 2. Mothers of premature babies - *** *

continue to experience significantly higher levels of anxiety, depression, or hostility

compared with mothers of normal, full-term babies (Choi, 1973; Gennaro, 1988; Trause &

Kramer, 1983) with the greatest distress reported in the first week after birth and at the

time of the baby’s discharge to home (Bidder, Crowe, & Gray, 1974; Brooten et al., 1988;

Blumberg, 1980; Gennaro, 1988; Phillip, 1983). Other maternal emotional responses

identified include fear, guilt, grief, disbelief, sadness, isolation, helplessness, shock,

powerlessness, and anger (Benfield, Leib, & Reuter, 1976; Blackburn & Lowen, 1985;

Cramer, 1976; Hummel & Eastman, 1991; Jeffcoate, Humphrey, & Lloyd, 1979a, 1979b;
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Pederson et al., 1987; Trause & Kramer, 1983). Commonly reported experiences that

engender emotional distress are feelings of loss from early, abrupt termination of

pregnancy, prolonged separation from the baby, delay in carrying out natural caregiving

functions, fear for the premature baby’s survival, uncertainty about the long term

consequences of prematurity, concern for the babies' special needs at home, difficulties

meeting work responsibilities, overwhelming financial burdens, and confusion in the

mothers' relationships with spouse, other family members, and friends (Affleck et al.,

1982; Bidder et al., 1974; Cramer, 1976; Jeffcoate et al., 1979a, 1979b; Pederson et al.,

1987; Perehudoff, 1990). Although study findings vary as to which aspects of the NICU

generated the greatest degree of stress, a number of studies identified the premature baby's

appearance as well as other conditions of the NICU such as events contributing to parental

role alteration, sights and sounds, and staff communications as high intensity stressors

(Harper, Sia, Sokal, & Sokal, 1976; Miles, 1989; Miles et al., 1991, 1992; Perehudoff,

1990).

Conclusions from this body of research concerning maternal stress related to the

hospitalization of a premature baby remain limited, however. The retrospective design

used in many of the studies incurred limitations of recall. Most of these empirical

descriptions of mothers' experiences are derived from their responses to (a) judgments

based on clinical observation (Cramer, 1979; Harper et al., 1976), (b) investigator

developed tools (Benfield et al., 1976; Blackburn & Lowen, 1985; Choi, 1973; Hummel &

Eastman, 1991; Jeffcoate et al., 1979a; Phillip, 1983; Trause & Kramer, 1983) and

standardized instruments (Brooten et al., 1988; Gennaro, 1988; Miles et al., 1991, 1992;

Perehudoff, 1990), and (c) structured qualitative interviews (Pederson et al., 1987;
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Jeffcoate et al., 1979b). All these data gathering methods limited the sources and

dimensions of stress that mothers could identify.

The wide variety and quality of the measures of stress used by investigators makes

comparisons among these studies problematic. It is also questionable whether the

standardized instruments such as the State Scale of State-Trait Anxiety (Spielberger,

Gorsuch, & Lushene, 1970) or the Multiple Affect Adjective Checklist (Zuckerman &

Lubin, 1985) with well-documented psychometric properties used to measure anxiety and

depression provide valid assessments of the distress related to having a hospitalized

premature baby. Researchers obtained normative data for these instruments from

predominately Euro-American, young college and high school females (Gennaro, 1988;

McLaughlin & Marascuilo, 1990). How appropriate is it to make comparisons of anxiety

and depression levels between mothers of hospitalized premature babies, particularly

ethnic-minority mothers or mothers with low-income or lower levels of education, and

young female students? Thus, one may also question the current research practice of using

these standardized instruments to identify groups of mothers vulnerable to stress in general

and times at which stress is manifested throughout their babies’ hospitalization (Brooten et

al., 1988; Blumberg, 1980; Gennaro, 1988), or to provide concurrent validity for

experiential models of these mothers' experiences (Miles et al., 1991, 1992).

Nevertheless, results from this group of studies provide compelling evidence that

having a hospitalized premature baby imposes severe stress upon these mothers that

impacts virtually every aspect of their lives. The importance of these findings

notwithstanding, researchers have yet to identify the full range, patterns and variability of

maternal experiences. What is particularly lacking is a knowledge of how mothers
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describe and interpret the experience of having a hospitalized premature baby. Several

other investigations lend insight into these areas.

Mothers' Descriptions and Interpretations

A limited number of investigations have given primacy to the mothers' points of

view by exploring mothers' descriptions and interpretations of their experiences of having a

hospitalized premature baby. The following nursing investigations examined different

phenomena related to having a hospitalized premature baby as interpreted by the mothers. *a-

Refer to Appendix A, Table 3.

Casteel (1990) used qualitative, semi-structured, open-ended interviews to º:

examine mothers' (n=18) thoughts and feelings (a) surrounding the first time they saw and ■
*

touched their premature babies and (b) shortly after their babies’ discharge from the

hospital, once they were at home. Interviews occurred when the premature babies were 5 - *

days of age and in the NICU and again, when the babies had been home for 5 days. At º
--

both interviews, Casteel also asked mothers to talk about what parents of a new baby do as Ç
parents. In addition to reporting negative feelings of anxiety, fear, helplessness and & .

sadness, mothers described positive feelings such as amazement, confidence, love, and

well-being. At the fifth day of their premature babies' hospitalization, mothers' thoughts

about their roles as parents centered on protection, such as sitting at the bedside watching

and staring at their babies; provision, which included nurturing, caregiving, and seeing that

their babies' needs are met; and attachment, such as their babies belonging to themselves,

not the nurses. However, the younger the gestational age of the baby, the harder it was for

mothers to talk about being a parent. Mothers reported more positive feelings and
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identified more specific thoughts about what it meant to be parent at the second assessment

period compared to the first assessment period.

In a program of phenomenological based research in Canada, investigators

followed a group of women (n=27) experiencing a high-risk perinatal situation, seven of

whom had babies requiring neonatal intensive care (Hayes et al., 1993; Lasby et al., 1994;

McNeil, 1992; Stainton et al., 1992; Stainton et al., 1995). They used qualitative,

unstructured interviews to ask the mothers to describe the meaning of their experiences.

Interviews began at varying points along the perinatal continuum, ranging from 5 to 35

weeks gestation for the pregnant women. For those women with high risk infants,

interviews began once a week during the first month of their babies' hospitalization and

then at least monthly for the next five months or until discharge. The meaning of the

experiences was identified as uncertainty in becoming a mother to her baby. Dimensions

within this experience of uncertainty included: (a) waiting; (b) feeling fear; (c) loss of

control and identity; (d) being alone with this responsibility; (e) changed family

relationships and interaction; (f) fatigue; (g) grief and loss; (h) needing to be known and

understood; and (i) mismatch in realities. In addition, these researchers identified a

number of mothers' caring practices: (a) bracketing time; (b) giving; (c) balancing

perspectives; (d) doing a job; (e) maintaining family relationships and functioning, (f)

seeking meaningful information; (g) protecting after previous loss; and (h) focusing on

possibilities. These researchers reported as a serendipitous finding that women in high risk

situations work on the same developmental tasks as Rubin described in 1975, but are

altered by the inherent uncertainty in the high risk situation. Rubin's (1975) four tasks
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entail: (a) seeking safe passage; (b) securing and assuring acceptance of the child by

significant others; (c) binding in to the child; and (d) giving of oneself.

From this same body of phenomenological based research, investigators reported

paradigm case studies that explored an “NICU-experienced” mother (a mother who had

previously given birth to two other premature wº and one mother’s experience about

transition of care from the NICU to home. In the case of the experienced NICU mother,

dimensions of maternal work were described as working for love, working for meaningful

moments, working amid uncertainty, working against the odds, and working overtime

(Lasby et al., 1994). In addition to the central themes of uncertainty and being alone and

vulnerable, these researchers conceptualized the hospital to home experience for the mother

as experiencing the baby as powerful, gaining acceptance from the baby, and blurred

territory in taking up practices of care (Hayes et al., 1993).

An exploratory study by a group of researchers (Affonso et al., 1992b) revealed

that mothers' perceptions of stress differed over time throughout their premature babies'

hospitalization. In semi-structured interviews, mothers (n=35) identified stressful events

related to their babies' hospitalization. In the initial weeks s their babies' lives, mothers

most frequently reported the highest stress came from separation, pregnancy and labor

issues, emotional issues, baby health concerns, baby appearance and behaviors,

communication with nurses, and the NICU environment. In the later phases of their

babies’ hospitalization, mothers most frequently reported financial and mothering

concerns, problems with spouse, family, and friends, and emotional issues as high intensity

stressors. Furthermore, mothers' perceptions were variable. Even events perceived as
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positive, such as holding their babies, generated distress for mothers. These researchers

identified a high attrition rate across assessment periods as a limitation of this study.

One can make only tentative generalizations about mothers' experiences and

interpretations during their premature babies' hospitalization because the specific focus

differed for each of these studies, and the mime of participants who in Casteel's

(1990) and Affonso and colleagues’ (1992b) studies were predominately Euro-American,

well-educated, and married. Stainton and associates did not report maternal backgrounds. *a*- -

The extent to which differences in health care systems (Canadian versus United States) º
-

* *

affects maternal experience also needs further investigation. º

As a group, however, these findings illustrate a wide range and substantial ■

variability of maternal responses when mothers are free to describe their experiences in

whatever terms they chose. The results of these studies indicate the need to obtain more ºr *

discrete information about maternal experiences and interpretations throughout the period
-- *

of their premature babies' hospitalization which may precipitate the lack of fit between Ç.
*

maternal perceptions and expectations, and neonatal nursing interventions. Further study >
-

ºw - -

of these mothers throughout their babies' hospitalization is also needed to find out how and

why maternal experiences change over time. Moreover, results of these studies suggest

that there are other aspects researchers must consider in examining mothers' experiences of

having a hospitalized premature baby, such as mothers' actions in the context of the NICU

setting.

Mothers' Actions

Another essential focus of mothers' experiences of having a hospitalized premature

baby is mothers' actions in the NICU. The impact of the premature babies' hospitalization
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on mothers is an unfolding process that occurs in the context of the NICU setting. Thus,

mothers' actions in the NICU are an integral aspect of mothers' experiences of having a

hospitalized premature baby. However, mothers' actions in the NICU have not received

priority or systematic attention in health sciences research related to mothers' experiences

of having a hospitalized premature baby. For de purposes of this review, mothers' actions

in the NICU refer to the mothers' verbal statements, nonverbal behaviors, and activities as

related to: (a) her premature baby (which includes manipulation of equipment and personal ** -

***
items, e.g., toys, pictures, at the bedside), and (b) NICU personnel, her own family and a

friends in the NICU, and other babies, parents or visitors in the NICU. º

&"
In the past three decades, investigations of mothers' actions in the NICU have been i

■

sporadic (Brown, Gennaro, York, Swinkles, Brooten, 1991; Caplan et al., 1965), with few

naturalistic studies undertaken (Hines, Minde, Marton, Trehub, 1980; Minde, Trehub, ºr *

Corter, Boukydis, Celhoffer, & Marton, 1978; Minde, Whitelaw, Brown, Fitzhardinge,
sº

1983). The major focus of these investigations has been to delineate behavioral responses ‘. . .

indicative of optimal mother-baby relationships. Methodological flaws and equivocal data --

undermine these associations, however. Mothers' descriptions of their actions in the

NICU, for the most part, have been reported as adjunct findings (Affleck & Tennen, 1991;

Kenner, 1990; Kenner & Lott, 1990). Refer to Appendix A, Table 4.

In a series of linked studies, some researchers (Caplan et al., 1965) proposed

mothers' actions in the NICU that would be predictive of the mothers' caregiving abilities

after the premature babies' discharge to home. Mothers would be more likely to show

adequate caregiving abilities if throughout their babies' hospitalization their actions include

active gathering of information about the baby and the manifestations of prematurity,
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reality-based perceptions of their babies' situation and care requirements upon discharge,

and expression of feelings of deprivation in being separated from their babies. A good

visitation pattern (increases by the end of hospitalization) was reported as an excellent

index of such actions. Little confidence can be placed in the findings from this series of

linked studies because: (a) the researchers based prediction assessments of mothers'

actions on judgments of notes of interviews conducted by other investigators; (b) of a lack

of validity or reliability estimates reported for either prediction or outcome assessments;

and (c) sample sizes were too small for the statistical analyses used. Subsequent research

has either not investigated (Zeskind & Iacino, 1984) or failed to corroborate (Brown et al.,

1991) an association between patterns of visitation and telephone contact and long term

maternal outcomes (e.g., confidence in caregiving abilities, mothers' rating of their own

babies' behavior, measures of anxiety, depression, hostility) or the babies' health outcomes

(e.g., weight gain, acute care visits, re-hospitalizations).

Naturalistic investigations of mothers' actions in the NICU have been primarily

relegated to specific patterns of interactions between mothers and their premature babies

(Barnard, Hammond, Booth, Bee, Mitchell, & Spieker, 1989; Hines et al., 1980; Magyary,

1984; Minde et al., 1978; Minde et al., 1983). These investigations showed wide

variability in the synchrony in mother-baby behavior. Researchers have pointed out that

these equivocal findings occur because of gaps in knowledge about how mothers interpret

their babies' appearance and behaviors and the information they receive from the NICU

personnel (Minde et al., 1983).

In sum, there is a lack of empirical research providing contextualized knowledge

of mothers' actions in the NICU. It would thus appear that the general consensus in the
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literature that care givers advocate maternal visitation to promote optimal maternal and

baby health outcomes is based on assumptions about both mothers' actions in the NICU

and the effects of those actions on long term maternal and baby health outcomes. Findings

from the few studies that contain mothers' descriptions of their actions in the NICU

indicate that such assumptions on the part of researchers and health care providers have

allowed an atmosphere of confusion, intimidation, and powerlessness to encumber mothers'

efforts to address their own health care needs and those of their premature babies (Refer to

Table 4).

Mothers' accounts of their actions in the NICU include their reactions to

conflicting instructions, discrepancies between stated policy and actual practice, and

intimidation. Mothers reported that care givers encouraged them to visit their premature

baby in the NICU, but when they did visit their presence was not acknowledged (Kenner,

1990; Kenner & Lott, 1990). Many mothers reported that they continually sat idle at the

bedside and that care givers rarely (a) asked about their opinions, (b) gave explanations

about their babies' health status or need for clinical interventions, or (c) invited them to

participate in caregiving or nurturing activities (Affonso et al., 1992b; Kenner & Lott,

1990; Shellabarger & Thompson, 1993; Thompson & Gillotti, 1993).

Some mothers described inconsistent approaches to maternal caregiving by the

nursing staff (Affonso et al., 1992b; Kenner, 1990; Kenner & Lott, 1990; Shellabarger &

Thompson, 1993). On one day, a nurse would allow the mother to hold her baby or

perform certain caregiving activities, but a different nurse on another day would prevent

the mother from doing these same activities (Kenner, 1990). Other mothers experienced
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resistance from some nursery personnel to their suggestions and requests to modify their

babies' care (Affonso et al., 1992b; Kenner, 1990).

Many mothers readily admitted that they feared that nursery personnel would label

them as problem parents and were too confused or intimidated by the nursery personnel,

and at times the NICU environment, to ask questions or to advocate for their own needs or

those of their baby (Bass, 1991; Hurst, Carvajal, & Boelter, 1995; Kenner & Lott, 1990;

Shellabarger & Thompson, 1993; Thompson & Gillotti, 1993). Some mothers described

their involvement in decision making as limited to signing unexplained and not-understood

consent forms (Able-Boone, Dokecki, & Smith, 1989; Kenner & Lott, 1990). In contrast,

other mothers reported having to assume the responsibility of reorienting new staff to their

babies' past history, sometimes on a daily basis, in efforts to obtain continuity of care for

their babies (Kenner, 1990). While some mothers were pleased with partnerships they had

developed with the nursery personnel at the time of their babies' discharge to home, other

mothers had been unable to achieve a satisfying level of participatory control prior to their

babies' discharge to home (Affleck & Tennen, 1991; Able-Boone et al., 1989; Hurst et al.,

1995; Pinch & Spielman, 1989).

Mothers may contribute their perceptions of participatory control to what they

were able to accomplish during visitation in the NICU (Affleck & Tennen, 1991; Tennen

et al., 1986). Many mothers reported a strong conviction that things they did during their

babies' hospitalization promoted recovery. Moreover, these mothers believed that their

babies' future outcomes were dependent upon their own actions. Some mothers felt they

were better able to feed their baby more efficiently than could the nurses, which produced

better weight gain. Others reported that their visits to the NICU and their affectionate

*
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holding helped to calm their babies, allowing the babies to devote more energy toward

overcoming their medical problems. The meanings of mothers' interactions with their

babies and others present in the NICU have not been sufficiently investigated to clarify and

contextualize the significance of mothers' actions in the NICU.

In one investigation (Affleck & Tennen, 1991), actions described by mothers

included comparing their own baby with other babies and evaluating the other babies on

selected dimensions. Mothers of smaller babies tended to compare their babies with those

who required more technologic support to survive, whereas mothers of babies who were

larger, but in some ways sicker, compared their babies with the smaller babies. Several

mothers volunteered that nursery personnel frowned upon their questions about other

babies in the NICU. Researchers concluded that these mothers engaged in "downward

comparisons" to derive comfort from their own situation. Other researchers (Hurst, 1993;

Lasby et al., 1994) posit that there is a contradictory downside for mothers when they

engage in “downward comparisons.” Such comparisons seem to increase mothers’ guilt,

sorrow, and heartfelt concern for the other parents and their babies (Lasby et al., 1994;

Hurst, 1993; Hurst et al., 1995). These comparisons may also trigger the mothers’ worst

fears for their own babies (Hurst, 1993). This strategy of “downward comparisons” may,

in part, be necessary because mothers are receiving inadequate or contradictory

information about their own babies' condition from nursery personnel (Hurst, 1993; Hurst

et al., 1995).

Similarly, other research findings underscore the need to understand mothers'

behavioral as well as verbal cues (Gennaro et al., 1990). Mothers who are well educated

may voice a greater number of concerns or be more likely to intercede on their babies'

*a-

*** *
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behalf. Researchers question whether well educated mothers express more concerns

because they are better able to articulate their concerns or if this group truly does have

more concerns (Gennaro et al., 1990). If less educated mothers are not as likely to

articulate their concerns, it is important that health care providers use mothers' actions in

the NICU as cues for their concerns and how us are experiencing their babies'

hospitalization. Or it could be that a lack of knowledge about how cultural norms and

class influence communication styles leads researchers and health care providers to

conclude that less educated mothers do not have as many concerns. An understanding of

mothers' experiences of having a hospitalized premature baby requires knowledge of how

they describe and interpret their actions in the NICU.

According to these findings, mothers' actions in the NICU are guided, in a large

part, by the contingencies of particular interactions and other conditions in the NICU such

as events occurring with other babies in the NICU. This review of research on mothers'

actions in the NICU points to myriad gaps in knowledge due to inappropriate research

questions and data gathering methods, inadequate sampling, inconsistent outcome

measurements, and misconstruing results. These studies * not well assessed the

characteristics about interaction dynamics among health care providers, mothers and their

premature babies, and other mothers/parents and babies in the NICU. What information

mothers attend to, what they selectively ignore, and under what conditions events occurring

in the NICU raise concerns or reassure mothers also have not been addressed. This body

of research also has largely ignored mothers' descriptions and interpretations of their

actions in the NICU.



30

Effects of Mothers' Experiences

In the past three decades, researchers have asked and answered questions

concerning the effects of mothers' experiences related to premature babies' hospitalization

in three ways. One approach has been to examine the emotional adjustment of mothers of

premature babies and that of mothers of wn. full term babies. A second approach has

been to identify individual differences in emotional reactions and strategies used to manage

emotional distress among mothers of premature babies. The third approach has focused on

the effects of these mothers' experiences on the development of satisfying mother-baby

relationship and parenting strategies. I will consider in turn the findings from each of the

approaches.

Investigations comprising the first approach examined differences in stress

between mothers of premature babies and mothers of full term babies (Jeffcoate et al.,

1979a; Trause & Kramer, 1983; Gennaro, 1988). Results revealed no differences in levels

of anxiety and depression between these two groups of mothers at seven weeks following

delivery (Gennaro, 1988) and approximately one year after the baby’s discharge to home

(Jeffcoate et al., 1979a; Trause & Kramer, 1983). The ade did not find that mothers of

premature babies had elevated levels of anxiety and depression nine months after their

babies' discharge to home (Brooten et al., 1988). As previously discussed, there are

methodological problems associated with such global measures of stress, rendering

conclusions about the long term emotional adjustment of mothers of premature babies from

this group of studies speculative. Yet, these findings appear to account for certain trends

in the direction of research in this area. Results of these studies lend support to viewing

mothers' experiences of having a hospitalized premature baby as a short-lived crisis.

º: º
* =
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Thus, such results minimize the potential detrimental effects of this experience on mothers'

psychological and physiological well-being, and obscure the need for further research to

identify individual and group differences in reactions and longer-term distress among

mothers of premature babies (Affleck & Tennen, 1991).

In the second approach, the few studies which examined individual differences in

mothers' emotional reactions and strategies used to manage the emotional distress

stemming from their premature babies' hospitalization have revealed substantial variation

in maternal reactions and strategies as well as evidence of longer-term distress. Some

mothers sought support and attempted to find meaning in their situation, while other

mothers reported avoiding social contact and engaging in tension reducing behaviors such

as drinking and sleeping (Affleck & Tennen, 1991). In one study, mothers reported a level

of emotional difficulty that required treatment ranging from the use of tranquilizers to

hospitalization for hypertension (Harper et al., 1973). Some mothers, particularly those

who perceived little control over the outcome of future pregnancies, chose to be sterilized

(Affleck et al., 1986).

Some mothers experienced increased levels of anxiety, fear, frustration, and

depression at the time of their premature babies' discharge to home (Affonso et al., 1992;

Bidder et al., 1974; Brooten et al., 1988). For many mothers, their distress was related to

concerns for the babies' long term prognosis and feelings of inadequacy as caregivers,

although they were pleased and excited to be taking their premature babies home (Affonso

et al., 1992; Bidder et al., 1974; Hummel & Eastman, 1991).

There are conflicting findings as to whether mothers continue to experience

increased emotional distress following their babies' discharge to home and how this may be

º
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related to their premature babies' long term prognosis and caretaking needs. One group of

mothers of premature babies were not found to have elevated levels of anxiety and

depression nine months after their babies' discharge to home, but these babies may not

have been at high risk for developmental delay (Brooten et al., 1988). In another study

(Affleck et al., 1982) of mothers whose premature babies were at high risk for

developmental delay, measurements of mothers’ moods indicated mood disturbance at nine

months after their babies' discharge to home and appeared to be related to the mothers'

perceptions of their babies as being difficult to care for. Because there were no accurate

assessments of their babies' developmental status, it is questionable whether the mothers'

emotional distressengenders a distorted perception of their babies' caretaking

characteristics or if mothers' emotional distress reflects a more realistic view of the their

babies' caretaking needs and long term prognosis.

Other researchers found that mothers continued to have distressing memories of

their premature babies' hospitalization years after their babies' discharge to home (Affleck

et al., 1990; Hummel & Eastman, 1991). The most common painful memories reminded

mothers of how sick their premature baby had been, the pain and suffering the child

endured, how difficult it was to manage their experience with the hospitalization, and

difficulties in relationships with NICU personnel (Affleck, Tennon, Rowe, & Higgens,

1990; Holditch-Davis, 1992). In another investigation (Hummel & Eastman, 1991),

mothers reported feelings of grief, loss, and fear related not only to illness, surgery, and

delayed development but also to such events as day care and visits to the follow-up clinic

during the first 30 months after their babies' discharge to home.
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Findings from studies utilizing the third approach indicate that the manner in

which mothers experience their premature babies' hospitalization has important

implications for their developing a satisfying relationship with their babies and addressing

their babies' developmental needs (Holditch-Davis, 1992). Mothers' experiences during

hospitalization may lead to a lack of desire to mºna with their babies, a perception of the

baby as different, as well as parenting disturbances and family breakdown (Bidder et al.,

1974; Jeffcoate et al., 1979a).

One investigator (Holditch-Davis, 1992) found that mothers' painful memories and

residual feelings of guilt resulted in parenting strategies that were still evident at age three,

including behaviors to protect the child, compensate for painful experiences and separation

at birth, and normalize both the development and health status of the child. Some mothers

tried to protect their child from health professionals and ignored any information that

indicated the child was not normal, declining to utilize available early intervention services.

The investigator concluded that it is likely that intervention with the child can be most

successful only if the mothers' needs are addressed, a process most likely to be effective

when it is begun during initial hospitalization.

Although sparse, extant research indicates profound negative, long-term, after

effects related to mothers' experiences of having a hospitalized premature baby. However,

these phenomena have not received priority or systematic attention in health sciences. It is

also important to determine conditions which promote or hinder these mothers' abilities to

ensure their own well-being as well as that of their babies.



34

Conditions Influencing Mothers' Experiences

In the past three decades, research efforts to delineate conditions influencing

mothers' experiences of having a hospitalized premature baby have focused primarily on

demographic variability. A major area of research has been the association between

maternal characteristics such as maternal age,* history, marital status,

ethnic/racial identity, socioeconomic background, and levels of anxiety, depression, and/or

emotional distress. The influence of baby characteristics such as sex, gestational age,

birth weight, health status, and length of hospitalization on maternal stress has been º

another focus of research. In addition, the impact of social support on mothers' responses

has been explored. Researchers have not presented as a basis for investigation a broad ■

conceptualization of conditions influencing mothers' experiences, encompassing maternal :
-

and baby characteristics, the NICU environment, and social, political, and economic ---a-

factors. º
º

Drawing conclusions from findings generated from studies which examined º
selected conditions that may influence mothers' experiences is problematic. The results S.

- ºws a ºn

have been inconsistent, and in many cases, conflicting. Summarized here are the major

findings from these studies.

Maternal Characteristics and Experiences

Examples of maternal characteristics that may influence mothers' experiences

include: race or ethnicity, socioeconomic status, education, age, parity, and perceptions of

the pregnancy and birth experience.

Race or ethnicity, socioeconomic status (SES), and education. Numerous

investigations have not supported an association between maternal race or ethnicity,
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socioeconomic status, and education on mothers' levels of anxiety, depression, hostility, or

emotional distress (Affleck et al., 1982; 1985; Blumberg, 1980; Brooten et al., 1988;

Gennaro, 1988). Such findings may reflect current inadequacies in conceptualizations of

race or ethnicity, socioeconomic status, and education as well as relationships among these

categories (Krieger, 1991; Krieger & Fee, lº. Navarro, 1990). For example, in the

above studies, most researchers based the mothers' socioeconomic status on the occupation

and mean income of the major wage earner in the home. The socioeconomic status scores

used, such as Myrianthopoulos and French's (1968) occupational status, assume U.S.

women and men to have the same average occupational status, despite the well known

concentration of women in lower wage occupations (Wright, Costello, Hacken, Sprague,

1982; Stevens & Hoisington, 1987). While individual race, class, and education data are

important, group data is also necessary. Other researchers (Krieger, 1991; Krieger & Fee,

1994) have shown that measures of household class (occupation and income of mother

plus such information on all other members of the household) are essential for providing

information relevant to people's standard of living, cultural patterns, and resources. Even

in the same class strata, however, life conditions may not be comparable for Euro

Americans and people of color, due to the realities of everyday racism (Navarro, 1990).

Recent research suggests that below the poverty line, differences in education have

relatively little effect on health status; poverty is the fundamental influence (Krieger &

Fee, 1994). These findings point out the need to derive data that can more accurately

capture the reality of these mothers' lives before we can make determinations about how

and whether race or ethnicity, socioeconomic conditions, and education impacts their

experiences of having a hospitalized premature baby.

---
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Age. Research findings on the effects of maternal age on subsequent maternal

experience are difficult to determine because age is often associated with other risk factors

such as low socioeconomic status and unstable family life (Kotelchuck & Wise, 1987). A

few researchers have reported positive associations between anxiety and emotional distress

and maternal age, with younger mothers experiencing significantly higher levels of distress

than older mothers (Blumberg, 1980; Benfield et al., 1976). Conversely, other researchers

found that maternal anxiety, depression, and hostility did not differ based on maternal age ** -

(Affleck et al., 1982; Brooten et al., 1988).

Parity. Similarly, research findings on the effects of parity on maternal responses º

are conflictual. Some investigators found that parity did not influence the increased levels ■
- *

of anxiety and depression mothers of premature babies experienced in the first week after *
-

delivery (Blumberg, 1980; Gennaro, 1988). Although some investigators found that

multiparas were significantly more depressed at the time of their premature babies'
--

discharge to home than primiparas (Brooten et al., 1988), others did not (Affleck et al., º
*
*.. --

1982). -º-º-

These differences in findings highlight the difficulty in isolating single factors that

may be operative in influencing mothers' experiences. On the one hand, multiparas have

had previous experience with child care and may be more overwhelmed with the demands

of an additional child plus the added responsibilities of caring for a potentially vulnerable

baby (Brooten et al., 1988). On the other hand, primiparas often tend to be younger in age

than multiparas (Taeusch & Yogman, 1987), which raises questions about why younger

mothers may experience more emotional distress than older mothers. Such findings
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underscore the need to ask under what conditions do age and/or parity influence mothers'

experiences; rather than what maternal characteristics influence maternal responses.

Perceptions of the pregnancy and birth experience. Although mothers' perceptions

about the pregnancy and delivery experience are believed to influence their self-evaluation

of having a hospitalized premature baby, research data are mixed. In one study, mothers'

emotional distress was positively related to their pleasure at being pregnant (Benfield et al.,

1976). In a subsequent study (Blumberg, 1980), mothers' negative attitudes toward

pregnancy and childbirth were associated with higher levels of anxiety. Mothers' desire for

pregnancy were not reported as being associated with negative attitudes toward pregnancy

and childbirth. However, ethnicity was reported as associated with mothers' attitudes

toward the pregnancy. African-American mothers expressed a low desire for the

pregnancy in comparison with Euro-American mothers who expressed a high desire for the

pregnancy.

Differences in research findings may be due to differences in the methods used to

measure maternal attitude. For example, Blumberg (1980) did not assess the mothers'

personalized reactions to their own pregnancies. Instead, Blumberg used the Maternal

Attitude to Pregnancy Instrument (Blau, Welkowitz, and Cohen, 1964) to assess mothers'

agreement with more general opinions and attitudes about being pregnant such as "The

labor is a horrible part of the pregnancy" or "A woman looks her best during pregnancy."

How useful are such measures in ascertaining mothers' perceptions of their pregnancy? It

is highly questionable whether such instruments are free of cultural or class bias.

Alternative interpretations also render these research findings equivocal. For instance, it is



38

unclear whether the adverse pregnancy outcomes led mothers to view their pregnancy and

birth experiences more negatively, which in turn generated more stress.

Baby Characteristics and Maternal Experiences

Examples of key baby characteristics that may impact maternal experiences

include the baby's; gestational age and birth ww. health status, and length of

hospitalization

The baby's gestational age and birth weight. Research findings on the effects of

the baby’s gestational age and weight at birth on maternal distress are not in agreement.

The effects of gestational age or birth weight alone are difficult to determine because birth

weight may vary significantly among babies of the same gestational age (i.e., large or

small for gestational age). Several investigators examined the influence of both the baby's

gestational age and birth weight on maternal distress (Affleck et al., 1982; Choi, 1973;

Phillip, 1980). Some of these investigators found that only the baby’s gestational age at

birth was significantly related to maternal emotional distress (Affleck et al., 1982). Other

investigators (Choi, 1973; Phillip, 1980) found that only the baby's birth weight was

related to maternal distress, with the mother’s levels of* and/or depression showing

a significant decrease in proportion to increased birth weight.

The baby's health status. The severity of the illness of the baby rather than the

degree of prematurity has been proposed as the stronger condition affecting maternal

responses (Blumberg, 1980; Minde et al., 1983; Pederson, 1987). In one investigation

(Blumberg, 1980), the severity of the baby's illness was positively associated with

increased levels of maternal anxiety and depression and decreased post-partum adjustment

in the first 96 hours after delivery. Higher levels of risk for the baby were also associated
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with more negative maternal perceptions of her baby. Contrary to findings in the general

population (Taeusch & Yogman, 1987), there were no significant associations in this

group of mothers (n=100) between their babies' illness and demographic factors. Thus, it

is unlikely that the severity of illness of the baby had enough variance with socioeconomic

status, race or ethnic characteristics to explain de strong association between baby illness

and maternal anxiety, depression and post-partum adjustment. However, the instrument

(Neonatal Perception Inventory by Broussard and Hartner, 1970) Blumberg employed to

measure mothers' perceptions of their babies was developed for use in populations of º
mothers with healthy, full-term babies, thus rendering its application in these studies of

critically ill and premature babies and their mothers highly suspect. ■

Although numerous investigators reported positive associations between severity f
of the baby’s illness and maternal anxiety and emotional distress during the first week after ºr ea

delivery and at the time of the baby’s discharge to home (Harper et al., 1976; Pederson et *

al., 1987), others do not (Gennaro, 1985; 1988). In two studies, (Gennaro, 1985; 1988) C.
the baby’s health status was not related to maternal anxiety, depression or post-partum *

º:

adjustment in mothers of premature babies. This may be due to differences in

conceptualizations of severity of illness of the baby [such as Blumberg's Neonatal Risk

Inventory (1980) and Morbidity Scale (Minde et al., 1983)] and measures used to

determine stress reactions and post-partum adjustment. For example, several investigators

(Blumberg, 1980; Gennaro, 1985; 1988) used Blumberg's Neonatal Risk Inventory (1980)

in which birth weight is one of the major criteria for determining categories of risk. Other

investigators (Pederson et al., 1987) used The Morbidity Scale (Minde et al., 1983) which
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determines risk by the absence or presence and severity of common pathophysiological

states commonly encountered among babies weighing less than 1501 grams at birth.

Further complicating interpretation of such research findings is the question of

whether the researchers' or mothers' assessments of the baby’s health status are used. In

the above studies, researchers rated the * health status. The researchers did not

obtain a concurrent assessments of the baby's health status from the mothers. One group

of researchers (Affonso et al., 1992a) found that mothers have markedly different

perceptions about their premature babies' health status throughout the hospitalization

compared to researchers' ratings. Investigator ratings of the babies' health status indicated

changes in severity of illness across time. However, the highest maternal ratings occurred

in the category of recovery throughout their babies’ hospitalization. Mothers stated that

comments by physicians and nursing staff such as "your baby is improving" or changes in

treatment such as the baby beginning to receive breast milk or formula led them to

conclude their babies were recovering. These findings can only be considered tentative

because Affonso and colleagues (1992a) had not tested the instrument used to assess the

baby's health status for reliability.

Some researchers posit that mothers' perceptions of the severity of their babies'

health status influences mothers' beliefs about the causes of the babies' difficulties.

Mothers who saw their babies' condition as more serious attributed greater causal

influence to their own behavior (e.g. worked too hard during pregnancy, poor nutrition,

etc.) and mothers who viewed it to be less serious attributed a greater role to chance

(Afflecket al., 1985). This may indicate that mothers who engage in more self-blame are

able to muster greater confidence in their ability to control future events, and through
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personal control, decrease emotional distress (Affleck et al., 1985); or it may reflect the

researchers' focus on asking mothers about their actions which may have been responsible

for the babies' medical problems or prematurity. Such research exploits mothers'

susceptibility to feelings of guilt and prevailing public health messages which reinforce the

idea that mothers have premature babies * they failed to seek adequate prenatal care

or knowingly engaged in behaviors that put their babies at risk.

Because most studies failed to account for maternal perceptions of the baby's

health status, relationships between maternal responses and the baby’s health status remain

ambiguous. There is a need to obtain more discrete information about mothers'

perceptions of their premature babies' health status throughout hospitalization and how

these perceptions may influence maternal experience.

Length of the baby's hospitalization. Maternal depression may be inversely

related to the length of the baby’s hospitalization. Mothers whose infants were

hospitalized longer may feel greater relief as reflected in less depression when their infants

are discharged to home (Brooten et al., 1988). These mothers may have had a longer

period in which to gain their own equilibrium, physically and emotionally from the birth

(Tulman & Fawcett, 1988; Walker, Crain & Thompson, 1986). Some researchers

(Brooten et al., 1988) speculate that mothers whose babies remain in the NICU longer may

have a chance for more recuperation and a chance to feel better about themselves than

mothers whose babies had shorter hospital stays.

Such conclusions also raise questions about how maternal health influences

mothers' experiences of having a hospitalized premature baby. Although many mothers
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have significant health complications related to premature birth (Garbaciak, 1992), the

influence of maternal health on mothers' experiences has not been well assessed.

Support and Mothers' Experiences

Although researchers have identified the availability of positively perceived

informal and formal support systems as mºre maternal stress related to having a

hospitalized premature baby, research findings are inconsistent (Affonso et al., 1992b;

Pederson et al., 1987). This may be due to differences between mothers' and researchers'

ratings of social support. In one investigation (Pederson et al., 1987), mothers were asked º º
to describe their perceptions of emotional support from their husbands, parents, family,

friends, church, and nursery staff. Based on the researchers' ratings of the amount of f

support, no association was found between maternal stress and social support. In contrast, º
º

other investigators (Affonso et al., 1992b) found that mothers were concerned about not - * * * *

receiving adequate support from their spouses and the increased physical and emotional º
* *

strain placed on fathers to support mothers and contribute to their babies' care. Despite

positive perceptions concerning family and friends' acceptance of their babies' condition, º
mothers were still concerned about the extensive and ongoing emotional support required

of them for family members. The lack of availability of positively perceived support

appeared to increase maternal stress.

Overall, mothers have perceived positively formal support programs, such as

parent support groups (Baley, Hancharik, & Rivers, 1988; Ware, 1992). Research

findings suggest that mothers who participate in formal parent support programs have

better maternal mood states, including less anger, depression, and anxiety than mothers

::

º
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who do not participate in such programs (Lindsay, Roman, DeWys, Eager, Levick, &

Quinn, 1993).

Methodological Problems

In addition to the issues previously discussed, there are significant methodological

problems that compromise the validity and reliability of research generating empirical

knowledge about mothers' experiences of having a hospitalized premature baby. These

problems include small sample sizes, inclusion criteria for the baby, and changes in * *--

medical and nursing treatment.

Sample Size º

The issue of low statistical power is raised by the overall small sample sizes ■
-

* *

reported in the majority of studies in which data analysis techniques consisted of tests of º º

difference (t tests) (Bidder et al., 1974; Brooten et al., 1988; Caplan, 1960; Caplan et al., ºr *

1965; Choi, 1973; Gennaro 1988; Jeffcoate et al., 1979a, 1979b; Miles et al., 1992; s

Perehudoff, 1989; Trause & Kramer, 1983) and correlation (Affleck et al., 1982; Affleck

et al., 1986). Specifically, were the studies "sensitive enough to permit reasonable º
statements about covariation" (Cook & Campbell, 1979, p. 39) is the issue. For example,

many studies compared groups which ranged in size from 9 to 47 participants per group

which does not provide the required group size to determine effect (Bidder et al., 1974;

Brooten et al., 1988; Caplan, 1960; Caplan et al., 1965; Choi, 1973; Gennaro, 1988;

Jeffcoate et al., 1979a, 1979b; Perehudoff, 1990). When statistically significant findings

were reported, these findings may be attributed to the highly unstable nature of group

means derived from a small sample, rather than a true association between the variables

(Cohen, 1979).
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Inclusion Criteria for the Baby

Another problem common in many of the studies is that the terms premature or

preterm do not connote a homogeneous group of babies. The studies reviewed used widely

varying inclusion criteria, ranging from a gestational age of less than 37 weeks to

including only babies who were 34 weeks or less gestational age at birth. Gestational age

is an important factor because babies born seven months after conception are less mature

and differ not only in appearance but also in physiological dynamics from babies born nine

months after conception. Other studies determined inclusion criteria for the baby by birth

weight, such as babies weighing less than 1501 grams at birth.

Additionally, health status criteria for the baby varied. Several researchers

included only babies who were free of malformations and stable at one week of age; other

researchers excluded only babies who had malformations and/or grade IV intraventricular

hemorrhage. As long as criteria for inclusion in study samples vary, the samples remain

quite heterogeneous, making comparisons across studies problematic.

Medical and Nursing Treatment

Differences in medical and nursing practice and technology also preclude

comparisons of studies conducted across the last few decades. Changes in care giving

practices in the NICU, such as unrestricted parental visitation in the NICU and feeding

babies within the first few days of life were not common practices as recently as 15 years

ago (Sammons & Lewis, 1985). The extent to which changes in care giving practices have

affected mothers' experiences with premature birth and their babies' hospitalization are

difficult to ascertain and needs to be studied.

* -- .
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Hence, generalizability from this body of research is limited. In sum, the

methodological issues discussed in this review limit interpretation of the findings and have

important implications for research and knowledge development.

Summary

The research reviewed gives emºns evidence that the experience of having a

hospitalized premature baby poses significant threats to mothers' psychological and

physiological well-being, impacts virtually every aspect of their lives, influences

developing mother-baby relationships, and continues to have negative, long term after º
- sº

effects. An unsettling observation derived from this review is that extant research about
-

mothers' experiences of having a hospitalized premature baby overwhelmingly reflects the f º

experiences of Euro-American, middle class, well educated, married women aged 18–40 i.
years. Yet, it is the poor, working class, and ethnic/racial minorities that are - * *

overwhelmingly represented among mothers of premature babies (Kotelchuck & Wise, s . . .

1987; National Center for Health Statistics, 1991). However, even the mothers C
represented in the studies, many of whom had private health insurance, relative economic -- º

stability, and access to more resources such as transportation, guest houses to be near their

babies, and child care, reported difficulties in their relationships with health care providers

and numerous other negative stressors. What are the experiences of mothers who are poor

and working class? What are the experiences of mothers of color, who must contend with

racism as well? How do existing gender, economic, and racial hierarchies operate to

influence these mothers' experiences?

Not only are there sºme of populations of mothers of premature babies about

whom we know very little, but the studies we do have are rather limited in scope. They are



46

most instructive about the types of emotional distress these mothers experience and

discrete events occurring in the NICU which generate distress. Major knowledge deficits

remain concerning how these mothers conceptualize their experiences throughout the entire

period of their babies' hospitalization, describe and interpret their actions in the NICU, the

ways in which their pregnancy history affects * experiences, and the long term after

effects of having a hospitalized premature baby (Hurst, 1993).

Many of these issues for further inquiry are embedded in the unfolding of mothers’

experiences throughout the period of baby’s hospitalization in the NICU. Actually being º
-

present in the NICU, observing what is happening with the mother and eliciting her own
-

descriptions and interpretations is of central importance in guiding neonatal nursing ■

practice. t
i
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CHAPTER 3

METHODOLOGY

Study Design

This critical ethnographic study was designed to explore mothers’ experiences of

having a hospitalized premature baby. Emºry is fieldwork committed to eliciting

descriptions in rich contextual detail of the distinctive interpretations of reality that

members of a group make in specific situations (Agar, 1980a, 1980b; Frake, 1983; Geertz,

1973, 1976, 1983; Ragucci, 1972; Robertson & Boyle, 1984; Spradley, 1979, 1980; º -

Spradley & McCurdy, 1972). Critical ethnography refers to a reflexive process of
- *

choosing between conceptual alternatives, making value-laden judgments of meaning and ■

method to challenge research, policy, and other forms of human activity, to ask not just ■
what is, but what could be (Brodkey, 1987; Thomas & O'Maolchatha, 1989). º-es

The mothers who participated in the study allowed me to spend time with them 1.

during visits with their premature baby throughout the period of their baby’s º
hospitalization in a tertiary level intensive care nursery. I developed the following º
fundamental research questions to understand the mothers’ perspectives about their

experience of having a hospitalized premature baby, identify conditions that shaped their

experiences and actions, and critique the structural and ideological circumstances that

influenced their experiences and actions:

1. How do mothers of premature babies describe and interpret the experience

of having a hospitalized premature baby?

2. What are these mothers’ actions in the NICU as related to their babies?

3. How do these mothers understand and explain their actions?
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4. What conditions affect mothers’ descriptions, interpretations, and actions

in the NICU'

Together with the participants, I attempted to identify the central issues at stake for each of

the mothers and draw conclusions about how this experience might be improved.

Data were generated through mºre. and participant observation with mothers

during visits with their babies in the NICU, group meetings for parents in the NICU,

conversations with informants, and parent-health professional forums related to having a

baby requiring intensive care. Mothers were recruited for participation in this study

through a combination of convenience and purposive sampling strategies that included

theoretical and snowball sampling. Collaboration with informants who facilitated entree

into a diverse activities with parents of babies who required hospitalization in a NICU was

pursued to provide a more complex design in which the different sources of data could

inform analysis through comparison and contrast.

The sources of data that entered into the analysis included: audiotapes and

transcripts of both interviews and field observations of the individual participants; mother

and baby demographic data from the baby’s medical chart, rººm diaries kept by some

of the participants; field notes of the group activities occurring in the NICU that individual

participants attended; conversations with informants; parent-health professional forums

and community events pertaining to having a baby requiring intensive care; extant

empirical literature and historical data about mothers’ interface with neonatal intensive

care and maternal-child health care policy. Because of the need for flexibility and

reflexivity in critical ethnographic studies, various strategies for accessing participants,

interviewing, participant-observation, data analysis, and dissemination of findings were
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explored, mutually informing one another throughout the data collection. As the

components of methodological design are outlined in the following pages, issues

concerning the location of the researcher, rationale, the population of interest, and

scientific rigor for the interpretive findings are examined. Ethical considerations guided all

study procedures.
-

Research Assumptions

The research was undergirded by my assumptions:

1. Persons are self-reflective, purposeful beings situated in particular

historical, social, and political contexts which produce both the

possibilities and limitations of their experience.

2. Perceptions of reality are affected by material life that is structured in

ways to give certain classes, races or genders different visions of reality

that are partial. Thus, there are multiple realities legitimately known in

terms of the contexts in which persons find themselves. These multiple

perspectives are needed for a more comprehensive view of reality.

3. Women are agents of knowledge.

4. Researchers are visible, gendered, historical individuals with concrete

interests.

5. The methods of gaining knowledge of the multiple perspectives of

variously situated women should not be oppressive. Researchers’

engagement with, rather than detachment from, the phenomena to be

understood is valued.

**
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6. Research and theory development are at once political and scholarly

activities.

Setting and Sample

The setting of the study was a regional tertiary neonatal intensive care nursery in

northern California. Sample recruitment was in the population of mothers whose

premature babies were currently receiving care in the study NICU. Inclusion criteria were

specific to both the mother and the premature babies. Convenience and purposive

sampling strategies were used to enlist the mothers’ participation, including sampling to

maximize diversity, snowball sampling, and theoretical sampling. The resultant sample of

12 mothers was racially, economically, and geographically diverse.

Settin

The setting of the study was a regional tertiary neonatal intensive care nursery in a

large teaching hospital in northern California. The NICU site had a 46 bed capacity

serving a multicultural and socioeconomically diverse population of babies and families.

The NICU's perinatal referral network included both rural and urban communities

throughout the northeastern and southwestern counties in wºn California. The NICU

comprised areas designated to provide level III, level II and I for convalescence until the

babies are ready for transport to a community hospital and/or discharge to home. On

average, during the period of data collection, the NICU had an annual admission rate of

approximately 800 babies. Of these 800 babies, approximately 550 to 664 babies

annually were premature or critically ill with an average hospitalization of 30 days.

Approximately equal numbers of the premature or critically ill babies were born at the

research site medical center compared with outborn admissions.

;
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Inclusion Criteria

In this study, mothers were seen as persons in their own right. I designed inclusion

criteria to understand the variability and range of the mothers’ experiences and their

premature babies. Hence, I developed inclusion criteria for both the babies and the

mothers. The premature babies needed to: (a) t of a gestational age less than or equal to

(<) 34 weeks at birth, (b) require direct admission to the NICU at UCSF after inborn or

outborn birth, and (c) have no known congenital anomalies. Mothers were required to: (a)

be at least 18 years of age, and (b) speak and understand English. In addition, the

premature babies were anticipated to be in the NICU for at least three weeks after their

mothers' enrollment in the study to allow adequate time for interviewing and observation of

the mothers' visits. The above criteria were aimed at allowing for: (a) examination of

patterns of response in mothers over time as a consequence of their premature babies'

changing acuity level and length of hospitalization (Affonso et al., 1992b; Miles et al.,

1991) and (b) sampling that is representative of the population of mothers of premature

babies in many large, regional tertiary level NICUs (Gagnon, Allison-Cooke, & Schwartz,

1988).
-

Sampling Strategies

In ethnographic research the sample is that part of reality that is observed and

recorded (Denzin, 1989; Germain, 1986). The ethnographer cannot possibly hope to

observe and learn “everything.” The goal of sampling strategies throughout the research

process was to maximize variation in data while allowing for in-depth data collection

(Finch & Mason, 1990; Glazer & Strauss, 1967; Lincoln & Guba, 1985; Morse, 1989).

My use of a combination of convenience and purposive sampling techniques was both a
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practical necessity and theoretically mandatory. The sampling strategies I employed and

the conditions that shaped their selection are elaborated in the following selections.

Entree and Informants

In this study, maximizing diversity meant attempting to sample mothers with

differing pregnancy histories from a variety of ethnic/racial backgrounds from a range of

multiple communities, socio-economic circumstances, and ages. For this purpose, I

acknowledged the plurality of mothers’ experiences and consciously discarded the

conception of a universal “maternal experience.” In order to elicit the participation of

mothers of color, those who were working-class and/or low-income from different

geographic areas, recruitment techniques were necessarily more creative, elaborate,

aggressive, and time-consuming. No less so was the effort required to support mothers’

continued participation in the study, particularly in the later period of their baby's

hospitalization.

Historically, the study NICU has a long tradition of conducting pioneer medical

research. I established entree to the research site by virtue of my standing as a former

member of the nursing staff of this NICU during which time I also conducted several

nursing research studies. Refer to Appendix B. Shortly after I began data collection, a

large number of medical research studies were implemented that targeted the same

population of interest as my research. Subsequently, researchers from the various projects

were required to rotate access to potential participants which was coordinated by a

designated group of nurses who oversaw the medical studies in the NICU. This group of

nurses strongly endorsed my nursing research to the neonatologists helping me to secure

long term access to participants, assisted me in identifying potential participants, and
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sometimes facilitated introductions to the mothers. Nevertheless, under these conditions,

opportunities to maximize diversity through snowball sampling were limited. It became

extremely time intensive to accomplish theoretical sampling. Moreover, I needed to extend

the period of time planned for data collection.

Numerous activities were undertaken to maximize diversity. Throughout the

period of data collection, I gave several presentations about my study to both physician

groups and nursing staff in the NICU. Many nurses said their knowledge of me as a

former staff member and my sensitivity and understanding in working with mothers in

crisis increased their trust in the project. Without my knowledge, many nurses endorsed

my research to potential participants that I was interested in enrolling. Some nurses also

invited me to approach mothers whom they identified as “excellent candidates” for my

study. In most instances, these were mothers who were Euro-American, well-educated

with professional careers, extremely articulate, and present in the nursery almost every

day. While expressing my appreciation for their support, I used these instances as

opportunities to explain the need to maximize diversity in my research. As a result of

these efforts, many nurses helped me both in recruitment and retention of participants.

During the study, it became clear that Hispanic mothers as well as working class

and low-income mothers often arrived much earlier or later than scheduled, had less time

to visit, and more difficulties with arranging child care and transportation. Hispanic

mothers were more likely to reside in outlying communities. Also, for most mothers in the

study, their own health issues and multiple demands of family and jobs along with

additional responsibilities resulting from the having a hospitalized premature baby meant

that there were periods when they were more likely to have less time to visit in the nursery.
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To encourage mothers’ participation throughout their baby’s hospitalization, I tried to

arrive in the NICU earlier than the mothers’ planned arrival and anticipated that I would

often be staying later to accommodate the mothers’ schedules. The nursing staff with

whom I continued to nurture collaborative relationships facilitated mothers’ continued

participation by relaying information concerning changes in mothers’ schedules and

notifying me when mothers arrived in the NICU.

Individuals who come forth as informants are, in part, determined by the

conditions of entree and access and the nature of the phenomena under study. I was not

able to move about from bedside to bedside, introducing myself and explaining my study to

the many mothers that would be present in the NICU to engage them in informal

conversations. However, the mothers enrolled in my study invariably made friends with

other mothers in the nursery. Other mothers in the NICU interpreted my frequent and

lengthy presence at the babies' bedsides of mothers enrolled in my study to mean that I

was a family member or “best friend.” Either way, once these mothers learned about my

research, many of them sought me out expressing great interest in the research goals and a

strong desire to tell me “their stories,” meeting the criteria for informants as suggested by

Asar (1980a). When this occurred I carefully explained my study so that mothers knew

about the inclusion criteria and how the time required to learn about mothers’ experiences

*eant that I could enroll only one or two mothers at time. I did not want the these mothers

"o think that I believed their stories were not important. At the same time, I expressed a

deep interest in hearing their stories, if they still wished to tell them to me.

I established relationships with most of these mothers, taking time to talk with

*enn whenever I was in the NICU. On several occasions, I specifically went to the nursery

was ºs º
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to be with an “informant” mother. For example, I spent time with one mother over a

period of three days when her full term baby was having surgery. In some instances, the

mothers requested my presence. At all times, I did so to honor the mothers’ trust and

generosity of the stories and time shared with me. Although I did not anticipate it, these

mothers became contact persons and sources s information about maternal experiences

and actions in the NICU (Zelditch, 1962). This information is not part of the research data

reported in this study because in these casual conversations those mothers understood that

they were not formal participants of my study. However, their comments were very

helpful in identifying meaningful similarities as well as dissimilarities in the experiences of

mothers whose babies required intensive care.

The introduction of a support program for parents in the study NICU and my

work with this program as a volunteer coordinator facilitated entree to a group of veteran

Parents. Veteran parents are those parents who previously endured having a baby who

required intensive care. In particular, two veteran mothers whose backgrounds included

Serving as veteran parent coordinators in parent support programs were very committed to

*Y research. These veteran mothers were enlisted as informants who helped me in: (a)

°hecking the validity and appropriateness of interview questions, approaches in participant

observation, and sampling plans; (b) validating theoretical hunches and data in their

Various forms; and (c) assisting in decision-making concerning political, ethical and

theoretical dilemmas in * research process. My involvement in the program also

facilitated entree to observe weekly support groups for parents whose babies were

*rrently hospitalized in the study NICU. These observations also provided yet another

*urce of data that informed analysis of the study data through comparison and contrast.
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Convenience Sampling

In this study, convenience sampling meant that the participants were not self

selected. In accordance with guidelines established for access to participants, I

approached mothers who met the inclusion criteria to ask them to participate in my study.

Given the conditions of access to participants,* sampling alone was not

sufficient in providing a diverse range of participants. Therefore, purposive sampling was

also used.

Snowball Sampling

Snowball sampling was not a method I planned to use. It occurred spontaneously,

initiated by the participants. Snowball sampling involves a chain of informants that

follows the pattern of social relationships; it involves individuals and the relations among

them (Biernacki & Waldorf, 1981). An Hispanic mother who I had invited to participate

recruited another Hispanic mother in the NICU to be in my study. Because the mother met

the inclusion criteria, I enrolled both mothers thanking them for their support of my

*esearch. Both mothers had extensive informal interactional networks among the English

and Spanish-speaking only groups of Hispanic mothers in the NICU. However, the need

to rotate access to potential participants precluded any opportunities to systematically

*mploy snowball sampling techniques. Instead, I negotiated an agreement with the nurses

*Sordinating access to research participants that if mothers who met the inclusion criteria

*PProached me and requested to be in the study, I would have the option of enrolling the

"others. Subsequently, there were a few other mothers who met the inclusion criteria and

*Pressed an interest in participating in the study. These mothers, however, were not
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enrolled due to the number of mothers I was already following at the time. In such

instances, I responded to the mothers' inquiries as previously described.

Theoretical Sampling

Theoretical sampling is sampling on the basis of concepts that have proven

theoretical relevance to the evolving* description (Strauss & Corbin, 1990).

Because data gathering and analysis are concurrent processes in ethnographic research, the

selection of participants was increasingly guided by emergent analytic categories and

hunches about their properties (Boyle, 1994; Spradley, 1980). Other interpretive

methodologists (Agar, 1980; Bertaux, 1981; Hammersley & Atkinson, 1983; Schwarz &

Jacobs, 1979) advise systematic sampling whereby subsequent participants are chosen

with the purpose of comparing actions and interactions and what they say with data that

have already been gathered and analyzed.

Ethnic or racial, socioeconomic, and geographic diversity were theoretical

Priorities in sampling. Ethnic or racial diversity and socio-economic diversity were

accomplished. Efforts to recruit mothers from the community in which the study medical

Serater was located were not as successful. The priority of achieving ethnic or racial and

Socioeconomic diversity that reflected the population of families served in the NICU

Fesulted in a sample that was overly representative of mothers who lived in outlying

°ornmunities. This sampling outcome suggests the importance of having more flexible

*Ceess to participants and the limitations of time in naturalistic research aiming for in

depth, multiple participant observations with each participant.

Another area of theoretical import in differentiating experiences was the mothers

Pºesnancy history and events surrounding the pregnancy of the premature baby(s).

-----
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N/■ others who had singleton and multiple births were also included. The inclusion of these

groups was aimed at ferreting out “all” that exists in mothers’ experiences of having a

hospitalized premature baby. The different groups provided variation which yielded new

dirmensions in the data (Schatzman & Strauss, 1973). As these analytic insights took

shape, no special efforts at deliberate amºn of comparative groups related to pregnancy

history or singleton or multiple births were required, because the sample was highly varied

with respect to these pregnancy conditions. Age variability was also achieved. Mothers in

their twenties, thirties, and forties were well represented in the sample.

Event Sampling

The aim of the ethnographer is to place himself or herself in events or situations

where theoretically relevant observations can be gathered (Schatzman & Strauss, 1973).

Event sampling allows the researcher to learn a subculture's manifest and latent

characteristics, to see its members in various contexts, to assess the range of conditions

that give rise to member's activities, and it entails following certain events to their

Conclusion (Denzin, 1989; Germain, 1986). Clearly, the situational dimension is highly

interrelated with temporal and spatial dimensions (Flaherty, 1992; Schatzman & Strauss,

1S73).

In this study, I was present for long enough periods over time to observe routine,

SPecial, and untoward events and situations (Schatzman & Strauss, 1973). A goal of this

*esearch was to stay with the mothers for the duration of their visits. Being continually

Present with the mothers throughout their entire visits over time was necessary to identify

the types of situations mothers are exposed to, what information mothers attended to, what

they selectively ignored, and under what conditions events occurring in the NICU raised
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concerns or reassured mothers. Depending on the mothers’ ability to be present in the

nursery, I could spend four to five hours a day for three to five days in one week ‘hanging

out” with just one mother. One area of theoretical import which emerged from this

enormous investiture of time was how mothers’ experiences are manifested in temporal

dirnensions.

Other theoretically relevant events included being present during the mothers' first

visits in the NICU. Mothers’ initial perceptions of the NICU environment, their baby's

appearance and behaviors, how they were received by nursery personnel, and the reactions

of family members and friends shaped their expectations of what having a hospitalized

premature baby would be like for them. Other examples included being present when the

baby was taken off the respirator or extubated, the first time a mother held her baby,

routine feedings and caregiving activities, discharge teaching, and the day the baby was

discharged to home. Overall, I achieved these sampling goals. However, efforts to be

Present on the day of the baby's transport to a community hospital or discharge to home

Proved to be extremely challenging at best. The circumstances surrounding an “all go” for

Sºxtubation or discharge were contingent on so many factors that the time frame continually

Shanged, often at a moment's notice. In some instances, I willingly canceled or

"escheduled vacation plans just to be present on the day of a baby’s transport to a

Sormmunity hospital or discharge to home. The usual scenario was I would arrive in the

ºursery at a pre-arranged time (earlier than the scheduled time of transport or discharge) to

find a note left for me by the mother containing the all too familiar: “Irene, they called me

* I 1.30 p.m. last night to tell me the time of transport was changed to seven a.m. [from 10
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a.m.].....” with an apology from a member of the nursery staff explaining that “things got

so busy around here, we forgot to call to tell you.”

In sum, documentation of all sampling decisions were recorded in my field notes,

accompanied by their analytic rationale and contextual constraints. Overall, a balance was

struck between being systematic and being * in sampling with the realization that

any researcher works with what is possible within the context of time.

Enrollment Procedures -

Mothers were approached for participation in the study either on the postpartum

unit or during visits to the NICU. At this time, I explained the study, reviewed the consent º

form with the mothers, and answered any questions. Refer to Appendix C. I obtained

signed consent and mothers were given a copy of the signed consent form. Mothers were

assured that interviews and participant observation would be arranged at times congruent - *** *

vºvith their plans for visitation. It was clarified that the baby’s medical chart would be º
reviewed for demographic data. Refer to Appendix D. Mothers were told that they could cº

****

terminate participation at any point they so desired, without any repercussions. The t
-

consent form also informed participants of the risks of their involvement, primarily the

effects of emotional vulnerability experienced in talking about experiences related to

having a hospitalized premature baby. Participants were given the opportunity to be

Placed on mailing list, which was kept separate from study materials. Being on the mailing

list assured them of receiving a summary of the results and news about the dissemination

Cof results.

I attempted to enroll mothers within the first week post partum, particularly those

Nºwhose premature babies were delivered at the study medical center. However, a flexible
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time frame was needed because of the mothers’ need to physiologically recover after

delivery and the critical health status of some of the babies in the first few days of life.

During enrollment procedures, I acknowledged the significant stress that the mothers were

experiencing and encouraged them to review the consent form in privacy and arranged a

time to return for their decision. As a result, many mothers said that they were more

inclined to raise concerns or questions about the study with me. While most mothers gave

their consent the same day I approached them, some mothers requested that I give them a

few days to think about it. One mother requested a few weeks. These mothers reported

that they needed the time to acclimate to being in the nursery and monitor their responses.

These mothers said they did not want to participate “until I have myself more together.”

These mothers later gave consent and cited flexibility in response to their participation in

the study as an important consideration in their decision.

The reasons participants give for consenting to be in a study can reveal critical

substantive and theoretically relevant features of the phenomena under study. In this

study, all the mothers reported the critical need for health professionals to “understand

Yvhat this experience is like for us” as the central reason for participating in the study. At

the time of enrollment, many mothers also made comments like “having someone

[researcher's presence] to be with me in the nursery so I won't be so alone” or “someone to

talk to who knows what this is like” or “this is a study that is good for both the mother and

the researcher.” These comments were made regardless of whether mothers were enrolled

Yºvithin 48 hours after delivery or several weeks into their baby’s hospitalization.

Similarly, mothers' reasons for declining participation were noted. In the first

Yºreeks of the study, three mothers declined to participate in the study. Two of the mothers
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had premature babies who had been hospitalized for several weeks at the time I

approached them for consent. Both mothers were visibly excited about “talking to

someone about their experiences” but declined participation after reading the informed

consent sheet stating they were “too stressed to want anyone with me, watching what I do

when I'm in the nursery.” While I cannot be sure, I sensed from the mothers’ changes in

emotional tone and gestures that the language required in the consent form evoked feelings

of being “objectified.” These mothers’ responses prompted me to take more time to review

each area of the consent form in “plain English” with future participants before they read

through the form. The third mother stated that she wanted to be in the study but declined

because her husband felt participation would be “too stressful” for her. Documentation of

the enrollment process served to help interpret interview and participant observation data

and to inform methodological plans.

Study Participants
-

A total of 12 mothers were followed during their premature babies’ hospitalization

in the study NICU. I conducted a total of 133 direct participant observations comprising a

total of 448 hours of observation. The length of each participant observation averaged 4

hours but ranged from a half an hour to eight hours. Ethnographic style interviews were

incorporated into the participant observations. In a naturalistic study, like this one,

intensive focus that allows in-depth data collection from individuals experiencing the

Phenomena under study is more important than large numbers of participants (Morse,

1989; Munhall & Oiler, 1986; Sandelowski, 1995a).
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Demographic Profile of Mothers

A general demographic profile for the entire sample of 12 mothers is provided in

Table 5 in Appendix E. The mean age of the mothers was 30.8 years and ranged from 20

to 43 years. The sample of 12 mothers was comprised of seven Euro-Americans, four

Hispanic, and one African American. The racial and cultural demographics of the patient

population served in the study NICU during the period of data collection (based on an

admission rate of approximately 800 babies annually with an average of 550 to 650

premature and critically ill babies) obviously varied somewhat from year to year. Based

primarily on 1995 data, the racial demographics were as follows: 47% Euro-American,

27% Hispanic, 12% African American, 10% Asian/Pacific Islander, two percent other,

and one percent unknown.

Ten of the mothers identified themselves as married, one as partnered, and one as

single. The mean years of education was 14 years, with a range of 12 to 22. Six mothers

held a high school diploma, one had attended some college, four held undergraduate

degrees, and one held a graduate college degree.

Over the course of the research, seven of the mothers identified themselves as

middle-class and five identified themselves as working class. The mothers were employed

in a wide variety of occupations. Six were in white collar occupations with three in

supervisory positions and the other three in clerical/service positions. Three mothers were

licensed health professionals: two nurses and one physician. One mother was a teacher.

All but one of the mothers in the occupations listed thus far were employed full-time

outside the home during the pregnancy until just before their ante-partum hospitalization

and/or delivery. Another two of the mothers reported themselves as unemployed.
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worker for the first four months of her pregnancy. The other mother cared full time for her

two children, both who were under the age of six.

A total of nine of the participants had either standard or Health Maintenance

Organization (HMO) health insurance and three had Medi-Cal. Refer to Table 6 in

Appendix E. The mother's health insurance and entitlement status were related to: (a)

whether her occupation is one traditionally negotiated through a collective bargaining

process, (b) the number of hours worked in a pay period, and (c) the type of the work

organization. Those mothers (3) who were licensed health professionals in large medical

centers with positions that were negotiated through a collective bargaining process, those

(2) who worked in city, state or national government agencies, and those (2) who worked

in an organization where many positions were negotiated through a collective bargaining

process had the following benefits:

1. Employment based health insurance coverage;

2. Paid disability leave for complications related to the pregnancy with

disability benefits averaging 60 to 80% of regular wages;

3. Maternity leave benefits that included payment equal to 60 to 80% of

regular wages for a period ranging from three to 12 months, continued

health insurance coverage, and some job position and seniority protection;

4. In addition to the paid maternity leave benefits, some were allowed the

option of an additional three to four months of unpaid maternity leave.

One of the mothers who worked part-time in an occupation that

traditionally has collective bargaining representation had employment
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based insurance coverage but no paid disability or maternity leave

benefits.

In stark contrast are those two mothers who worked full time in non-unionized

work organizations and received no disability or maternity leave benefits and those two

mothers who were unemployed. Three of the mothers had Medi-Cal health insurance and

initiated the process to receive Social Security Insurance (SSI) and California Child

Services entitlement benefits during their babies’ hospitalization in the study NICU. One

mother had been receiving Aid To Families With Dependent Children entitlements during

the pregnancy. However, the total number of mothers that actually applied to receive SSI

and/or CCS may be under reported here because the mothers may have initiated this

process after their babies' discharge to home and/or transfer to a community hospital

which I was unable to track.

The great majority of mothers (10) were hospitalized at least once throughout their

pregnancy in the study hospital. Refer to Table 5 in Appendix E. Similarly, 10 mothers

gave birth to their premature babies in the study hospital. Yet, only two of the mothers

resided in the county in which the study hospital was located. The type of delivery

mothers experienced was as follows: six cesarean section, five vaginal, and one

combination which means that one mother who gave birth to twins delivered one baby

vaginally and the other baby by cesarean section. In this study, eight of the mothers gave

birth to a single premature baby and four gave birth to twins. Refer to Table 7 in

Appendix E. Two mothers who gave birth to twins suffered the death of one baby. None

of the other babies died during the study.
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The mothers in this study maintained a highly visible, constant presence in the

NICU throughout their babies’ hospitalization. Many were present in the NICU at least

four times a week for a period of four to eight hours per visit. Eight of the mothers

primarily commuted from their residence to the NICU for each visit. Three of the mothers

stayed in local guest houses for the duration of their babies’ hospitalization.

Demographic Profile of the Premature Babies

Ten of the premature babies in this study were male. Refer to Table 7 Appendix

E. The mean gestation age was 30.1 weeks and ranged from 26 to 34. The mean birth º
weight was 1,503 grams and ranged from 680 to 2,830. º

The mean length of hospitalization for the babies was 47.6 days (standard ■ º
*

º
* -deviation, 26.0) and ranged from nine to 118. The lowest and highest number in the range

of days of hospitalization are two extreme outlying points. However, the mean length of - * *

hospitalization does not change significantly when these two data points are omitted. The º
* =

recalculated mean length of hospitalization is 44.4 days (standard deviation, 12.5). The º
average length of hospitalization in the study NICU in the last year of data collection was sº
30 days. Nine of the babies were discharged to home from the study NICU including both

sets of surviving twins. Five of the babies were transported to a community hospital.

Data Collection

In this critical ethnographic study to explore mothers’ perspectives about having a

hospitalized premature baby, ethnographic style interviews and participant observation

were the dominant strategies for data collection. I conducted all the individual

ethnographic style interviews and participant observation of individual mothers during

visits with their babies in the NICU. Participant observations were also made of group
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activities in the NICU that individual participants attended, conversations with informants,

and parent-health professional forums occurring during the study that focused on parental

issues related to having baby requiring intensive care. Data collection occurred for several

months at a time over a three year period from 1992 to 1995.

Ethnographic Interviews

Ethnographic style interviewing and participant observation captures the

immediacy that characterizes interpretive research (Agar, 1980b; Denzin, 1989; Emerson,

1983; Spradley, 1979). Ethnographic interviewing is the interplay of questions and

participant observation, a back and forth process of data collection and data analysis

(Boyle, 1994; Fetterman, 1989; Hughes, 1992). In reality, participant observation is a

complex process of interweaving the activities of observing, interacting, listening, asking,

and interviewing and/or conversation (Lofland & Lofland, 1971). For ease of

presentation, I have somewhat artificially separated the activities of interviewing or

conversation from the activities of participant observation.

In this study, ethnographic interviewing refers to both the questioning that

occurred during the natural course of mothers’ visits in the Nicu and more “formal”

interviews, meaning that they occurred at appointed times throughout the babies'

hospitalization. In general, I followed the same principles of structure and process of

ethnographic style interviewing for both the informal conversation and more formal

interviews. A brief description of the context of the formal interviews is presented

followed by a discussion of the structure and process of the ethnographic style interviewing

used.
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Formal Interviews

A total of 14 formal interviews with l l of the participants was accomplished. The

intent of the more formal interviews was to explore if and how mothers’ descriptions and

interpretations changed over time. Toward that end, mothers were asked to participate in

three interviews to be spaced several weeks apart so that the first interview occurred at

time of enrollment in the study. A second and third interview were attempted at

approximately the midpoint of her baby’s hospitalization and the time of her baby's

transfer to community hospital and/or discharge to home, respectively. These interviews

were to take place in a private area away from the babies' bedside. In actuality, the formal

interview format was used with l l mothers for the first interview only. By the time the

second or third interview was indicated, the mothers reported feeling very comfortable with

the participant observations and preferred “just talking” at their baby’s bedside or “talking

over lunch” or indicated that time with their baby was “too precious” to lose. In all such

instances, the mothers confirmed that they had determined that privacy and confidentiality

would not be compromised. Audio tapes were the primary source for the first interviews.

Extensive field notes were the primary source of recording the content of the later

interviews.

Structure and Process

The method of ethnographic style interviewing emphasizes inductive

understanding of the social world from the point of the participants in it. The distinction to

be made between the style of interviewing in ethnography and that usually found in other

behavioral sciences is that the former is reflexive while the later is standardized

(Hammersley & Atkinson, 1983). The style of ethnographic interviewing is “‘free
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flowing,’ ‘open-ended,” responsive to the information and cues provided by the ‘subject’ or

‘informant'... questions are asked when they are appropriate and when there is something

to ask about” (Hughes, 1992, p. 444). The success of the ethnographic enterprise lies in

the researcher's ability to engage the participant in a reciprocal, reflective, and self

contemplative process of discovery (Gal, 1991. Gluck & Patai, 1991; Paget, 1983).

I used a flexibly constructed interview guide. Refer to Appendix F. Egalitarian

cooperation rather than researcher control of the focus of the conversation was encouraged

by introducing broad instead of specific topics and using reflexive, open-ended questions.

Leading questions and “why” questions were avoided. Instead “how” or "eli me about”

prompts were used to minimize defensiveness and responses perceived to be desired by the

researcher (Agar, 1980; Mishler, 1986; Riessman, 1987; Waitzkin, 1991).

A specific purpose of the first interview with participants was to allow me to begin

to grasp “who this woman is" as well as how she was making sense of her experiences of

having a hospitalized premature baby within the baby’s first few weeks of life. In these

first interviews, I asked mothers to “explain what having a premature baby has been like

for you.” Mothers were invited to “tell their story” beginning at any point which they

chose. This initial request was usually met with an extensive outpouring as if the

floodgates to their experience were suddenly opened. In their stories, mothers often began

with events that occurred years prior to the pregnancy and premature baby of concern in

this study. They described their entire pregnancy history, the interactional aspects of their

reproductive health care encounters, the events surrounding the pregnancy, labor and birth

of this premature baby including the behaviors and sentiments of family, friends, and

health care providers, their interpretations of these events and the actions they took in
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response to them, and their fears and concerns for their premature babies and family and

themselves. Sometimes a half an hour to an hour would pass before I inserted any follow

up questions. Most often, I used probes and reflections related to the details mothers had

shared to encourage experiential specificity or clarification, or when mothers indicated

their desire for me to more directly structure the conversation.

These first interviews were extremely emotional for the mothers. At some point in

the first interview, every mother broke down in tears and for a time could not speak. When

this happened, I conveyed my concern by acknowledging the mothers’ distress and asking

if they would like to terminate the interview, take a break or perhaps talk about a different

topic depending on the circumstances. I would usually initiate physical contact with the

mothers such as placing my hand on her arm or shoulder. In all cases, the mothers

requested that we continue the interview. Only active listening on my part was needed

during these occasions. As indicated earlier, the emotional and physical strain on these

mothers through out the study was enormous. I closely monitored the mothers’ facial

expressions, voice tone, and body language for signs that the interview was creating undue

fatigue or stress. Because of prior experiences with interviewing mothers under similar

conditions, I believe I was able to encourage mothers to end the interview before they

became too fatigued. Remaining cognizant of possible emotional triggers, potentially

intrusive questions, and the mothers’ emotional distress and physical fatigue was a

constant methodological task throughout the study.

These first interviews were extremely successful at establishing a basis for

achieving rapport and intimacy in future interactions. In this way, I remained attentive to

a fundamental tenet in ethnographic interviewing which is that there is an internal history
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of the developing discourse, which is shaped by prior exchanges between the researcher

and the participant (Mishler, 1986). By regulating researcher domination in the first

interview and subsequent interactions, participants were able to construct their own

narrative histories and talk about what was important to them. In the ongoing interactions

with the mothers, I repeatedly referred back to us information that mothers related in these

first interviews and subsequent conversations. In this way, I was able to convey my

genuine interest in the uniqueness of each mother's experience and my respect for her to

report relevant material. I ordinarily would gently probe for indications of the mothers’

desire to share her thoughts, feelings or questions, but most importantly, I conveyed being

comfortable with the mothers’ need for quiet companionship at times. Overall, these

interview tactics were very successful because they gave mothers as much control as

possible over the pacing and introduction and development of content and helped me listen.

In turn, the mothers extended a remarkable effort to articulate the intimate details

of their emotions, conduct, and evaluations. Yet the mothers reported being frustrated

because they found themselves saying things that were not quite right and working at using

language in a non-standard way. They simply could not "in the right words.” This was

a constant feature of the conversations with mothers throughout their babies'

hospitalization as was their limited energy and time for reflection.

Devault (1990) and others (Ardner, 1975; Bell, 1988; Gal, 1991; Paget, 1983;

Todd & Fisher, 1988) posit that apparent disparities between question and response,

halting, hesitant, tentative talk, or expressions such as “you know” may be signals to the

interviewer of areas of not-quite-articulated experiences, where standard vocabulary is

inadequate. Dominant linguistic practices may often be incongruent with the realities of
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participants’ experiences. Rather than constituting a “stumbling inarticulate” speaker or

speech without “content,” such talk signals potential areas of insight requiring the

researcher's active involvement with the participants so that together they may construct

fuller questions that cannot often be asked in straightforward ways (Devault, 1990). In my

conversations with mothers, I openly acknowledged this dynamic and worked with mothers

to “find the words” in a manner that conveyed patience and confirmed the importance of

what the mothers were trying to say. On the one hand, these joint efforts helped facilitate

mutual reflection and validation of emerging conclusions. On the other hand, the very real,

multiple crises experienced day to day by the mothers demanded that they focus all their

energies on the crisis at hand. In this prospective study, the mothers’ reflection and self

contemplation about their experiences could not be accessed through distance of time from

their premature babies’ hospitalization. There were many times when it was apparent that

pursing mutual reflection with the mothers would increase their anxiety and constitute

intrusiveness and manipulation rather than joint “discovery.”

As Atkinson (1990) noted, both rhetorical skills and the structure and process of

“naturally occurring conversations” are intricately linked to the physical and social

phenomenon. The structural conditions of the NICU and the numerous situations

unfolding at their babies' bedside meant that conversation evolved in snatches with many

twists and turns only to be suddenly suspended and then resumed in another direction.

Often other interactants were involved. Maintaining the threads of conversation let alone

pursuing topics to some momentary conclusion was a daunting methodological challenge.

I dealt with this by reviewing the field notes after every observation, making a list of

topics, events or questions to review with the mothers during the next observation. At the
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beginning of each subsequent observation I would ask the mothers’ permission to discuss

these areas further, if time permitted. As I gained more experience talking with the

mothers, I was less anxious and could pursue this strategy more effectively. It was also

helpful to be able to spend some time with the mothers away from their baby’s bedside

during each observation. However, these strategies were incumbent upon the particular

contingencies of each observation and the mothers’ schedules. The characteristic

disjunctive, partial, and reactive features of these conversations became part of the data

itself.

Remaining cognizant of power dynamics was a constant methodological task. In

this study, the interviews or conversations were patterned on mutual dialogue. Personal

involvement, exchange, and dialogue were not viewed as contaminating “biases,” rather,

they were the conditions under which the mothers and I came to know each other and admit

each other in their lives (Lazarus, 1977; Oakley, 1981). This is not to say that honesty,

mutuality, and empowerment were easily addressed in this study. I struggled with the

continual tensions that arose as the interviews (and participant observations) uncovered

needs for information, advocacy, and confidentiality with both the mothers and nursery

personnel. I will elaborate on these issues in later sections. For now, let me briefly

describe two of the ways these issues emerged.

First, the mothers told stories in the course of interviews and conversations

containing information significant for current care. There was a constant tension between

my stance as an advocate and as a researcher when the interviews or participant

observation situations uncovered needs for nursing intervention and advocacy. Second, in

the course of conversations or events occurring at the baby’s bedside the conversations
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stalled sometimes because mothers had questions that begged for answers or validation or

there were misperceptions that needed clarifying before they could go on. For example,

mothers would ask what did the alarm going off on my baby’s monitor mean? What does

a certain phrase mean? Do I have the right to insist on certain caregiving approaches? Or

a response on my part would raise mothers’ concerns as to why this information had not

been given to them before. Balancing the mothers’ need to know and honoring honesty,

mutuality, and empowerment to continue the research enterprise was a delicate process

that only intensified with greater rapport.

I dealt with this by always clarifying with the mothers their intent and concerns

surrounding their questions and responses. By doing so, I was better able to give

information that was meaningful to the mothers (which also included referrals to other

nursery personnel) and, if requested, I assisted the mothers in their self-evaluation of this

information (Hutchinson & Wilson, 1994; Lipson, 1984, 1989, 1994). Mothers frequently

commented that had I not been so forthcoming, thus showing a genuine concern for their

well-being and that of their babies, they would not have been as forthcoming with me. As

others (Gluck & Patai, 1991) have indicated, validity, adequacy, and ethics are served in

the reduction of power inequities between researcher and participants and the criterion of

honesty in research. It is interesting to note that the mothers treated my responses as being

equally confidential, part of the fabric of the entire research-participant relationship.

Other actions I took to reduce power differentials focused on inviting mothers'

feedback on the more formal interviews and the nature of our conversations during

participant observations. At the end of every interview or participant observation, I asked

the mothers for evaluations, inquiring about how the interview made them feel and
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soliciting their suggestions for how I could make future interactions as comfortable as

possible. I requested their feedback about the appropriateness and inclusivity of my

questions and responses. I attempted to incorporate their suggestions in subsequent

interactions. A systemic guide based on the writings of several researchers (Christman,

1988; Limon, 1974; Mishler, 1986; Paredes, ins Patai, 1991; Rosaldo, 1985) was used

to reflect upon and analyze the direction and domination of interactions and the mutuality

of exchanges after every interview and recorded in the field notes. Refer to Appendix G.

These actions on my part were a way of sharing control with the mothers.

Otherwise the researcher-participant relationship would have been marked by a striking

asymmetry of power. Moreover, these approaches enabled mothers to talk about and

reflect upon their experiences in a way that helped them come to a new awareness that they

inevitably used to inform their actions related to having a premature baby. As Mishler

(1986) pointed out, “to be empowered is not only to speak in one’s own voice and to tell

one’s own story, but to apply the understanding arrived at to action in accord with one's

own interest” (p. 119).

This is not to say that I achieved the degree of rapport desired with all

participants. One participant seemed to be less enthusiastic about participating in the

study as her baby’s hospitalization progressed. The mother seemed to be less talkative in

nature than others and made comments to me such as “I don’t know what you want from

me.” Yet, this mother was well-educated and very articulate. I was puzzled by her

responses. I tried many different tacks such as different ways of talking more specifically

about the study, more structuring of the conversations at the bedside, probing the mother

about what she thought being in the study would be like, and decreasing the number of
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observations to allow the mother more privacy. None of these efforts improved matters

much and caused me to wonder if she was feeling a wish to withdraw. After conferring

with research colleagues, I carefully broached the subject of withdrawal with her. The

mother adamantly denied wishing to withdraw. The mother’s interactions with me did not

change noticeably afterwards. As with the * participants, this particular researcher

participant relationship became part of the data itself.

Participant Observation

Participant observation combines participation in the lives of the people under

study to engage in activities appropriate to the situation and to observe the activities,

people, and structural aspects of the situation (Aamodt, 1986, 1989; Fetterman, 1989;

Spradley, 1980). Participant observation allows the researcher to look beyond statements

of ideal behavior and to observe behaviors directly so that correspondence or discrepancy

between the real and ideal cultural statements can be described, assessed, and explained

(Germain, 1986). Contemporary critical ethnography eschews a detached stance of neutral

observation or descriptions (Gluck & Patai, 1991; Nash & Wintrob, 1972; Romo &

Paredes, 1978). Instead, there is an increased emphasis on observation of the participation

of both the ethnographer and the informants (Clifford, 1983, 1985, 1988; Tedlock, 1991).

Informants are perceived as collaborators in a project that the researcher and the

participants can never fully control (Clifford & Marcus, 1985; Di Leonardo, 1991; Gluck

& Patai, 1991; Munro, 1993; Salazar, 1991; Stacey, 1991; Van Maanen, 1988).

Structure and Process

I conducted a total of 133 direct participant observations of the mothers

comprising 448 hours of observation. The length of each participant observation averaged
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4 hours but ranged from a half an hour to eight hours. The exact amount of observation

time and data gathered on each mother varied depending on how often the mothers visited,

how long their babies were hospitalized, and the frequency and duration of the

observations preferred by the mothers.

The method of ethnographic style* observation emphasizes the

researcher’s presence and the availability of activity options for the researcher to minimize

the problem of participants becoming “hypersensitive to accidental and unplanned

variations in researcher behavior” (Becker, 1970, p. 44). Rather than adhering to a rigid

set of behaviors, the researcher views modes of involvement as tactical choices, all of º

which the researcher may select to use at different times and occasions during the course of º

the study (Emerson, 1983; Germain, 1986; Junker, 1960; Schatzman & Strauss, 1973). ■
- *

Most often I used passive presence in the situation, limited interaction (aimed at clarifying - * *

the mothers’ intent and meaning), and full participation as modes of involvement. * .

Egalitarian cooperation rather than researcher control of the modes of involvement was cº

encouraged by presenting options to the mothers about the nature and the timing of the

observations.
-

In general, at the outset of each participant observation, I greeted the mothers but

remained at a discrete distance to allow assessment of how the mothers accessed the NICU

and approached their babies. I located myself in the general area of their babies' bedside

to see what events unfolded. I observed what mothers attended to in the NICU, their

spontaneous actions, and actions that were directed by NICU personnel or other visitors. I

made efforts to confine my interventions in the flow of the mothers' actions to seeking

clarification and the meaning of the ongoing events. Throughout the observations, I moved
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to different vantage points to foster privacy and avoid disruption of mothers’ actions. For

example, I would sit across from the baby’s bedside to observe such scenes as the mother

feeding her baby. At other times, I situated myself in close proximity to observe the

mother when the nurses provided care to her baby. I used a systematic participant

observation guide to facilitate and monitor ongoing observation (Appendix H). I found

that mothers were very comfortable with my writing field notes in their presence and later

audio-taping conversations at their babies' bedside. In the field notes I recorded my own

participation including, if, how, and why the participation changed throughout the

observation as well as what occurred as a result of the participation.

Overall, mothers varied in terms of the proximity they desired from me during the

initial observations. Some mothers preferred that I remained at discrete distances most of

the time, others preferred a more close, engaged presence at all times. However, as I

gradually become more comfortable with the participant observations and the mothers and

I got to know each other, most mothers invited an engaged presence. The range of

activities that mothers invited me to participate in also increased over time, such as eating

lunch together and going out for short walks. In the course of our relationships mothers

defined roles for me that served as a rich source of data (Drew, 1989; Gold, 1985).

As Katz (1983) pointed out, participants have reason not to take as “researcher”

the ethnographer whose participation is able to take shape in response to native concerns.

In relation with the researcher, members will take what is to them significant action by

identifying the researcher as a significant other. To consider a participant observer,

members must cast him or her into identities rich with indigenous meaning. During the

research mothers swore me in as a confidante, questioned me as an informant on nursery
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policy and prematurity, engaged me as a sounding board and advocate, used me as a

resource for navigational and survival skills in a foreign city, and offered me the gift of

their personal friendship. As mothers’ situational needs varied so did the purposes for

which I was engaged. I reflected upon and analyzed the identities and roles mothers sought

to shape for me and recorded these notions in the field notes (Gold, 1985).

The ethnographer’s insider and outsider status in relationship to the phenomena

under study clearly effects the nature and the course of field relationships and the data

elicited, as suggested in the above examples. There is always tension between insider and

outsider points of view in eliciting and interpreting data (Agar, 1980b; Aguilar, 1981;

Lipson, 1984, 1989; Pollner & Emerson, 1983; Wax, 1971). The risk lies in rigidly

adhering to either an insider or an outsider role at the expense of flexibility, mutuality, and

reciprocity (Oakley, 1981; Powdermaker, 1966). Having accurate knowledge of one's

position on an insider/outsider continuum at any time enhances rigor (Agar, 1980b;

Christman, 1988; Pelto & Pelto, 1973). Similarly, awareness of the advantages and

difficulties associated with insider/outsider status is vital (Aguilar, 1981).

As a neonatal intensive care nurse and a former staff member in the study NICU, I

have insider status. My experiences echo those of Lipson (1984) who noted that the

advantages of being a group member included: “ease of entry, avoidance of disruption of

normal group processes, prior knowledge of some relevant research questions and an

enhanced capacity to elicit in-depth data” (p. 349). Because I was a neonatal intensive

care nurse, mothers felt that I would be more sensitive to issues that might otherwise be

invisible to, or misunderstood by, outsiders and this allowed for more disclosure about
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their thoughts and feelings. It also enabled me to reduce power inequalities by presenting

options to mothers about the nature and the timing of observations.

Insider status is not without its risks, however (Lipson, 1984). Over familiarity is

a threat because participants assume that the researcher knows all they know, and so stop

making efforts to explain (Agar, 1980a, 1980b; Spradley, 1979). I countered this

tendency by regularly requesting specific explanations from participants, saying that with

experiential details I can better communicate their perceptions to other mothers, to health

care providers, to educators in the health profession, and policy makers. Also, the

researcher may overlook important pieces of data thinking they already know the setting

(Davis, 1986; Field, 1989). I addressed this issue by frequently consulting with both the

veteran mothers of premature infants and experienced ethnographic researchers who

looked at the data through different lenses.

Despite an ethnographer's inside status, he or she will be marginal to the group

under study because of the researcher's academic status, social alignments, and expertise

(Aguilar, 1981). Other potential differences between the ethnographer and individual

participants are age, class, race, ethnicity, education, religion, relational status (e.g.,

married, partnered, single, divorced), pregnancy experiences, and parental status. Aamodt

(1981) pointed out that while one cannot claim the role of the privileged stranger in one's

community, it is an ethnographic mistake to assume that in doing research in one’s own

society one may be considered a native. As a nurse with former staff affiliations in the

research setting, I am clearly an outsider to the mothers’ experiences. Because of the

significant power differentials between staff and parents in a NICU, I felt it was imperative

that I disclosed my identity as a nurse and former staff member when obtaining consent.
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The mothers could have easily misconstrued my lack of disclosure as dishonesty and led

them to believe that I was a “company spy” (Davis, 1986). I dealt with these difficulties

by monitoring the observation situations closely for cues that mothers felt I was evaluating

or judging them and that I would interpret embarrassing or discrediting details negatively

or convey them to other staff. Trust in field* is never absolute (Emerson,

1983). However, I believe that the level of rapport I was able to achieve in my research

reflects, in part, that over time mothers came to trust that I would not betray their

confidentiality. Reflections on these concerns made my part in the research process more

explicit and helped me to understand the situational dynamics and my emotional reactions

as I proceeded with analysis and further interpretation, adding to the validity and adequacy

of the results (Anderson, 1991; Drew, 1989).

Data Management and Organization

Field notes and audio-tapes of the formal interviews were transcribed as soon as

possible. Usually this was accomplished within a few days following the interview. To

achieve transcription of participant observations, I dictated onto audiotape a full account

of the observation reconstructed from reviewing the hand wa. field notes and listening

to the audiotapes of bedside conversations. These dictated audiotapes of the participant

observations were then transcribed.

A good transcript is essential for an analysis that involves repeated reading of the

data. I devised explicit transcription rules and a system for retaining pauses, false starts,

repetitions, tone of voice, emotional reactions, gestures, actions, and non-verbal behaviors.

The process of transcription facilitated analysis from the onset of the data collection. I had

the benefit of having been present and involved in the creation of the spoken and non
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verbal data. The steps involved in transferring the data to writing was a time consuming

and exacting task. Transcription time to interview time was approximately three to one,

that is three hours to fully transcribe l hour of tape. (I have had many years of experience

transcribing and abstracting data prior to becoming a nurse.) To dictate a full account of a

single participant observation that lasted four w five hours could take could take up to 12

to 18 hours. Transcription time for the participant observations was also approximately

three to one. Additional time was then needed to check a draft print out against the tape

and make corrections.

Because data collection was so time intensive and I was conducting participant

observations for several days consecutively, there were points in the research process when

participant observation transcription was being accomplished weeks to months after the

data had been collected. I dealt with this complication by dictating careful, detailed

supplemental field notes for each observation in addition to the notes written during

observation and audiotapes of conversations at the bedside. By referring to these three sets

of data, I could easily place myself back in the context of observations and dictate an even

further expanded account at a later date.

In the initial months of data collection, I personally transcribed all the interviews

and participant observations verbatim. As the study progressed, the volume of data being

collected exceeded that which I could transcribe myself. I continued to personally

transcribe all the formal interview audiotapes. However, I employed two professional

transcriptionists with expertise in transcribing ethnographic data to assist with

transcription of the participant observations. To assist accuracy of transcription, I devised

a glossary of terms specific to the phenomenon under study for the transcriptionists’ use.
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And then I reviewed these transcribed print outs as previously described. Despite

assistance with transcription, the volume of data was too great to allow transcription for

each observation in a timely manner. After conferring with several experienced

ethnographers, I reviewed the remaining hand written field notes and selected those that

were most significant for emerging* I then used NUD°IST (Weitzman &

Miles, 1995), a qualitative data management software program, to index the remaining

participant observations. Indexing entails abstracting the key events and processes

occurring during an observation.

To further organize the data, each interview and participant observation was

organized as a separate computer file and catalogued using Excel, a data base management

program. Because different word processing programs were used in transcription (e.g.

each transcriptionist used a different word processing program), I needed to convert these

files to my word processing program as I loaded them into my computer. The files were

then converted to text only files and entered into NUD°IST. Detailed catalogue records

were kept of all field notes, audiotapes, diskettes, hard copy transcriptions of interviews

and field notes and all data were stored securely. As a* measure, I made

copies of all audiotaped interviews and a full account of participant observations and

computer files. In all the data, participants were referred to by their code numbers and/or

pseudonyms. These measures were taken to ensure preservation of data over the

prolonged period of data collection and participants’ confidentiality.

The resultant transcripts of the 14 interviews and 448 hours of direct participant

observation of mothers produced: written text of over 1,119 pages of single spaced text

formatted for three to four inch left margins; 367 pages of hand written field notes; and 40
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hours of audio-tapes that were indexed. This was the primary data base from which the

final analysis was conducted. I read and reread these transcripts countless times in the

course of analysis. I listened again to the audiotapes at intervals to remind me of verbal

delivery, temporal contexts, power dynamics, and emotional reactions.

Throughout the study, I incorporated w methodological field notes into the

transcriptions of interviews and participant observation. These methodological notes

included ongoing reflections about the progress of data collection, sampling and analysis,

and personal responses. Similarly, I incorporated theoretical and analytical notes as part

of transcribed interviews and participant observations.

The technological resources that I exhausted to finally achieve a system capable of

managing the data were significant. Over the three and one half year period of data

collection and analysis I progressed through three generations of computers. I began with

an 286 PC set up with basic word processing program capabilities. I then moved on to a

386 PC with windows capability and enough memory to run word processing and data

base management programs. I completed analysis using a Pentium PC with 16 megabytes

of random access memory and 1 gigabit of storage memory which was required to run the

data base manager, spread sheet manager, word processing, and qualitative data

management (NUD’IST) programs. I was greatly assisted by a computer expert who

donated his knowledge and time to help me select and set up my computer system and

teach me how to use it. The necessary software programs, printer, micro-cassette and

standard cassette transcription machines, and micro-cassette recorders were also

substantial technological resources that I needed and purchased for the study.
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The Researcher

The reflective use of self in relation to participants is acknowledged to be the

primary conduit for all knowledge construction in interpretative research (Anderson, 1991;

Hall & Stevens, 1991; Lipson, 1989; Olesen & Whittaker, 1968). Each step of the

research process requires reflexivity, whereby the researcher examines his or her own

history, values, assumptions, characteristics, and motivations to see how they influence the

project (Bittner, 1983; Fetterman, 1989; LeCompte, 1987). A reflexive approach to

research fosters awareness of theory as ideology and requires a willingness to making

values explicit (Gorelick, 1991; Lamb & Huttlinger, 1989; Marcus & Fisher, 1986;

Personal Narrative Group, 1989; Ratcliffe & Gonzalez-del-Valle, 1988).

I am a 45 year old Euro-American woman, whose involvement in a wide range of

political activities over a span of 17 years preceded professional education as a nurse. My

political and epistemological commitments evolved from my childhood and activist

experiences. Many of parents’ friends were, like my father, recent immigrants from

Europe after World War II with a shared history as some of the first resistance fighters

against the Nazis. We lived in predominately multi-ethnic working class communities

outside Chicago, Illinois. One small town in which we lived for many years had over 400

factories with a large military base just outside the town. Upon graduation from high

school, I went to work for a large pharmaceutical company working on production lines

making blood bags and intravenous tubing. Almost everyone I knew considered this a

“good job for a woman.” The Vietnam War created great conflict within and between my

community and the local military base and factories which exposed racial, class, and

gender injustices, the hypocrisy of equality, and the inhuman excesses fostered by
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capitalism and imperialism. Beginning with political work in the civil rights movement, I

worked to end U.S. involvement in Vietnam and fought for my right as well as those of

other workers to unionize. This lead to my political activism focusing on women’s rights

and occupational and community health issues. Political action in each of these areas

motivated me to study other histories, other ºne. and other strategies than those I had

learned growing up. These life experiences led me to identify myself as a Marxist

feminist.

I entered college for the first time in my life at 30 years of age. My motivation for

pursuing a college degree in nursing was quite frankly to obtain a “marketable skill” in an

area that was congruent with my political work of many years. Much to my relief and

surprise, I derived great satisfaction and challenge from nursing. I later undertook

graduate work in nursing to obtain credentials that would allow me to pursue research and

program development aimed at empowering both nurses and clients to address the many

health problems predominate in our society.

My clinical, research, and political activities in nursing over the last l l years have

focused on women's health, maternal-child health, and * intensive care. What skills

as an “ethnographer” in doing individual and group interviews and participant

observations that I brought to this project were the result of both my years as a grass roots

organizer and my clinical and research practice in nursing previous to undertaking this

dissertation project.

In sharing these details of my life with the reader, in no way do I presume that I

have provided sufficient information to fully explain who I am and how my social location,

culture, motivations, limitations, ignorances, skills, education, resources, familiarity with
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theory and methodology and perspective proved useful or troublesome in this project.

There is always the danger that by providing biographical information in an attempt to

make their own commitments clear, such practice can become a seductive bromide that

allows researchers to proceed behind a screen of an uncritical notion of “feminism.” As

Bourne said, “What we do is who we are " emºus in the original, 1987, p. 22). Patai

(1991) further underscored this point, “The world will not get better because we have

sensitively apologized for privilege; nor if, from the comfortable heights of academy, we

advertise our identification with the oppressed or compete for distinction as members of

this or that oppressed group” (p. 150).

My experiences echo those of many others – doing research across race, class,

and culture is a messy business (Gluck, 1991; Kingsolver, 1989; Mercier & Murphy,

1991; Patai, 1991). There are no perfect research methods. There are no blueprints.

Ultimately each researcher must come to terms with the reality that we must make up our

minds about whether our research is worth doing or not, and then determine how to go

about it in the ways that best serve our stated goals (Patai, 1991). I grappled with many

difficult issues in doing this research and in writing this dºuin My understanding of

these issues and my successes and limitations in addressing them were and continue to be

historically determined. I share some of these difficulties and my actions to address them

for two reasons. The first is my belief in the need for shared strategies based on an honest

exchange of our research methods. The second is to provide more evidence by which the

reader can appraise the results of this research.

The Marxist-feminist perspective that I applied in this study was oriented toward

providing knowledge that mothers and nurses could use to make emancipatory structural
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change in the area of neonatal intensive health care. A central tension for me was the

limitation of ethnography as a method for knowledge and theory development. My years

of political work guided by a Marxist-feminist world view has only deepened my belief

that in order to understand a thing you must change it. That doesn’t mean that

ethnography is incompatible with a Mariºms approach. On the contrary, from a

Marxist-feminist perspective it would be unethical to think for others or to mandate their

action. Ethically, the actions people undertake must derive from a collective consensus

that takes into account their common interests, risks they are willing to undertake,

consequences that they can expect, and knowledge of the circumstances of their own lives.

Integral to this central tension is the fact that I have always considered my political

activities as scholarly and vice versa. Thus, when I embarked on this ethnographic study,

it would be the first time in my life where I could not allow the historical and material

conditions of the project to determine collective action. Therefore, one continual tension

was my frustration because of how I believed the knowledge and understanding derived

from this project would be limited by its methodology.

Similarly, a second tension for me throughout this prºd was negotiating the ever

fluid boundaries between honoring honesty, mutuality, and empowerment in the research

process and what might best be described as “action” research. Integral to this second

tension throughout this project was how to honor honesty, mutuality, and empowerment in

a way that did not risk access to the research site while honoring the integrity of the

research participant relationship. As an insider, I was well aware of the actions on my

part or those of the mother that could possibly be perceived as threatening to nursery

personnel, for example, if the mothers were “too independent” about deciding when to do a
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caregiving activity with their babies, asked too many questions, or raised concerns about

caregiving practices. If I was perceived as prompting such actions by mothers, giving

conflicting information, or not assisting staff in “managing a difficult mother” I would lose

access which would have ended this research. As previously discussed, I made a

conscious choice to honor the mothers’ need to know working to always clarify with the

mothers their intent and concerns surrounding their questions and responses. By doing so,

I was also better able to give information that was meaningful to them and, just as

importantly, not place them in situation which compromised their ability to secure

necessary care for their babies and themselves.

Data Analysis

Data analysis began with the first interviews and participant observations and

occurred continuously throughout the entire research period. The analytic strategies

applied to the data honored the basic assumptions that underlie the design of the study.

Persons are situated in particular historical, socio-cultural, political, and embodied life

experiences and their perceptions of having a hospitalized premature baby are intimately

affected by these contexts. Therefore the level of stander sought in generating

knowledge did not forsake contextuality.

General Analytic Strategies

I entered field notes and verbatim transcriptions of ethnographic interviews into a

word processing format and managed using NUD°IST (Weitzman & Miles, 1995) to

organize the body of text, sort and retrieve information, and facilitate multi-level searches.

Interview data and participant observation data were analyzed using thematic

content analysis and constant comparative coding and category classification (Agar,
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1980a; Schatzman & Strauss, 1973; Strauss & Corbin, 1990). Data from ethnographic

interviews was examined for content, episodes/actions explicated, key characters,

environmental conditions, conflicts, and choice of language (Bourdieu, 1977; Devault,

1990). Strict attention was paid to the form, function, value and evaluation embedded in

the interview data to provide insight about low mothers tied events together to make sense

of themselves and their environment (Bourdieu, 1977; Mishler, 1986; Spradley, 1979;

Todd & Fisher, 1988).

Data from each participant observation conducted contained mothers' actions,

conversational data, and concurrent conditions (Spradley, 1980). The mothers' actions

were analyzed as episodes in which the content of the action, characters (e.g. staff member,

baby, family member), environmental conditions, antecedents and consequences, and

potential conflicts were examined. The conversational interview data obtained

concurrently throughout the observation were analyzed for content and choice of language

as well as for the context in which the mothers' conversations occur (Sandelowski, 1991; :

Todd & Fisher, 1988). Data analysis also consisted of a comparative examination of the

mothers’ description of mothers' understanding and cºmmºn. of their actions in the

NICU compared with actual maternal actions observed (Germain, 1986; Spradley, 1980;

Tedlock, 1991).

Story lines were constructed for each mother and compared for consistency. The

story lines were compared and contrasted for model and variant patterns in mothers

experiencing common events (e.g., initial visits, homecoming without the baby, caregiving

experiences) across sample subgroups, allowing for differentiating experiences according

to participants' ethnic/racial background, socio-economic circumstances, pregnancy
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history, baby characteristics, and environmental conditions. The story lines facilitated

alternation between exploring of the diversity of individual experiences and identifying

collective themes of similarly situated mothers (Richardson, 1988).

Rigor in Critical Ethnographic Research

Issues of validity and reliability* in traditional, empiricist research to

achieve scientific rigor “operate as dysfunctional stereotypes for the researcher using

qualitative data” (Ammon-Gaberson & Piantanida, 1988, p. 159). I applied criteria

elaborated by a number of qualitative researchers to establish scientific rigor for this

project (Agar & Hobbs, 1982; Bruyn, 1966; Burns, 1989; Fetterman, 1989; Gluck &

Patai, 1991; Gorelick, 1991; Hall & Stevens, 1991; Mishler, 1986; Muecke, 1994; Olesen,

1994; Reid, 1991; Sandelowski, 1986, 1993; Schatzman & Strauss, 1973; Smith, 1987;

Tesch, 1990). Elements of rigor which include reflexivity, rapport, honesty, mutuality,
º

empowerment, and insider and outsider issues were discussed in the previous sections. .*

Elements of rigor that I will discuss in this section are coherence, consensus, credibility

and the voice of participants and researcher, and ethical concerns.

The extent to which this study lived up to its assumptions and standards of rigor

was greatly dependent upon my skill and sensitivity in the researcher role. Research

colleagues, veteran parent informants, and some participants in this research also

contributed to the rigor of this critical ethnography. Concern about the rigor in both the

content and process of the study extended from the generation of the critical review of the

literature and research questions through all phases of data collection and analysis and will

continue in dissemination of the results.
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Issues of Reliability and Validity in Critical, Qualitative Research

In empiricist research, reliability means repeatability wherein findings are valid if

they can show that research participants responded consistently over time and with each

other concerning an experience (McLaughlin & Marascuilo, 1990). In the

naturalistic/interpretive/critical paradigms, * interpretations and behaviors are

constructed in the context of a complex set of determinants (Gorelick, 1991). Therefore,

qualitative reliability is more clearly ascertained by auditability (Burn, 1989), that is,

being able to follow the “decision trails” used by the researcher (Sandelowski, 1986;

1993). As Tesch (1990) put it, qualitative reliability is achieved if one can provide “a

representation in the same sense that an artist can, with a few strokes of the pen, create an

image of a face that we would recognize if we saw the original in a crowd” (p. 304). It is,

as Sandelowski (1993) observed, ridiculous to insist that each researcher will produce the

same result if confronted by the same qualitative task; differences in philosophical and

theoretical commitments and styles preclude such replication. What matters here, is

whether the “re-presentation” is deemed a rationale, plausible interpretation given the raw

data and “decision-trails” (Schatzman & Strauss, 1973).
--

I used my field notes to document methodological and analytical decisions made in

the process of the research. Throughout the course of my research, I met with a group of

independent scholars versed in ethnographic research to engage in collaborative analytic

tasks. In reviewing portions of the raw data and later, analytical notes, these other

scholars concurred with my qualitative “re-presentations” of the phenomena.

Research findings are valid if the analytic interpretations accurately and fairly

reflect the phenomena the researcher claims to represent (Aamodt, 1983; Hall & Stevens,
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1991; Reid, 1991). Validation is a culturally and historically situated social process;

trustworthiness becomes a matter of persuasion whereby the researcher is viewed as

having made those processes visible, and therefore, auditable (Sandelowski, 1993).

Coherence

Coherence refers to the extent that interpretations are well founded in and

consistent with the raw data, faithful in principle to the participants’ stories, actions, and

evaluations, and connected in a logical discourse (Agar & Hobbs, 1982; Mishler, 1986;

Hall & Stevens, 1991). Coherence addresses the research question: Is there unity in the

research account derived from all observations, records, interactions, and

communications? Research colleagues and informants assisted in this analytic process;

they reviewed summarized findings and provided their impressions about inconsistencies in

both individual story lines and overall concepts. The raw data, analytical memos, and

notes systematically documented throughout the study were continually reviewed during

data analysis for evidence that the insights were forming a picture that was congruent with

its constituent parts.

Consensus

Consensus is a criterion reflecting the presence of recurring themes, both in

participants' verbalizations and actions (Bruyn, 1966) This is not to say that consensus

circumvents modes of sampling and analysis that honors the diversity among differently

situated participants. Differences in mothers’ accounts and actions of having a

hospitalized premature baby did not invalidate their perceptions or actions; rather, they

illustrated the range and variability of these mothers’ experiences as well as the

entanglement of ideological, structural, and interpersonal constraints that impinged on

- A

": -
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them. Both spontaneous and elicited data were means of checking consensus across story

lines and participant observations (Schatzman & Strauss, 1973). When comparing data, I

also considered the social position of each mother within the population of mothers served

in the study NICU and in general society, environmental contexts, and experiential

backgrounds of the various mothers involved n this study in order to gain perspectives on

similarities and differences among experiences (Sandelowski, 1993). Because mothers

were followed throughout their babies’ hospitalization, the degree of stability and change

in participants’ themes and actions over time was another criterion for evaluating

COnSCIISuS.

Credibility

Credibility refers to an assessment of the representativeness of the sample, rather

than a standard related to the size or randomness of the sample (Hurst & Zambrana, 1980;

Sandelowski, 1995a). Integral to credibility was my effort to recruit a diverse group of

mothers who could describe their experiences. Credibility includes the extent to which the

researcher's results and conclusions concur or differ with existing theories and

investigations, and whether the findings seem adequate from the standpoint of how the

interviews and observations were made (Di Leonardo, 1991; Gluck & Patai, 1991;

Gorelick, 1991). Questions of concern related to credibility that I asked were: To what

extent is this mother speaking for other mothers experiencing having a hospitalized

premature baby? Is this mother’s experience recognizable to other similarly situated

mothers? Is this mother’s account representative of the diversity of the group of mothers

in this study? To what extent do my findings support, dispute, and inform other findings?



95

In qualitative research, the credibility of findings often centers around whether the

findings are a faithful interpretation of the participants’ experience such that they are able

to recognize them as their own. Much of qualitative and feminist research asserts that this

be demonstrated through member validation (Gluck & Patai, 1991; Olesen, 1994;

Sandelowski, 1993). Member validation, however, poses threats to validity. As

Sandelowski (1993) pointed out, “what is often lost in the discourse on member checking

is the recognition that both researchers and members are stakeholders in the research

process, concerned with staking certain claims (to telling the truth, to being right), with

maintaining certain personas (as good persons, subjects, scientists), and with frequently

divergent interests, commitments and goals” (p. 4-5). Furthermore, the immediacy of

participant observation and the narrative nature of interview data are time-bound

interpretative, political, and moral acts (Borland, 1991; Patai, 1991; Salazar, 1991;

Sandelowski, 1993; Smith, 1993).

While both members and researchers are interested in accounts that represent

experience fairly, a person's location in the particular conditions of race, gender, class, and

political economy means that participants can only generate those progressive

understandings available to them, which may not even help them to understand their own

milieu completely (Cannon, Higginbotham, & Leung, 1988; Fisher, 1988; Gimenez, 1989,

1991; Gorelick, 1991; Hooks, 1984). For example, a Euro-American, middle-class

mother from a small rural community may not be able to find within her milieu the basis

for understanding her own racism. And in the crisis of having a hospitalized premature

infant, given the resources and information (or lack thereof) available to her, a mother may

not see that her justifications for claiming certain resources or evaluations of other nursery
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personnel or families are at base racist. As Hartsock (1985) cautioned, “There are some

perspectives on society which, however well-intentioned one may be, the real relations of

humans with each other and with the natural world are not visible” (p. 232). It is not that

there is a “reality” that is known and complete and the researcher knows it and the

participant does not (Gorelick, 1991). *...* in the case of action based research, it

is usually only the researcher who is privy to the different perspectives of the participants

and multiple data sources. Thus, member checks to check whether the interpretation of the

experience is recognized by participants as their own becomes problematic.

Members may also simply not be in the best position to check the accuracy of an

account (Sandelowski, 1993). In this study, mothers were in a continual state of crisis.

Mothers often forgot many situations that occurred during an observation, let alone the

details of these events, the information they provided or the manner in which it was

provided. Indeed, a significant finding of this study was how the mothers came to rely on

me for the details of their “story.” And it was very evident which events were very

stressful, painful, embarrassing, and/or impossible for each mother to “revisit” during the

period of their baby’s hospitalization.
-

In ascertaining the credibility of the findings I did not give copies of transcripts or

field notes or even some rendition of emergent theoretical insights written in everyday

language to the mothers. (However, throughout the entire research process mothers were

told that at any time they could look at my field notes to see what I was writing down or

get a transcript of the interviews. None of the mothers ever asked to review any data).

Instead, periodically, I would review verbally with each mother emerging analytic insights

related specifically to her situation and at times, those of other groups of mothers to help
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identify similarities and differences. Special efforts were taken to involve mothers of color

and working-class and low-income mothers in these member validation dialogues so that

they could help interpret the multiple and divergent voices of the different subgroups of

mothers. In addition to these efforts with the study participants, I also informally checked

out emerging analytical insights with other mothers in the study NICU with whom I had

developed relationships and veteran mothers working in the NICU based parent support

program. Results of these validation exercises were generally supportive of developing

analytic interpretations. Anticipated disagreements and criticisms were incorporated to

influence further analysis. No less important from a Marxist-feminist standpoint, the

credibility of any research enterprise is best determined by the extent to which the findings

enable mothers and health professionals and others to make emancipatory structural

change in the area of neonatal intensive health care.

Active Voices of Participants and Researcher

“Giving Voice” was a progressive development in the history of critical/feminist

research and theory (Acker et al., 1983; Gorelick, 1991; Stacey, 1991), one in which

researchers sought to allow participants, who historically have been excluded or whose

viewpoints have been discounted, to actively speak in the written report (Gluck, 1991). I

use the mothers’ verbatim words to illustrate my analytic arguments in the following

chapters. The mothers’ words are used in explanatory quotes and extended stories and

descriptions to illustrate patterns of experience and meaning (Bell, 1988; Emerson, Fretz,

& Shaw, 1995; Geertz, 1983; Sandelowski, 1994). My intent is to provide sufficient

narrative and participant observation documentation to allow the reader to search for and
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identify multiple interpretations, while participating in the validation of the findings put

forth (Emerson, 1983; Geertz, 1983).

Nevertheless, it was I, the researcher, who in recording, editing, compiling, and

writing, maintained the final authority over the text produced (Fine, 1992; Olesen, 1994;

Patai, 1991; Salazar, 1991; Smith, 1987). an as implied in the discussion on credibility,

the reconstruction of the data in this dissertation must therefore include both the active

voice of the participants and the researcher’s own dialectical analysis (Brodkey, 1987;

Personal Narratives Group, 1989; Stivers, 1993). It is this interface between the insider

(mothers’) and outsider (researcher) perspectives that ultimately provides deeper insights

than are possible by the group members alone or the researcher alone (Agar, 1980a,b;

Boyle, 1994; Gorelick, 1991; Spradley, 1979, 1980; Werner & Schoepfle, 1987). As a

participant, I was transformed in the process of this research, influenced and taught by the

mothers as I influenced them. It is from this interaction that theory and practice emerge

(Gorelick, 1991). Hence, my voice through my interactions with and observations of the

mothers is part of the “re-presentations” of their experience of having a hospitalized

premature baby, thereby providing more evidence to appraise the results (Fine, 1992;

Leininger, 1994; Muecke, 1994). The ethnographic record produced here is, finally, not a

description from the mothers’ point of view, but a description of the mothers’ point of view

from my point of view (Agar, 1982; Emerson, 1983). Ultimately, this is the task of a

researcher and I cannot avoid this responsibility (Acker et al., 1983; Gorelick, 1989;

Stacey, 1991).
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Ethical Responsibilities

Qualitative research uses a changing, flexible format that, as discussed throughout

this chapter, allowed me to attend to the ethical issues such as: (a) privacy; (b) sensitivity

to emotional distress; (c) researcher role conflicts; (e) confidentiality; and (f) informed

consent. Other ethical considerations include:

Period of data collection. Study procedures treated confidentiality as a critical

component. All data were identified anonymously with code numbers and pseudonyms.

No individual identities were detectable in written reports or data shared with others for

analysis and validation purposes.

The spatial and physical dimensions of the phenomena under study did not allow

the mothers to have full anonymity with regard to their participation in the study. Nursery

personnel were aware of my research and my presence with a mother at her baby’s bedside

were visible indicators of that mother’s participation in my study. I discussed these issues

of anonymity and confidentiality with the mothers in the consent process. All research

procedures were approved by the Committee on Human Research at the University of

California, San Francisco.

Dissertation text. Throughout the text in this dissertation, pseudonyms are used

for both the mothers and their babies. The pseudonyms are attached to the participants’

words except when excerpts are as short as a word or phrase or short sentence. With these

indicators readers can actively contextualize the stories. They can compare stories told by

the same mother and my observations pertaining to the mother's stories throughout the

chapters. Table 8 in Appendix E is provided for additional contextualizing information.

Table 8 lists each participant and her baby(s) by pseudonym and indicates her race and
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age as well as some pregnancy history and her baby(s) gestational age at birth. It also

indicates the primary method the mother used to be with her baby in the NICU.

Throughout the text, I have tried to present both mother and baby demographic data in a

manner that protects the confidentiality of each mother and her baby(s) and family. At the

same time, I wanted to provide readers with enough information to verify analytic

conclusions about the mothers’ experiences related to race or ethnicity, pregnancy history,

insurance and economic resources, and her babies health status.

I wrestled with how to present data that was potentially embarrassing to the

mothers, or given the specifics of the incident, breach confidentiality about individual

identity. Throughout the entire research enterprise, these issues were considered with my

dissertation committee, other qualitative researchers, informants, and some of the

participants. As readers will see, some of the mothers were quite specific and adamant

about which of their experiences they wanted me to put in this report. Nevertheless, at

some point during our time together, every mother indicated to me that I would have to use

my best judgment when conveying the details of her experience. Ultimately it was my

responsibility to determine how best to protect their confidentiality.

My participation in parent support organizations figured greatly in my decisions

about what details to include in the mothers’ extended stories in the dissertation. I came to

realize that the experiences of the mothers in this study and the details of many situations

mirrored those of numerous parents, both in the study NICU and in other NICU's across

this country. In addition, throughout the project I gave excerpts of many of the mothers’

stories to colleagues who worked in the study NICU. I asked them if they could identify

the individual mother. What I learned was that with the passage of time, it was difficult
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for staff to remember which mothers had consented to be in my study and they were unable

to identify individual participants. I realize that this may not necessarily be the case with

each mother and other study nursery personnel and readers.
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CHAPTER 4

INTRODUCTION OF FINDINGS

The double doors burst open with sudden force, and a pocket of people in a v

formation come rushing into the NICU. They are shepherding something along in their

midst. “Where does she go?” the point person, a woman, * She is a neonatologist,

indistinguishable among the many blue, surgical gowned, and masked forms. “Right over

there,” a nurse nods in the direction.

The protective wedge of bodies open to reveal the prize, -lying on top of a large, º
open warming table on wheels moving too fast for anyone to get a real glimpse of - a small

form covered with blankets. Numerous monitoring machines stacked on the table's shelves ■

make furious squawking noises, their digital faces glowing ruby red. Swiftly, it is rolled º
s

into a corner of the intensive care nursery, where one can now see a hand squeezing a - *-* *

black rubber bladder that is attached to slender, clear, plastic tube protruding from the s
º

blankets; giving oxygen to the small form underneath. In an instant the black bag is Ç.
* * *

carefully disconnected from the tube and replaced with an air hose leading to a respirator. º
The blankets are removed, suddenly visible is a one and a half pound or more

naked, red baby. Minutes old, the baby is limp and its large head and protruding stomach

look grossly out of proportion to its tiny chest and limbs that resemble small sticks. In the

continuous fury of activity, a sea of sure hands transfer a tangle of cables, leads, and wires

to stationary monitors and attach probes and hook up intravenous fluids to the baby.

“Welcome to your new home, sweetie,” greets a nurse. One more premature baby is

>admitted into an intensive care nursery. And it is now also the mother’s “new home.”
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In their experiences of having a hospitalized premature baby, the mothers in this

study found themselves propelled on a journey where the path and outcome were unknown

to them. The mothers were thrust into a very harsh reality that shattered their expectations

of what their childbearing experience would be like, regardless of their varied pregnancy

histories. In the course of the study, the mothers’ narrative and actions encompassed

multiple features of the experience of having a hospitalized premature baby. There were

many areas of convergence with the maternal experience previously documented. Yet, a
* --

most salient, consistent feature of this experience was the mothers’ struggle to safeguard º
º

their babies in the NICU and address their own health care needs in the NICU to attain the -

best possible outcome for their babies and themselves in this “new home.” * *

I chose this feature of the mothers’ experience as the focus of the dissertation º
findings for several reasons. The first was the importance the mothers ascribed to this set ºr - a

of experiences. The second was that many of the details of this set of experiences as º ...

elaborated by these mothers are not well assessed in nursing literature. Third, in my
,----

experiences as a neonatal intensive care nurse and work with NICU families in support º
as a

programs, I realized how often the mothers' evaluation and actions in these areas go

largely unrecognized or are misunderstood by health care providers, myself included.

An overriding characteristic of mothers in this study was the sophisticated and

complex set of relationships they nurtured to protect both their babies and themselves.

These mothers struggled with learning large amounts of new information, and using that

information to cajole, demand, plead, and organize other caregivers and mothers in support

– whatever is effective - to obtain what they believed was necessary for their babies and

themselves. Despite the fact that the NICU is largely designed to provide caregivers with
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control over how, when, and where that health care is provided to the babies, these mothers

worked hard to transform the NICU to “their home” where they were unequivocally the

mothers, and the persons responsible for their babies. This dissertation identifies some of

the serious impediments the existing neonatal intensive health care system places in the

path of these mothers in achieving this goal.

The dissertation findings are presented in the next three chapters. Chapter 5, the

first findings chapter, provides an descriptive overview of the structural conditions the

mothers contended with when interfacing with neonatal intensive care. In Chapter 6, I

examine the concerns mothers had with regard to safeguarding their premature babies in

the NICU, the actions they took to safeguard their babies, and the social and structural

contingencies at play. The mothers’ concerns for safeguarding themselves in the NICU,

the actions they took to address their health care needs, and the social and structural

contingencies at play are the focus of Chapter 7.
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CHAPTER 5

STRUCTURAL CONDITIONS OF MOTHERS’ INTERFACE WITH NEONATAL

INTENSIVE HEALTH CARE

The structuring of neonatal intensive health care was fundamental to how mothers’

experienced having a hospitalized premature baby. In this study, the structure of neonatal

intensive health care encompasses the perinatal care received by the mothers during their

pregnancy and labor and the birth of their premature babies. The mothers’ type of health

care coverage and entitlement status made a difference as well. In their narratives and

actions the mothers communicated a system of care which challenged their understanding

of, and needs for, health care. Regardless the conditions surrounding the pregnancy, birth,

and subsequent hospitalization of their premature babies, all experienced multiple changes

of people, place, procedure, and context with their health care. It shattered what measure

of control of their own and their babies' health care that the mothers initially anticipated or

achieved. Discontinuity with past sources of health care and other support systems was

problematic for many mothers. This chapter provides a description of the structural

conditions of neonatal intensive care, including entitlements, salient to the mothers as

context for shaping experiences as elaborated in their narratives and reflected in their

actions. Within this challenging context, mothers devised strategies to obtain the necessary

care for their babies and themselves.

No Choice of Health Care Provider

The regional structure of the NICU's within the health care system creates a set of

objective conditions that, while providing a highly specialized care for the babies, also

concurrently places significant barriers to the mothers’ participation in providing that care.
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Regionalization causes a constantly shifting set of health care providers, both at the

regional center as well as in the relationship of community hospitals to the center. It also

creates a myriad of problems for the mothers because of geographic dislocation from

family, friends, and established family health providers.

Regionalization

Regionalization, as it pertains to this study, refers to a system of designated levels

of care for providing appropriate health care to all mothers and babies within a specific

geographical region. Ostensibly, regional health planning prevents the maldistribution of

health care resources and improves accessibility. Hospital perinatal and newborn care are --

classified as Level I, II, or III, with a level III or tertiary medical center designated to have
-

all the staff and technology needed to manage serious medical problems of the mothers or

babies. Neonatal intensive care is classified as tertiary care and located in regional º,

medical centers. Its goal is to offer state-of-art equipment and treatments, and a vast array º

of services and resources from highly trained specialists in medicine, nursing, and related

health fields. Regionalization has led to the development of transport systems in which

high risk mothers and babies from hospitals unable to manage high risk perinatal and

neonatal situations on a long-term basis are transported to secondary or tertiary centers.

Regionalization, however, means that there is very limited choice of health care

providers for mothers experiencing the birth of a premature baby. The providers are

simply those available in whatever regional center(s) exist in the area. Even if the mother

knows she is at high risk for delivering a premature baby, the choice of the center she will

deliver at and/or where her baby will be hospitalized is constrained by many factors. For

example, what type of health insurance the mother has, if any, where the mother delivers
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her baby, the number and location of tertiary level NICU's in the geographic area, and

availability of high risk obstetric and NICU beds at each tertiary center at time of delivery

are all outside the mothers’ control. In this study, five of the mothers only realized that

UCSF was the tertiary referral center for their obstetrician’s practice/community hospital

when they suddenly found themselves in the midst of an emergent threat to the pregnancy.

Providers As An Ever-Changing Cast of Strangers

Every mother in the study had made birth plans. Most had established a

relationship with a obstetrician (OB) who would be managing their pregnancy, labor, and

delivery. Once the mothers became at risk for premature birth, most mothers perceived

minimal or no control in their childbearing experience, and that their fate and that of their

babies were in the hands of complete strangers.

Ante-partum, Labor & Delivery Experience at Community OB and Hospital

For seven of the mothers who resided in outlying communities, the community

hospital was the point of entry into the tertiary system. Five of these mothers were

directed to their community hospital by their obstetrician who oversaw their care while in

the community hospital. The advantage of receiving care from their primary obstetrician

allowed the mothers to ask questions, gain a better sense of their immediate situation, and

confidence that the judgments and recommendations for care were in their best interest.

This was particularly true for the two mothers who initially stayed over 48 hours in their

community hospitals before being transported to the study medical center. No less

important, these five mothers believed that as members of the community in which the

hospital was located they would be well treated.
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All but two mothers gave birth at the study medical center. Beth was visiting from

out of state when she went into premature labor. Her obstetrician was hundreds of miles

away. She gave birth to twins at 26 weeks gestational age emergently at the hospital in the

community where she was visiting. Her babies were transferred to the study NICU. For

Beth, every provider was a stranger.

Anna found no measure of safety in receiving care in community hospital. She did

not have a primary obstetrician in her community. Anna described the events surrounding

her emergent labor and delivery. Anna said that she did not realize she was pregnant until

her third trimester and was scheduled to have her first prenatal care appointment a few

days before she gave birth to her premature son. Anna spoke of interactions with health

care providers at the community hospital that were characterized by insensitivity,

abandonment, and abdication of responsibility for the provision of adequate health care.

Anna explained how she had lost her balance, fallen, and almost immediately felt labor

pains. An ambulance was called to their home and forty-five minutes later upon arrival at

the community hospital Anna gave birth to her premature son. As Anna told it.

It was about four hours later before I got to see him for the first time. And then I
only saw him for five minutes and then they took him and they brought him here.
....It was only after four hours, that’s when they got me and took me over there to
see him in the incubator [at the community hospital before the baby’s transfer to
study NICU].

I was discharged from the community hospital before my baby left the hospital
[transported to study NICU]. I was only in the hospital for 3 or 4 hours before I
left. [Long pause] I had my little girl (born full-term without complications] at
this community hospital and they were not real good. I didn't really care for them.

Um, after I had [premature son's name], well, they put me into a recovery room
and I didn't see no nurse until I was ready to leave. Four hours later a nurse
entered the room and said, ‘You can get dressed and go.” And that was it. She
handed me my clothes and said, ‘You can go.” The nurse left and I got dressed
and my family took me home.
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Anna said that was her last contact with anyone at the community hospital.

During her four hours in the recovery area, she could not recall anyone coming to check on

her. She was never offered any emotional support from any health care providers nor was

her family allowed to stay with her in the recovery area. When given her clothes and told

to get dressed and leave by a nurse, she did not receive any discharge information about

her own post-partum care. Rather than face further degradations, Anna did not ask for

any information or assistance from the staff. In Anna's case, she experienced her

interactions with health care providers at the community hospital as victimizing. For both

Beth and Anna, delivering at the community hospital provided no measure of reassurance

from known providers.

Ante-partum, Labor & Delivery Experience at Regional Center

Ten of the mothers in the study experienced a period of ante-partum

hospitalization in the study medical center before giving birth which ranged in length from

48 hours to several months. The longer the length of their ante-partum hospitalization, the

greater the number of health care providers they experienced. In the study medical center,

like most regional medical centers and teaching hospitals, the medical teams rotate, on

average, from month to month. Depending on the length of ante-partum hospitalization for

the mother and/or length of hospitalization of her baby(s), the mother can experience

numerous rotations of medical staff.

Most often the mothers reported that it was the physicians who differed greatly in

how they presented information. It varied from one obstetrician to the next. It also varied

based on the specialty of the physician (e.g., obstetrician versus neonatologist).

Negotiating any concerns and wishes concerning the treatment plan became more
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problematic with this changing cast of providers. Moreover, in the constant shuffle of

providers, the providers may not communicate crucial information for the mother

concerning changes in the mothers’ situation. Sally described how these conditions can

pose significant obstacles to the mother's efforts to safeguard her pregnancy:

They rushed me into the hospital [community]. Told me I lost all my amniotic
fluid and gave me an ultimatum whether to come here [study medical center] or
induce labor and let the baby be born dead. So I come here, uh, they transport me
here....I’ve been here for four weeks today.

Well, I was 23% weeks and that was cut off point, they felt, for a miscarriage.
That they would try to do everything that they could to keep me from not going
into labor. But if we did, the chances of the baby being born dead was, that was
almost inevitable.

Pretty soon you’ll have all these doctors come in. You’ll see five or six doctors
[obstetricians], they all tell you the same thing. And then the pediatrician
[neonatologist] came in...told me pretty much the same thing. No viability is what
they said. That was real hard. The first couple of weeks they told me that.
That’s what got me down the most...that’s all I heard. Or they didn’t say
anything. ... Right before I delivered one of the pediatricians came in and told me,
well you’re at the point now where you should make a list of what you need for
your baby. So see, I went from zero percent viability for my baby to 80% to 90%
in a month. And I didn’t know that. They told me that about four or five days
before I delivered. If I had just dwelled on that negative information and not kept
asking questions, I think I probably would have miscarried and gave up.

The large nursing staff and twelve hour staffing pºems in the study medical

center meant that mothers also were cared for by a many different nurses. Continuity from

nursing staff varied depending on the circumstances of the mothers’ ante-partum

hospitalization. As the mothers learned, nurses required specialized training to provide

nursing care for high risk labor and delivery mothers. Not all the nurses in the labor and

delivery had this specialized training. Hence, mothers who required such specialized

nursing care for an extended period of time were assigned primary nurses and had a

smaller number of nurses caring for them over time. On the other hand, mothers who
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delivered within 24 to 94 hours after admission, also would be more likely to have received

continuous day-to-day care from just a few nurses. Thus these women had greater

consistency in the nurses caring for them. On the other hand, the mothers who were not in

immanent threat of giving birth reported less consistency.

The NICU. Experience

The issue of an ever-changing providers in the NICU was problematic for most of

the mothers in this study. Managing relationships with nursing staff, and to a much lesser

degree the medical staff, was a central task for throughout their babies’ hospitalization.

Learning how the nursery “worked” meant quickly realizing that “you can't say

who you want to take of your baby.” Obviously this is a feature of any hospital
-

experience. However, a feature of neonatal intensive care is that it is both an acute and
-

prolonged hospitalization experience for premature babies and their families. Those * **

mothers whose babies would require a lengthy hospitalization identified a desire for having n

a known group of health care providers. Most mothers reported realizing that they were in

a situation where real choice of caregivers was out of their hands. This was problematic

for many mothers because they perceived their right and responsibilities as a mother, in

part, to mean making sure the that caregivers were competent and sensitive to their babies'

needs.

Mothers also had to contend with a constant rotation of medical teams. This

affected the mothers differently based on their babies’ acuity and length of hospitalization.

The rotation of medical staff confused the majority of mothers. Just knowing who was

taking care of their babies was a challenge. As one mother put it, “its like the very day I

finally learn all their names and figured out who is who and what they’re like, the very



112

next day, they all change.” The constant rotation of staff and composition of the medical

teams intersected to further confound the mothers. Some mothers whose babies had been

hospitalized for two months or more and were present in the nursery almost every day

assumed that the first or second year residents were the attending neonatologists. This is

because they were the members of the medical team that mothers saw writing the medical

orders, talking to the nurses about the babies at their bedside, and most often talked to the

mothers about their babies' day to day plan of care.

In the study NICU, there were three organizational structures/personnel to address
- -

the issue of the ever-changing providers in the NICU. primary nursing, social worker

department, and discharge coordinators. Primary nursing refers to a specific way of
*

organizing nursing care (Hegyvary, 1977). The central concept of primary is that nursing

care of a specific client is under the continuous guidance of one nurse from admission to

discharge. This model of nursing promotes quality of care through continuity of care,

through the provision of that care by the same provider(s) who are planning and

coordinating that care. In the study NICU, the goal of primary nursing was for each baby º

to have one primary nurse (assisted if necessary by associate nurses) if the baby was going

to require long term care in the NICU. Nurses voluntarily selected their primary patients.

In practice, this meant that some babies and their families had primary nurses and others

did not.

NICU based support resources such as social workers (e.g., assistance with

securing entitlements, local housing to be near baby, food vouchers, psycho-social

support/assessment of family coping, arrange family meetings) and discharge coordinators

(e.g., arranging transports, special equipment, coordinating discharge teaching, follow-up
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health care) focused on securing available resources to facilitate mothers to be with, and

more adequately care for, their babies. The social workers facilitated continuity of care

through their responsibility for arranging family meetings. The goal of the nursery was to

ensure that each family had a “family meeting” soon after admission. The purpose of

these meetings was to introduce the physicians * other members of the health care team

to the family, discuss the baby’s health status, and the baby’s anticipated plan of care.

These family meetings could occur with varying regularity depending on if and when the

social worker or other nursery staff thought a meeting was needed. Families could also

initiate a meeting.

Limited or No Choice of Health Care Provider Following the NICU Experience

In this study, limited or no choice of health care provider in their community refers

to (a) circumstances surrounding some mothers’ options for transport to community

hospital versus discharge to home from the study NICU; and (b) to the mothers’ options
-

for selecting a pediatrician for her baby.
-

Some mothers did not have a choice between whether their baby would stay at the

study NICU until the baby was ready to be discharged to * or would be transported

back to a community hospital once they no longer required intensive care and it was safe

for them to be cared for in a level II or I hospital. These decisions were most often

governed by the mothers’ type of insurance coverage. Many insurance plans and Medi

Cal have detailed stipulations about the places of service and charges for services that they

will cover. The cost of providing level II or I care is greater in a neonatal intensive care

nursery compared to a community level II or I hospital. On the other hand, the cost of

transporting a baby to a community hospital is significant. These costs are weighed in
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balance and, with many insurers, the determination of what the insurer believes is more

cost effective determines the location of the baby’s hospitalization until discharge to home.

Depending on the mothers’ situation, transport to a community hospital could be a

much desired goal. The babies would be near the mother and her family and friends. On

the other hand, some mothers had concerns about the standards of care in their community

hospitals with regard to the care of high risk babies. Regardless how the mothers viewed

their babies' discharge, all the mothers dreaded having to “take on yet one more group of

doctors and nurses who I don’t know.” Mothers planned on having to “train” staff about

their babies. Some mothers requested to review and be informed of all the care plans and

information the study NICU was sending to the community hospital. Mothers talked about

making lists or writing out important information and care routines for this new set of

health care providers.

For mothers receiving Medi-Cal, they soon realized that many pediatricians in

their communities refused clients with such coverage or that public health clinics were

their only option. Other mothers had not yet chosen a pediatrician and now needed

assistance from the NICU staff to select one. While mothers were extremely relieved to

know that the discharge coordinators could identify and set up referrals with pediatricians

in their communities who had experience with high risk infants, the provider would, once

more, be unknown. Another new relationship to establish.

Geographic Dislocation

Quite simply, the mothers in this study stated unequivocally that being with their

babies in the NICU was their priority, their job now. The mothers’ narratives and actions
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demonstrated that geographic dislocation imposed onerous burdens on the mothers and

their families to achieve this goal.

Regionalization of perinatal services means that many mothers/parents whose

babies are in an intensive care nursery will not reside in the city or even the county that the

tertiary nursery is located. The majority of the mothers in this study resided in outlying

communities. There were several ways in which the mothers experienced geographic

dislocation and the effects of this dislocation on mothers and their families were

significant. Whatever course the mothers took, they paid a price; be with your babies or

with your family and friends and community. A critical point raised by the geographic

dislocation was that many mothers didn’t have real access to their babies. However,

mothers who lived in the same city as the study NICU could also experience lack of access

to their babies due to the lack of transportation, child care, and financial resources.

Ante-partum, Labor & Delivery

For many mothers, geographic dislocation first occurred with their ante-partum

hospitalization and/or labor and delivery in the tertiary medical center where the NICU

was located. They could be dislocated from their spouse/partner, family, friends, and

community. The extent to which mothers were separated from their spouse/partner,

significant others, and community varied.

Geographic Dislocation From Baby

A fundamental contradiction of regionalization of tertiary care is that it provides

expert care and specialized services that result in better outcomes for the baby. Yet, it is a

health care delivery system that precludes mothers’ access to their babies. The services
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and supports available to mothers (and other family members) to facilitate access (e.g.

guest housing, assistance to obtain entitlements) are not sufficient.

The extent to which mothers were geographically dislocated from their babies

varied through out the babies’ hospitalization. For the majority of the mothers, geographic

dislocation from their baby occurred in the first weeks following birth. For many mothers,

the commute time from home to hospital ranged from 40 minutes to 7 hours. All the

mothers who lived in outlying communities experienced geographic dislocation in the first

weeks after their baby’s birth. Some mothers were recovering from a prolonged ante

partum hospitalization and/or a cesarean section. They were either too sick to stay in

guest house facilities or there were no openings in those facilities. In many instances, the

mothers needed to return home for a few days upon their discharge just to pack and make

arrangements for a prolonged absence from their families. Other mothers undertook a

round trip commute of five or more hours on a daily basis or several times a week to be

with their baby. Some mothers made such a round trip commute once a week and used

guest housing for one to two nights before returning home.

The onerous psychological, physical, and economic burdens posed by geographic

dislocation forced many mothers to make agonizing choices. In some instances, the

mothers decided to have their babies transported to their community hospital despite

concerns about the quality of care.

Dislocation From Spouse/Partner, Family and Friends

A few mothers were dislocated from their husbands, family and friends, sometimes

for months at a time. Again, there was no real choice for these mothers, they needed to be

with their babies. The ten mothers who resided in outlying communities experienced
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significant absence in the lives of their families and friends as well as increased concerns

about the well-being of other family members.

Compromised Maternal Health and Dislocation Health Care Providers and Social Services

In some cases the geographic dislocation compromised the mothers’ own health.

First and foremost many mothers’ own health status had been compromised by the

pregnancy and labor and delivery. Under ideal child bearing conditions the mothers need a

period for recovery. This is even more true in a high risk situation in which the mothers’

own physiological and psychological well-being are at risk. In this study, some mothers - - -

had been on strict bedrest and medication with significant side effects for weeks or months.

Other mothers were recovering from major abdominal surgery (Cesarean section),

sometimes in addition to the bedrest with complications. In any event, the mothers

embarked upon the NICU experience in a very compromised physiological state. •

A paradox or contradiction of regionalization (and health care under capitalism) is -

that the highly specialized health services were most often accessed at a point of crisis in

the pregnancy. These services undeniably serve to safeguard the mothers’ health but only

up to the point of delivery and shortly afterwards. Then the health care resources were

focused on the baby’s optimal survival. Mothers were virtually expelled from the health

care system. There were very limited resources that were meaningful to the mothers, for

example, resources that assist the mother to take ar of herself and her family or lactation

TCSOurcCS.

Some mothers did not have a six to eight week post-partum check-up because they

could not return to their community. Some mothers did not have the financial and/or

transportation resources to return home for several days to receive health care. A few
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were unwilling to leave their babies for the length of time it would take to return home,

take one day for the check-up and then return to the NICU.

Significant physical and emotional fatigue was a constant feature of the mothers’

experience of having a hospitalized premature baby. Most mothers began their vigil in the

NICU within several days after their discharge to home, regardless of their state of health.

They did so despite warnings of the risk to their own health from obstetricians.

Many mothers reported that their obstetricians instructed them to avoid driving,

lifting or walking up stairs for a least two weeks, although instructions differed. This was

impossible to accomplish. If mothers were on a waiting list for Ronald McDonald house

or another guest house facility, it was inconceivable that they would turn down the first

available room if it was on the second floor (no elevators). Mothers may have found

friends to drive them to the hospital but could not afford to pay for the more expensive

parking garage that was located directly across the street from the hospital. Instead they

used the less expensive parking facilities and walked up steep hills for several blocks. One

mother began driving herself within a few days after discharge stating, “I could not find

anyone to drive me and its more important for me to be here with my baby. I hurt, but not

as much as I would if I couldn’t be here with my baby.”

Most mothers reported that even if they wanted to be with their baby every day,

they needed to “collapse” for at least one day of the week. Depending on circumstances,

some mothers could actually lie down for a few hours on their “off day,” others could not.

It was not unusual for mothers to become sick with a cold or flu which prevented them

from coming in to the nursery by the end of the first month of their babies’ hospitalization.
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One mother reported persistent pain from her incision and having symptoms that

indicated a possible infection. She made repeated comments about these symptoms to me

and the bedside nurses over several days. When queried by the researcher, this mother did

not think she could directly ask the nurses or physicians about being referred to someone in

the medical center. It was her first pregnancy * she didn't know what to expect. Her

community of family and friends with child bearing experience were hundreds of miles

away, as was her obstetrician. She did not have the money to pay out of pocket for health

services. She assumed that if it got too bad she would use the ER at the medical center.

Thus, this mother found herself in a major medical center with dozens of obstetricians

literally only yards away, and could not obtain health care.

Another mother suffered an injury to her eye as she was rushing to get dressed and

come to the NICU. By the time she arrived in the nursery, her pain was so acute that she

could barely sit up in a chair. The mother at first minimized the pain because she did not

want to believe that the injury could be severe enough to compromise her ability to be with

or care for her baby. Also, the mother had Medi-Cal insurance and in this instance she

would be responsible for a large portion of the bill. The mother had limited finances and

increased costs because she was staying at a guest facility. The bedside nurse and I

encouraged the mother to go to ER at the medical center; the physicians in the NICU did

not have the expertise or equipment to examine her eye. The outcome was that I

accompanied and stayed with the mother while she was seen in the ER. She had scratched

her cornea. The ER could not provide the pain medication prescribed by the doctor. The

mother could not afford a cab to take her to a pharmacy, buy the medicine, and then take a

cab to the guest house. So she was not able to have her prescription filled. The ER
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physician scheduled a follow-up appointment at the eye clinic at the medical center,

stressing the importance of the check up. Her scheduled appointment ended up coinciding

with the day prior to her baby’s surgery and so the mother did not go. As the mother

stated, “There is no one but me who can be here with [baby], mom has to be here for him.”

Some mothers’ health was also compromised because of no or few resources

available to facilitate application for social services. The study medical center did not

have a mechanism for facilitating this process from the medical center. Thus most mothers

needed to return to their county of residence to apply for social services. This meant that

mothers had to leave their babies for a day or more to apply for much needed entitlements.

In some instances, securing the very entitlements that would enable mothers to be with

their babies in the NICU (CCS, stipends for food, transportation, lodging) required that

they leave their babies for an extended period of time. These trips also required securing

resources to make the trip, such as a ride from relative or friend or making a five hour, one

way, bus trip. It was a constant Catch 22 situation for many mothers.

Economic Prohibitions Related to Disability & Maternity Benefit Status

Only a few mothers had disability or maternity benefits through their employer.

Some of these mothers reported that most of their disability pay was used just to cover the

costs of commuting and visiting their babies in the NICU. For example, one mother who

commuted four to five days a week to be with her baby reported the cost to be

approximately five hundred dollars a month, her entire disability check. Some of the

mothers had spouses or significant others who had full time employment with benefits.

These mothers were more easily able to absorb the costs of visiting their babies. Yet, as

one mother told it, “Even with the disability, I didn’t realize until it happened to me. That
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there are all these costs that I didn't think about in the beginning (of her baby's

hospitalization).” She described how being on disability meant that she was receiving only

about one-half to two-thirds of her usual income. It would mean that they would have less

money, but still enough to pay bills and commute to the hospital to be with her baby. But

she had anticipated working up until a few weeks before her due date. So now, as

discharge loomed near, her husband was working lots of overtime to ensure that they had

enough money to manage. They needed to consider all the baby items they had to buy and

the mother’s now very extended leave.

In some instances, the mothers' jobs provided the health insurance and disability

benefits for their families. Two of these mothers had lengthy ante-partum hospitalizations

and one of these mothers had a complicated post-partum recovery. These families’

financial resources and job situations were such that the fathers were able to be with their

wives for days or weeks at a time. Nevertheless, these mothers reported a considerable

loss of household income during this time.

Some mothers who worked full or part-time had employers who did not provide

any health insurance or disability or maternity benefits. These mothers had much more

difficulty absorbing the loss of income and associated costs of visitation. One could

juxtapose the circumstances of one mother who could find manageable a loss of income

from a part-time job for several months with the circumstances of another mother who had

to make elaborate plans just to have five to ten dollars a day for food and transportation (in

San Francisco). As one mother put it, “I was just making it. I didn't have money to throw

around but I was getting by. My independence is very important to me. I’ve always

worked and paid my own way.” The mother's acute awareness of societal attitudes about
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single mothers and “welfare” as lazy and undeserving made her feel degraded, disgraced

and exposed.

Summary

It is in the context of these very trying structural conditions that the mothers in this

study had to work their strategies for obtaining health care for their babies and themselves.

The mothers’ ability to distinguish between the burdens posed by these structural

conditions and the competency and compassion of the vast majority of the health care

providers was an important aspect of their successes in obtaining the health care their

babies required.

*-
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CHAPTER 6

MOTHERS’ EXPERIENCES OF SAFEGUARDING THEIR BABY IN THE NICU

Safeguarding My Baby

As the mothers gained familiarity with the day to day work of the NICU, the

policies and procedures, and a sense of the ebb and flow of activity in the NICU, essential

concerns about what mothers termed “my baby's safety” or “physical safety” in the NICU

were noted. Throughout the hospitalization, mothers demonstrated an abiding concern

about the ramifications of their own actions and other conditions in the NICU on their

babies' care. The fundamental issue at hand was whether the mothers perceived

circumstances that signaled danger to their babies' safety. Mothers believed, however,

that they were constrained in their ability to safeguard their babies.

The mothers’ narratives and actions demonstrated an acute awareness of the

power differentials between themselves and the institutional authority of the NICU and

nursery personnel, despite the fact that overall, the mothers praised the high level of

expertise of the nurses and physicians and evaluated their relationships with nursery

personnel positively. Power is the ability or capacity to exert influence, control, and/or act

authoritatively in the provision of health care and interactions with clients. By virtue of

diagnostic knowledge, clinical expertise, technology, policies and procedures, licensure and

title, institutional position, and societal position, the NICU and nursery personnel were in

positions of authority relative to the mothers and their babies. As a result, the NICU and

nursery personnel could use their power to create a relational hierarchy. In other words,

they could create an organization of interactions whereby the nursery personnel were

superior, ranking above the mothers. The fundamental challenge for mothers who had a
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baby in the NICU was to determine if they could change, that is, increase, their position of

authority relative to the institution and/or individual caregivers, thereby safeguarding their

babies.

The concerns that posed such a challenge to the mothers took the form of a set of

questions that the mothers used to evaluate the safety of their babies. How will the nurses’

perceptions of me affect my baby’s care? Is there continuity of care and caregivers? Am I

observing something different or missing in my baby’s care and an explanation is not

forthcoming? Are the nursing to patient staff ratios safe? Do the health care providers

have adequate knowledge, training, and supervision? How do changes in my baby’s health

status affect her or his safety? What organizational resources are available to ensure my

baby’s safety?

In response to these concerns, the mothers acted to safeguard their babies. The

mothers’ concerns for their babies' safety, the actions they took to manage or transform

the situation, the social and structural contingencies at play, and the outcomes frame the

analytic findings reported in this section.

Overview of Maternal Processes

First and foremost among mothers’ actions was vigilant watching over. Vigilant

watching over is the ongoing process of observation, reflection, and action. The mothers

were always alert to indications of safety and wary of circumstances that signaled danger.

Through the ongoing, interrelated process of the mothers’ information gathering,

awareness of cues and situational dynamics, and reflecting upon their meanings, the

mothers determined their actions. The mothers believed that vigilant watching over, that is

the mothers’ active presence, accomplished at their babies' bedside and/or with telephone
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calls to the nursery to check on their babies, was critical to safeguarding their babies. A

number of actions emerged that were interrelated to vigilant watching over. The mothers

engaged in a repertoire of actions that served the purpose of providing for safety and

guarding against danger: (a) negotiated action with health care provider; (b) judicious use

of challenging institutional authority; (c) use of institutional knowledge to challenge the

institution's authority; (d) authoritative weight of peer practice; (e) seeking a higher

authority, (f) building supportive relationships with other mothers, and (g) garnering

support from spouses, partners, families, and friends. For ease of presentation, a brief

definition for each action is provided in Table 9 of Appendix E.

Differentiating these actions is not meant to imply that the mothers took one action

to the exclusion of others in particular situations, nor that individual mothers necessarily

demonstrated characteristic styles of action. However, the mothers’ active presence at

their babies' bedside and judicious use of challenging institutional authority were the

actions most frequently taken by the mothers. The mothers’ actions and evaluations

suggest that the types of action each mother took reflected her ongoing experiences in the

NICU and her life experiences.

In the following sections, I provide descriptions of the situations and conditions in

which the mothers perceived danger or harm to their babies and took action to safeguard

their babies. Exemplars, that is, representative examples, are given for the dominant types

of situations and conditions the mothers reported as generating significant distress. They

do not, however, represent the entire range of experiences that generated maternal concerns

about their babies' safety. My selection of the exemplars is also based on my years of

clinical practice as a NICU nurse and work with NICU parent support programs. Most
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reflect, at first glance, recognizable clinical situations that are often characterized by

mismatched perceptions. That is, the nurses’ or other health care providers' perceptions

differ greatly than those of the mothers (or parents) wherein the mothers’ viewpoint is

rarely well understood and often given lesser merit. Consequently, the motives and

determinants underlying the nurses’ or other health care providers’ actions can also go

unexamined. This is often the result of a failure to recognize the power charged

interactions in which nurses and other health care providers and mothers, with different

interests, goals, histories, and deeply unequal positions, meet and attempt to talk and work

with each other.

My goal in presenting these exemplars is to demonstrate that mothers develop a

very sophisticated understanding of neonatal intensive health care and in turn develop

sophisticated strategies to safeguard their babies that are rarely easily discernible. Indeed,

these exemplars evidence how as one mother put it, “one little thing isn't so little at all,”

revealing myriad events within a complex set of contingencies that constitute the “one little

thing”; where the mothers’ action(s) of one moment can set into motion a constellation of

other actions each of which the mothers must painstakingly consider. Without doubt, the

mothers’ interpretations, evaluations, and actions in safeguarding their babies are an

integral component of their experience of having a hospitalized premature baby.

Fear of Being Labeled a “Difficult” Mother

The majority of the mothers made statements to the effect that being perceived

positively by the nursery personnel, particularly the nursing staff, was like “an insurance

policy for your baby.” Mothers did not want to be labeled as “difficult” or “demanding”

because they feared that the nurses would not want to take care of their babies or their
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babies' care would suffer as a consequence. At the core of the mothers’ fear of being

difficult or demanding was the mothers’ painful knowledge that their babies' lives

depended upon the expert knowledge and skill of the nursery's personnel, particularly the

nurses who provided constant, round the clock hands on care. What mothers perceived

nurses would interpret as being difficult or demanding ranged from asking for basic

information about their babies' status to asking questions about a nurse's specific actions

to making requests to be involved in their babies' routine care. Many mothers also feared

that nurses would misconstrue their questions and requests for involvement in their babies

care as a slight to nurses’ professionalism and competency.

Beth's explanation illustrates the dilemma in which the mothers felt trapped. She

provides the rationale for her active presence and judicious use of challenging institutional

authority. One of Beth's twin girls died shortly after birth at 26 weeks gestation. The

baby girl who survived had had numerous complications requiring many surgical

interventions. As Beth put it, “I’ve been here every day for three months without fail, for

five hours a day. Sometimes you’ll have a nurse taking care of your baby that you don't

feel comfortable with.” She related an example of one nurse who was “always doing

something” to her baby, “bugging her and upsetting her.” Her baby’s oxygen saturation

levels would drop, all the monitors would start alarming, including the respirator monitors.

Beth wouldn’t “dream of saying anything.” Beth said with resignation:

I know I could report her, but then I would become one of the unloved parents.
No one will want to take care of our baby. My reporting would be done at my
daughter's expense and ours [parents]. So I don’t say anything. I just grit my
teeth and bear it.

Echoing Beth's experience, most mothers’ stories evidenced the psychological and

physical toll that such fears and actions exacted. The mothers’ bottled up tension wore
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away at already frayed nerves. Many worried in silence. In private and most often alone,

some cried. Such fears exacerbated the mothers’ sense of urgency to be in the nursery all

the time, even though they acknowledged this as impossible. Within a few days of being

present in the nursery, Meg gave an account that depicts these realities. After spending all

day at her baby’s bedside, Meg's night time ritual, like most mothers’, was to call the

nursery for an update just before retiring to bed:

I like to be here because I kind of feel like she is getting better attention if I’m
here....I called the other night and one of the nurses was really rude to me. I got
off the phone and I cried. I was like, [thinking] oh, my daughter's there with her.
That's hard. I couldn't stand that....I kind of feel like I really don’t want to
complain to anybody either, because then I'm afraid that if that nurse works again
she's going to neglect her [baby] or something. I just wish I could be here all the
time but I can’t. I wish she [baby] could be home....I had a hard time sleeping
that night.

-

Other mothers agreed with such common statements as: “You’re afraid they won't

go that extra mile for your baby.” If designated “difficult” or “demanding,” some mothers

feared that the nurses would spend as little time as possible at their babies' bedside. As

one mother put it, “You think, what if they miss something because they didn't spend any

more time taking care of my baby than they had to?”

As suggested by these mothers’ comments, judicious use of challenging

institutional authority did not connote passivity or inability to articulate their concerns.

Nor was it an indicator of the danger to their babies that the mothers perceived in any

given situation. Rather, it represented the mothers’ strategic response - more or less

successful - based on a keen awareness of their positions of relative powerlessness. If the

mothers feared that giving voice to their wishes, questions or concerns in the immediacy of

the situation or at a later point in time meant placing their babies and/or themselves in a
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position of even greater vulnerability, then judicious use of challenging institutional

authority could also represent a defense and even resistance to existing power differentials.

Although the mothers' judicious use of challenging institutional authority exacted

psychological and physical tolls, it was a well measured defense to help conserve energy

and preserve the nurses’ good will in the face of significant power differentials.

Exhaustion was a relentless feature of these mothers’ experience of having a hospitalized

premature baby. They recognized the enormous energy required to maintain an active

presence in the nursery. The mothers saw conservation of energy and emotional stability

in the face of uncertainty as critical to their ability to safeguard their babies. The mothers

needed to conserve their energy and the good will of the nurses in the event of a situation

that warranted other more overt forms of action to safeguard their babies. To the extent

possible, the mothers carefully attended to their responses, thereby resisting becoming

embroiled in situational dynamics that would render them designated as “difficult” and

thus more powerless to safeguard their babies.

Felicia spoke for many mothers:

“You have to conserve your energy. You have to use your judgment. I didn't say
anything about one nurse who disappeared for an hour at time, was never around,
was never on time with any of the babies for their feedings. I know most of the
nurses are not like that. So I didn't say anything. (Long pause) But, if that nurse
would have been assigned to my baby again, and it was the same thing...I would
definitely have to say something. What that nurse did really disturbed me.”

Lack of Empowering Information: Structural Counteractants, Variations, Contradictions,

and/or Omissions

In order to understand what was happening with their babies, mothers needed to

learn a compendium of information relative to prematurity, their babies' specific health

problems and treatment needs and prognosis, and the NICU environment just to name a
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few of the bodies of information. Such information was vital for them in order to be able

to evaluate their babies' care needs and be alert to situations which signaled danger for

their babies. In this section I present the nature of the provision of this information

identified by mothers as necessary for safeguarding their baby and the structural

conditions that, on a daily basis, counteracted health care providers’ ability to give it and

the mothers to obtain it. Two exemplars serve to illustrate the salient features of the

interplay between the provision of information and the structural conditions in the NICU

that gave rise to mothers’ concerns for their babies.

The mothers in this study needed empowering information. They often received

much information from many members of the health care team and literature, heavily

focused on medical information, which they perceived was not sufficient to enable them to

evaluate their babies' care needs. What the mothers identified as necessary for their

learning and ability to safeguard their babies and themselves was information that

empowered them to understand their babies’ and their own situation. Empowering

information refers to information that is readily accessible, pertinent, and understandable

in a way that mothers could use to guide their interactions and negotiations, their hope and

plans, and to inform them as to what was important and not so important for their concerns

and safeguarding. It includes information about how care is organized in the NICU,

organizational resources, and NICU’s philosophy and practice with regard to fostering the

mothers’ independence and empowerment while providing support. Some of the mothers’

statements are illustrative: “I need to know what this all means, what I should worry about

and what to expect.” “I want to know how the nurses feel about my asking questions and

what I can ask for or make suggestions about.” “I need to be able to ask questions and
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discuss what it all means so that I can help decide what will work best for my baby.” “I

need to know how things work around here, so that I know who to go to about what

concerns or questions.” “I would have liked to have known about having nurses assigned

to your baby early on [in the hospitalization], about what primary nursing is, how it works.

So I knew who I could go to and ask about how best to make sure certain things happen

for my baby and me.” Stainton and others (1995) have used the term meaningful

information to refer to some of the components of empowering information.

Felicia, now a mother of two, provided an illustration following her first visit to

the NICU to see her baby boy, Cole, who was 28 weeks gestational age:

The questions I’m real interested in knowing about are because of never having a
child in that situation. What to expect. I had no idea of what they [nurses] want
you to do or when you’re in the way. Maybe what certain things mean. You
know, when they talk about lungs and other things. And actually the books I got
from the community hospital talked about heart murmurs and the bowel and things
like that. These are the general things that have to do with all premies and it’s
nothing to worry about. [I want to know] have them tell me when there is
something for me to be concerned about. [For example] it’s like their telling you
he got something now...like oh, I don't know what, and you don't know if you're
supposed to be happy that he’s got it, it’s an okay thing. Or if you should be
ready to jump off the bridge because this is awful. I think it’s important to tell
you these things because nobody knows these things if you're just a parent.

Within a few hours after emergently giving birth to Cole, Felicia articulated her

need for empowering information and had begun negotiated action with Cole's nurses to

get it: “That’s why I said I have questions I’m real interested in knowing. ....That's why I

ask and why I'll find out.” Vigilant watching over during her first visit had already

provided validation of the importance of securing empowering information. She said:

It's just that I’ve watched people in there [NICU) and they don't ask. And it
seems to me that they were worried. And they probably go back to their rooms
and worry and worry and they can’t do anything about it. And it might end up
probably being something good to happen or, I don't know, just something like
that. It needs to be clear.
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The structural counteractants with which mothers and nursery personnel,

primarily the bedside nurse, struggled centered around the organization of care in the

NICU. These were: (a) time constraints with how assignments were structured and the

crisis mode of the environment, resulting in sound bites of information; (b) caregivers

trying to reach a balance between giving too much or not enough information; (c) multiple

caregivers from multiple disciplines which fragments information and impedes continuity

of information; and (d) the constantly changing condition of the babies themselves. The

following two exemplars detail these elements.

Beth's Story: Information As Sound Bites

Beth's experiences surrounding her baby girl Karen’s extubation provide an

illustrative case of how the organization of care in the nursery and the changing

contingencies of the babies results in the mothers struggling with fragmented, sound bites

of information that compromised their ability to understand what was happening and take

action to safeguard their babies. It had been over three months since Karen's birth and

Beth had long awaited her extubation. Beth understood extubation to be one of the most

important hurdles Karen had to overcome. It was a giant step toward going home. Beth's

story begins with her insights about the organization of care in the NICU.

In a conversation with Beth a few days prior to Karen's scheduled extubation,

Beth explained how she had been preparing herself for the extubation. For weeks she had

been reading books and asking her primary nurse and the other nurses routinely caring for

Karen questions about the extubation. Beth said she based much of her learning and

information seeking on what the nurses presented to her, asking for explanations about

terms and procedures, and listening and observing. Beth's remarks reflected her
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understanding of how all the work in the NICU was ongoing processes which must occur

in a limited time and the staff assignments were based on a determination of the time

required to meet the babies' care needs. That is, in Beth's view, the mothers’ need to

obtain empowering information was not necessarily a consideration:

The nurses are great. They try to answer your questions, but they really are busy
and I found I have to just keep listening and asking questions. Try to figure out
what I need to know, so I can start getting ready before things happen. I usually
wait and ask when they have to come over to the bedside to do her care. Catch
them as I can.

I usually get it from the nurses and the respiratory therapists. With the respiratory
therapists there are certain ones that will help.

I expected all the doctors [attending neonatologists] to be like the first one, who I
call the first one because there was another neonatologist who took care of Karen
in the first week but he was only here for the first week. Because he was with
Karen when she was the sickest. And so he was there everyday at the bedside. He
would hand ventilate Karen. I mean he was always at the bedside and I thought it
was going to be like that every time [when the medical staff rotated four weeks
later]. The next neonatologist came by once. Karen wasn’t that sick anymore. So
he hardly came by and said anything to me. Then the fourth neonatologist came
by the first day she was on and came right up to me, shook my hand, gave me her
card, and then I didn't see much of her anymore either. In fact, I don’t think I saw
her again after that. So, I think its just when your baby needs the attention,
they're there.

....So now with this one [current neonatologist] I’ll drill him for information. At
first, I didn’t even think of him [as someone to ask for information], I didn't see
him to know him. [Beth noted] He started coming around to the bedside more
often, [pause] now it’s everyday, after I introduced him to my parents as my
baby's sixth doctor and would drill him for information. [I also observed that
Beth made a comment to this neonatologist about how the neonatologists introduce
themselves and then disappear never to be seen for the remainder of their rotation.]
It’s just important for them to come by every day just to say hi and be there if you
have any questions. That’s real important.

Although extubation had been discussed as a possibility for the last few weeks,

Beth learned of the scheduled extubation the day prior to it in a conversation she overheard

between the residents. She arranged to be in the nursery early the next day. The room was
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very busy and Beth and Karen’s primary nurse rushed back and forth between the two

babies in her assignment. As the day progressed, it was characterized by numerous

conflicting decisions by the medical staff about the extubation.

First Beth waited for the resident to write an actual order for extubation. The

resident told Beth and her primary nurse it would be scheduled for 3:00 p.m. At 2:00 p.m.

the intern approached Beth and the nurse with another bite of information: “Well, we

decided we’re going to put Karen on Continuous Positive Airway Pressure (CPAP).” Beth

already understood this to mean that Karen would have a trial of breathing on her own

through the endotracheal tube with the respirator settings modified to allow this. Beth told

the intern this was a change in the plan. Previously, Karen was to be extubated without

going through that step based on her respiratory history. Beth and her primary nurse, who

was busy at another baby’s bedside, stopped and exchanged looks. They converged on

either side of the intern as if in a carefully orchestrated defensive play and presented their

concerns and questions. The intern looking unsure of himself (I thought) explained that

this new plan was developed with the fellow and Karen's neonatologist who were

overseeing other babies' care in the another part of the nursery. He left to confer with

them.

A few minutes later, Karen’s respiratory therapist entered the room for an update.

The primary nurse was still busy with another baby. Beth and the primary nurse explained

what had just occurred. Time was running short. With Beth at Karen’s bedside, the

primary nurse at another baby's bedside, and the respiratory therapist at yet a third

bedside, a triangular anies, session took place across the room. It turned into a rapid fire

volley between the respiratory therapist and the primary nurse, with all parties working to
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keep Beth involved: What do we all think about the CPAP plan? If it flies, how do we do

it, under what conditions? Why did the physicians rule out just taking out the endotracheal

tube first?” There were too many new sound bites for Beth to follow. She later said: “I

trusted them. And I didn't want to take up time asking questions. I just listened to their

explanations and it made sense to me. Yeah, it was a lot to have to hear, all the new pieces

of information coming at you so fast and changing all the time, to try to understand.”

The intern returned a few minutes before 3:00 p.m. Another sound bite: “No,

we’ll go ahead and extubate her. No CPAP.” The primary nurse and respiratory therapist

wanted the specific orders for the extubation. They conferred with the intern. He left to

confer with the fellow and neonatologist. He returned a few minutes later; another update

and change: “We’re not going to extubate her today.” Beth reeled with the news. The

primary nurse and respiratory therapist went to Beth's side. They talked about what they

thought was happening. Beth listened and nodded. The intern returned, another update

and change: “They decided to go ahead and extubate but do it at 6:00 p.m.” After much

more conferring, 6:00 p.m. came and Karen was successfully extubated.

Beth later reiterated each of these events:

It was just really frustrating. For three weeks now she was supposed to be getting
extubated. And [physicians] say, ‘Well, probably the end of the week' and then
they step back and say, ‘Well probably at the end of the next week or the
beginning of next week.” It was like this carrot that they dangle in front of me.

My primary nurse and respiratory therapist were just wonderful. What would
have happened if they weren’t there? I wonder, because later Karen was having
trouble, retracting, working hard to breathe. And the neonatologist came over and
he wanted to put her on nasal CPAP. But then the respiratory therapist was there
and she suggested a treatment to try before doing that. And I was really glad that
she did that. And so they did the treatment and it helped, she didn't need to go on
CPAP. It was just really frustrating. Later, the respiratory therapist sat down and
drew pictures and spent a long time with me, explaining what had happened.
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What had been going on. So, if they (physicians) knew all that, why didn’t they
think more about this before hand?

Beth's story is a representative example of a mother’s action to establish a

collaborative relationship through negotiated actions with her primary nurses, and vigilant

watching over to successfully assad her baby. It is clear that Beth demonstrated a

very sophisticated understanding of the organization of care in the NICU, and acted to

obtain the information she needed to direct the institution’s resources in the best interests

of her baby.

Meg's Story: “Everything Is Context”

In the second story, it is Meg's first week of a long vigil at her baby girl, Jesse's

bedside. Initially after Jesse’s birth, Meg had to return to her home several hundred miles

away to wait for an opening at a local guest house. Jesse was just 27 weeks gestation

when she was born and is now approximately three weeks old. Meg's nurse had just told

her that Jesse may have an infection. Meg was struggling to understand how to interpret

Jesse’s temperature. Specifically, how Jesse could have the same temperature (37.5 C)

and in one situation it was not worrisome and in another context it signaled that Jesse

might be in danger. In the ensuing hours, both Meg and her nurse struggled with the

provision of empowering information which would allow Meg to be able to better evaluate

her baby’s health problems and needs and safety.

When I arrived in the nursery, Meg was getting ready to take a lunch break. She

waited to leave until Jesse's temperature was taken by her nurse. As the nurse was taking

Jesse's temperature, Meg asked “Does it look like my baby is getting sick? Her nurse,

Helene (pseudonym) answered first with an explanation of Jesse’s overall physiological

status during the last few hours. She explained, “She seems to be comfortable, not
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desaturating [having oxygen desaturations] as much as she has been.” Helene pointed out

that she has been working in this room for the last week and now observes that Jesse is

certainly “more stable” than she was the previous week.

As their conversation continued it was unclear if Meg knew what was considered a

normal range for a baby’s temperature in the study nursery (36.6 C to 37.5 C). Meg asked

what Jesse's temperature was as Helen read the thermometer. Helene said, “It was 37.7 C.

and I’ve already turned down the isolette temperature by two degrees. Meg struggled first

to grasp the concepts the nurse was presenting and then to understand the implications for

Jesse. Meg asked, “So the increased temperature means that she's getting sick?” Helene

explained that it may mean that because Jesse had grown since her birth she may need a

“different thermo-environment” with less heat or it could mean that Jesse does have an

infection.

Meg was looking very concerned. She had an uncertain expression on her face,

wide-eyed, as if she was having difficulty focusing and froze - looking like a deer caught in

car headlights. She began shifting her weight from foot to foot. Meg was still struggling

with the implications for Jesse and her own concerns. In a very worried tone of voice Meg

asked: “Well what do you [Meg's emphasis] think? Do you think there is a chance she

could just be outgrowing her temperature?”

Helene, who had been looking at Jesse, abruptly looked up and made direct eye

contact with Meg. In a very gentle tone of voice she said: “Well, I think there is a very

good chance that she's getting an infection, because her temperature continues to go up as

I’ve turned down the isolette.” As if hit by a bolt of lightening, Meg's body jolted into a

rigid stance. She began taking a lot of deep breaths, her hands were visibly shaking. She
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was quiet for several moments. Then, Meg puzzled: “Soooo....her temperature is going

up. What does that mean? Does it mean that it’s higher than it was before?” Helene drew

in a deep breath and embarked on a lengthy explanation about how Jesse's temperature

initially stayed at 37.4 C with the first decreases in the temperature of the isolette, but now

as Helene continued to turn the isolette temperature down, Jesse's temperature had

increased. The desired effect was not happening, Jesse's temperature should be going

down. Now Helene was more direct: “And that could really mean that she has an

infection.” Meg was trying to maintain her composure, looking down at the floor and not

speaking.

Meg postponed her lunch plans. In the hour that followed, Meg and Helene

engaged in a conversation in which Meg was now reevaluating her own assessment of

Jesse’s status in the context of Jesse’s elevated temperature. At every free moment from

caring for the other babies in her assignment, Helene came back to Jesse’s bedside to talk

with Meg. During those times Meg asked numerous questions. For example, Meg wanted

to know whether Jesse’s weight gain meant that she may not be sick. Meg asked for a

status update on a number of Jesse's treatments, such as oxygen support from the

respirator. There had been an increase in the oxygen. Meg wanted to know how

concerned she should be about this and if it one more indication that Jesse had an infection.

Helene reviewed the tests that were done to determine if Jesse has an infection; more

questions from Meg. When it was time to feed Jesse, there was a lengthy discussion of the

signs and symptoms that would indicate a problem with Jesse’s ability to digest her

mother's breast milk. By the end of the hour, the scope and depth of the information both

Meg and Helene had attempted to put in context was staggering. Both Meg and Helene
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looked spent; trying to give and trying to obtain empowering information was mutually

challenging. At the end of the hour, Meg left for a quick bite to eat.

Later that afternoon with the next temperature check, Meg learned that Jesse's

temperature was now 37.5 C, down two-tenths of a degree. She was ecstatic: “Oh, well

then, that's okay, she doesn’t really have a temperature.” Helene responded, “No, now

what’s a normal temperature range?” Meg looked confused: “Um, I don’t know what you

mean. I thought 37.5 C was okay.” Meg explained that a few nights ago the nurse caring

for Jesse had told her that Jesse’s temperature was 37.5 C. When Meg asked if that was

okay, the nurse said yes. Meg said to Helene: “Now you're [Meg's emphasis] telling me

that that means my baby had a temperature.” Now Meg was to learn from Helene that

there were many other contexts in which a temperature of 37.5 C can be good or bad. For

example, if Jesse didn’t have any other signs or symptoms of an infection it, the

temperature could just be due to normal fluctuations in the temperature of the room and so

forth.

Meg was still gravely concerned. Once more she maintained her composure

working to receive the information she needed to evaluate Jesse’s safety. She shook her

head and redirected Helene back to her fears that Jesse's temperature the other night had

signaled danger and the nurse had not recognized that Jesse was in trouble. Meg asserted:

“Now you’re telling me that 37.5 C is a temperature and the other nurse said 37.5 C was

fine. That doesn't sound good to me. That doesn’t sound right. That sounds pretty scary.

Does that mean my baby had a temperature that night and nobody did anything about it?”

Once more, the nurse tried to put the events of the other night in context. Helene suggested

that the nurse may not have wanted to needlessly worry Meg by going into an explanation
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about when a temperature of 37.5 C is okay and when it is not. Meg looked skeptical.

Helene left to get a handout to help her explain normal temperatures in the NICU.

While Helene was gone, Meg repeated several times her concerns about this

discrepancy in the evaluation of Jesse’s temperature. Helene returned with the handout

and, again, over the next hour they reviewed “context” a term the nurse had introduced.

Meg was not completely reassured. But by the end of the shift, she turned to me and said:

“I don't know how I am going to keep on top of all of this. When something is okay and

when it isn't. I guess I'll just have to keep asking questions and figure things out by being

here. Figure out this context thing.”

This exemplar highlights the enormous investment in time mothers and nurses

must make so that mothers receive the necessary empowering information to understand

what is happening with their babies and better evaluate their safety. Mothers develop,

through such interactions, an understanding that there is always a very complex set of

contingencies that they must evaluate in considering the potential danger to their baby.

The mothers are always alert, through vigilant watching over and negotiating with

caregivers, to every opportunity to gain this empowering information and learn the difficult

process of evaluating their babies’ condition and situations that signal potential danger.

All the mothers in this study identified the significant investiture of time required

by both the nurses and the mothers to achieve provision of empowering information. The

structural counteractants to providing and obtaining empowering information that both

parties struggled with were significant Beth, like many other mothers, understood that the

time necessary to gain empowering information for them was not necessarily a

consideration when allocating staffing resources. Their observations are supported in a
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newly published book (1996) entitled “Newborn Intensive Care: What Every Parent

Needs To Know” written by nurses. In the section on the nurse-parent partnership, parents

are forewarned:

Nurses in the NICU have chosen a career that enables them to make a difference
in the lives of families. However, NICU nurses must budget their time carefully
so that they can spend time with you. ....Unless discharge teaching is scheduled,
time for family intervention is rarely allotted when daily assignments are made.
Time constraints don’t usually reflect the nurses’ lack of commitment to you, but
rather represent the reality of a hospital budget.

Lack of Continuity of Care: Variations, Contradictions, and/or Omissions

Lack of continuity of care refers to the mothers’ perceptions of observed

variations, contradictions, and omissions in their babies' care that signaled potential

danger to their babies based on ongoing maternal knowledge and experience with their

babies' care management. The mothers noticed that something was different or missing

and either (a) an explanation was not forthcoming, (b) the explanation did not reassure or

(c) the explanation was in direct contradiction to maternal knowledge and experience.

Lack of continuity of caregivers was not a necessary condition for lack of continuity of

care. However, the mothers strongly believed that having a known, consistent group of

caregivers enhanced continuity of care, thereby minimizing the occasions of variations,

contradictions, and omissions in their babies' care.

Needless to say, there were countless possibilities for situations in which

variations, contradictions, and omissions gave rise to the mothers’ concern for their babies'

safety. In this section, four exemplars representative of this category of concerns are

presented.
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Meg's Story: “I Had No Choice”

The first story involves Meg, a young, soft spoken, working class woman from a

small rural community, who looked much younger than her years. After a month of

keeping vigil at her baby Jesse’s bedside, Meg observed a variation in nursing practice

which alarmed her. Meg immediately interceded to safeguard Jesse. As result, a series of

events were set into motion that consumed Meg's every waking moment over a period of

two days. Meg's story encompasses several features of the powerlessness experienced by

the mothers in this study and why she felt she had no choice in her actions. The events

unfolded as follows:

I approached Jesse’s bedside with apprehension. The bedside nurse, the medical

fellow, and Meg were all huddled around one side of Jesse's isolette. The bedside

monitors' alarms shrieked incessantly. The respirator settings were increased from the

previous days. Jesse, who now weighed 980 grams (2 lb. 2 oz.), looked tired and pale.

Meg was balancing herself first on one foot then the other. Her hands were tightly pressed

to her head, her body rigid. The nurse and fellow looked up, their expressions grim. The

vials on top of the isolette signaled an imminent arterial blood gas and complete blood

count (CBC). Meg turned to face me with her back to the nurse and fellow; she was pale

and trembling. She moved her hands to encircle her neck and mouthed, “I want to kill

someone.” Meg accepted my invitation to leave for a quick cup of coffee. The fellow and

nurse, overhearing our plans, looked up (looking rather relieved I thought) and smiled at

us. In a polite, strained voice the fellow said to Meg, “That’s a good idea, why don't you

try to take a break. By the time you get back we should have these labs drawn and her

new set up in place, that should really help her [baby].”
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Over coffee, Meg began relating what had happened at the bedside by questioning

whether her baby's nurse was qualified to take ar of babies like Jesse. Meg explained it

was the first time “this nurse had worked with Jesse and me.” As Meg described it, Jesse's

oxygen saturation monitor would read a drop in saturation levels and start alarming. Meg

became alarmed by the nurse's evaluation of the situation and consequent actions which

directly contradicted information given to Meg by many other nurses and their practice

over the past four weeks:

You know how on the CR (cardio-respirator monitor) there's her heart rate. And
on the sat monitor (oxygen saturation monitor) there’s her heart rate and oxygen
saturation. Well, all the other nurses have told me over and over again that when
the heart rate on CR monitor and the sat monitor correlate, that’s when the
desaturation is supposed to be true. Well, Jesse was having false desaturations, it
wasn't correlating. And the nurse, she started messing with respirator [increasing
the rate]. She did this [with the respirator] two or three times. She [Jesse] didn’t
like that. And I even asked her, I said, if those two aren't correlating, isn’t that a
false desaturation? And she said, “no.” I was stunned, I started thinking to
myself, Oh my god!

Meg tried to talk to the nurse, asking questions to clarify her understanding of and

concerns with what was happening. She used information gathering techniques to

facilitate negotiated action with the nurse. Meg was unsuccessful and then attempted to

maneuver by using the authoritative weight of peer practice and assert her own observation

in an attempt to halt interventions she believed detrimental to Jesse:

I tried to tell her that wasn't what the other nurses had told me. And then she went
in there and started banging on Jesse's back. (Meg gestured, using her open hand,
hitting the top of the table with great force.) I said she doesn’t like that. (Meg's
voice trembling, her hands shaking) She was desaturating way, way, down, she
really was. [Meg later said the oxygen saturation levels dropped to the low 50's.]
And I said again, she doesn’t like that. And she [nurse] said, “Well, she has some
secretions she has to get out. None of the other nurses have done that to her. How
is she going to get secretions out by banging on her back? [emphasis Meg's]

(Irene asked) Did the nurse explain why she was doing that, how it was going to
help to get the secretions.....
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(Meg cuts Irene off) No (draws word out). She was just doing it. And I am
freaked out! I've only been here for 45 minutes and I already cannot stand this
woman... [emphasis Meg's] [Meg continues] And she bangs stuff down on the
top of the isolette. Does she not know that that echoes in there? I’m going to stay
here until she leaves. I don't even want her [nurse] left alone with my baby. It
bothers me that much...I was almost crying before you came in.

The asymmetry of power in this situation entrapped Meg. Structurally,

regionalization of health care exacerbated the powerlessness one can feel when

hospitalized. Jesse's care was now in the hands of complete strangers. Although

structurally primary nursing in the NICU is one way of providing continuity of care and

enabling the providers to be known to the mothers and their babies, Meg understood that

primary nursing did not give her a voice in selecting who cared for her baby. This reality

was in direct contradiction to what Meg perceived as her responsibility as a parent. Like

most mothers in this study, Meg perceived safeguarding her baby meant, in part, making

sure that the health care providers were competent and sensitive to Jesse’s needs.

Consequently, her prerogative as a parent about whom to entrust her baby’s care to was

severely constrained.

These structural contingencies fueled the powerlessness that plagued Meg in this

situation; her knowledge that Jesse’s life depended upon the expert knowledge, skill, and

technology of the NICU and its personnel. As Meg explained it, rather than feeling that as

a parent she was an equal partner in her daughter’s care, the nurse’s actions made her feel

unintelligent and dismissed. In all fairness, it is certainly possible that the nurse had her

hands full just trying to stabilize Jesse. And the fact that the nurse and Meg met each

other for the first time under these circumstances was a distinct disadvantage for both of

them in the ensuing interactions. The critical point for Meg, however, was that her fears

were further heightened when an explanation for the nurse’s alarming variation in practice
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was not forthcoming and she felt powerless to ascertain or change what was happening.

Meg's initial efforts to change her position of authority relative to Jesse's nurse through

negotiated action and the authoritative weight of peer practice had failed. Meg's

evaluation to her situation represented the sentiments of many mothers:

It’s like somebody coming to baby-sit your kid who's a horrible baby sitter or
...you don’t feel comfortable with. And you have no way of saying you can't
baby-sit. Normally, you'd say, oh sorry, you’re not taking care of my kid. But I
can’t really outright just go tell someone to leave and [get] someone else in there.
Or say, if I were at home, I would just change my plans and stay home. But here I
don't have that choice. I know I can’t take care of her. If I could, we wouldn't be
here. Its just so frustrating and scary. [Meg's impressions of the nurse.] She
seems clumsy, like she doesn’t know her ropes yet. Its like she's practicing on my
baby which is a hard thing for a mother to watch.

As described by Meg in comments presented at the beginning of this chapter, she

feared the ramifications of speaking out. The grave danger Meg perceived her baby to be

in catapulted her to speak out. Meg perceived the nurse’s actions as dominating conduct,

exacerbated by defensiveness that Meg unintentionally provoked with her questions and

comments. Meg described the predicament she now found herself in. She spoke for many

other mothers in this study who felt rebuked or dismissed by members of the nursery staff.

She said, “Now I feel like I can’t even do the things I know how to do for my baby. Like I

can’t even touch my baby.” Meg gave the following example:

And I know if say something, like, for example, right now every time [nurse)
pushes the port hole doors open, they slam open on the side [of isolette]. I
watched her, she did it twice in a row. And I know if I suggest what [one of
primary nurses] suggested to me....to put rolls of gauze on the outside of the port
hole doors to keep them from slamming into the sides. I feel like if I even ask to
do this, she'd tell me no. But I want to anyway, like I don’t care, because she's
my baby. [Meg's emphasis]

Meg was exhausted. She considered her options. Earlier, after the failure of her

initial actions, Meg had sought out someone in a position of higher authority in an attempt
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to have her questions and concerns addressed. She had looked for the Head Nurse, but she

wasn't in her office. On reflection, Meg decided that vigilant watching over and judicious

use of challenging institutional authority was the “best” course of action to take. Meg

based her rationale on how she perceived her interactions with members of the nursing

staff overall and Jesse's physiologic status. Given that most of the NICU nurses were

“super nice, really great, that they know how hard it is for parents” she hoped things would

be different when we went back to the nursery. Meg said, “Let’s just hope it was a really

bad morning for everybody. I’ll sit with her [Jesse] awhile, and see how things are.” As

the medical fellow explained it, Jesse was now beginning to breathe on her own, and

fighting the respirator. The plan was to add a SMTV to her respirator, Meg said, “a

machine that works with her breathing. I am glad about that, it sounds to me like its just

what she needs. They also think she may have another bacterial infection, in addition to

her yeast infection.” Meg said she was going to “try not to get into too much of a panic

because, overall, Jesse really was improving.” Meg was trying to conserve her energy,

trying to get a perspective on the situation. It also seemed as if she was trying to logically

rationalize how this incident or another one like it couldn't possibly happen again, but with

much less success as suggested by her comments: “I’ll just have to wait and see and then

decide what to do if things don’t change,....because I just can’t stand this, it really, really

bothers me.”

The transformation wrought at Jesse’s bedside was impressive. The monitors’

alarms were silent. There were clean blankets on the top of the isolette to shield Jesse from

the bright light. She was sleeping quietly, her color much pinker. Meg relaxed, slightly.

Her nurse explained that Jesse was “doing much better” and had just eaten. The nurse was
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welcoming and encouraged Meg to do some of Jesse's care, such as skin care, as long as

Jesse remained “stable.” When the nurse left to go to lunch, Meg turned to me and said,

“Wow, what a difference. It’s like night and day. Wow, I can’t believe it. That’s not at

all what it was like earlier. I wonder why she’s acting like that now.” Meg pondered my

queries about what she thought could explain the change. She tried but could not offer any

conclusions. As I tried different ways of approaching this topic, Meg became visibly

distressed. She put an end to my overtures; she shook her head, shuddered, and said, “I

don’t know and I don’t care. I’m just glad things are different.”

Nevertheless, as the afternoon wore on Meg continued to reflect on the nurse's

earlier actions, questioning the nurse's rationale and Jesse's safety in the care of this nurse

in Meg's absence. Regardless of Jesse’s improved “stability” and the nurse's later

remarks, Meg remained alarmed by the nurse’s actions that defied all previous practice

and explanation by other nurses. By 6:00 p.m., Meg was spent. Meg believed she had no

choice but to seek a higher authority, the Head Nurse, to address her concerns. She asked

me to accompany her but the Head Nurse had left for the day. Once more, Meg

reconsidered her options and decided to act judiciously by waiting to see how she felt once

she was at home, at the guest house, away from the nursery.

The next day Meg related what was to her a surprising turn of events as a result of

her action to seek a higher authority after she had left the nursery. The onerous burden

placed on the mother when undertaking such an action is revealed in Meg's account. As

Meg told it, once at the guest house: “I laid in bed and was going, oh my god...she [nurse)

will be coming in here today or the day after. I couldn't stand it.” In Meg's retelling, her

next actions were based on the knowledge that if done incorrectly, that is not in accordance
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with unstated rules and within known hierarchies, seeking a higher authority to question a

nurse's practice could be viewed as unacceptable and too “demanding” a parental action.

Based on information gathered from other parents and a few nurses, Meg acted within

known hierarchies when late at night she called the nursery to speak with the Charge Nurse

about her concerns. Prior to calling, Meg wrote down her thoughts, “I needed to be sure I

had my thoughts straight. I didn't want to sound like I didn’t know what I was talking

about, like some crazy person.” The Charge Nurse told Meg that she would refer her

concerns to the Head Nurse.

The following morning, Meg received a telephone call at the guest house from the

Head Nurse. Once more carefully and gradually, Meg presented her case using the

authority of peer practice to lend weight to the credibility and seriousness of her

assessment and actions. The Head Nurse’s response signaled respect and empathy and

thus empowered Meg to express her subjective emotions, to speak more intimately about

her fears:

She [Head Nurse] listened to me. I told her that I thought the nurse had no reason
to be pounding her [Jesse] on the back when they [babies] are desaturating. [Meg
repeated her earlier description of nurse’s actions.] The Head Nurse said she was
going to talk to the nurse about it. So then I told her some other things...like how
I felt really scared to think about that nurse taking care of my baby. She seemed
real understanding about it. So it was worth it [talking with Head Nurse], I could
finally get some sleep....I slept for a few hours this morning after I talked with
Head Nurse.

Yet, unspoken rules of conduct prevented Meg from asking that which would most

allay her fears: a voice in who took care of Jesse. Hence, Meg was astonished when she

understood the Head Nurse to say that the nurse would not be assigned to her baby.

According to Meg.
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I didn’t dare ask her that. I didn’t expect that. I knew from talking with other
parents that you can’t ask not to have a certain nurse be assigned to your baby.
Some of the other parents I talked to said they tried when they were upset about
something. They said they [other Charge Nurses and Head Nurse] told the parents
no....parents can't ask about who they’d like or rather not like to have to take care
of their babies, you can’t say anything about that. They [nursing staff] said you
[parents] don’t get to pick the nurses you want. So I was real surprised and
relieved when the Head Nurse told me that.

A hidden aspect of the interactional dynamics which further illuminates the power

differentials Meg faced rests in my own knowledge of the nursery's standards of care that I

did not share with Meg. If I had revealed this knowledge to Meg, it would most certainly

have empowered her position. It would have given her the weight of using institutional

knowledge to question the nurse’s practice and at the very least, confirmed her assessment

that the nurse’s actions were not the norm. Although I had not worked in the study nursery

for several years, I was sure that nursery policy only allowed the use of vibration to loosen

secretions prior to suctioning the endotracheal tube. Percussion was not policy and I

thought contraindicated with a baby weighing less than 1000 grams. But I held my tongue

on the day of the incident because I wanted to first check on the policy, giving me time to

wrestle with what my response would be should Meg question me on nursery policy.

Before I had the opportunity to check on the policy, Meg had resolved the incident to her

satisfaction. What remained unstated in Meg's conversations with the Charge Nurse and

Head Nurse, at least to the extent that I could determine in my conversations with Meg,

was a clarification of nursery policy and/or explanation of the variation in practice that

Meg observed. In the weeks that followed, the events of each day took precedence and I

never had the opportunity to ask Meg if she would have wanted that information.

For Meg, however, relief was the hallmark of the next day with Jesse, her attention

focused on much new information to grasp and new test results to wait for. Meg had
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persevered, indeed almost relentlessly, to safeguard Jesse. Politically, neonatal intensive

nursing care is organized in such a way as to discourage parents from voicing their

concerns and advocating on behalf of their babies and themselves, even in instances where

parents have grave concerns about their babies' safety. As revealed in Meg's story, the

message that parents don’t have a voice in who cares for their babies' care is often

powerfully reinforced through the experiences of other parents and circulates as an

unspoken rule, a condition mothers must consider when faced with a situation that they

consider potentially harmful to their babies. Neither Meg or the other mothers in this

study, however, equivocated “having a voice in who takes care of your baby” with “hand

picking the nurses you want to take care of your baby.” Rather, Meg, like other mothers

in this study, hoped that health care providers would understand that being assigned a

nurse that they felt wasn’t taking proper care of and/or obstructing interaction with their

babies resulted in the mothers experiencing, at the very least, great psychological distress

or as Meg put it, “terror.” No less important to Meg was being able to voice her concerns

to prevent harm to Jesse and other babies in the NICU.

Meg successfully transformed the situation because she used her expert knowledge

of peer practice borne of vigilant watching over, demonstrated judicious thought,

continually reevaluated her situation and options, remained open to alternative

perspectives, conducted sensitive negotiations, and in the process exhausted a number of

actions to safeguard Jesse. In the end, she succeeded in obtaining a response that she

believed reflected an understanding of the needs of parents in the NICU. Although

frightened and angry at the time, Meg bore no ill will for the nurse whose actions so

alarmed her. Nor at any time were Meg's actions motivated by a lack of respect or

-
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appreciation for the nurses caring for Jesse, quite the contrary. As a responsible parent,

NMeg had no choice but to act as she did. Meg described this in a journal she wrote and

allowed me to read and cite:

Yesterday I had some problems with Jesse's nurse - bad enough that I had to
speak with the Charge Nurse [then Head Nurse]. But fortunately she won’t be
taking care of Jesse anymore. It is hard when Jesse has a nurse who I feel isn’t
taking proper care of her, I feel as though if I leave her, something will happen and
I’d never forgive myself for leaving her. I guess God has it under control - he's
brought her this far. I need to trust him and pray for his protection over her -
when I’m there and when I’m not.

Anna’s Story: Safe Care as a Treacherous Endeavor

Anna's experiences provide a second paradigmatic case. Anna, a Hispanic mother

who resided in an outlying community, perceived that a caregiver was roughly handling her

baby, Justin. For Anna, the fear of further retribution was so great it silenced her.

Another dreadful aspect was that it appeared that Anna feared that the consequence of

speaking out would be an early expulsion of Justin from the study NICU to a community

hospital that she perceived had lower standards of care. But it did not prevent Anna from

taking action. Rather, Anna’s story suggests a strategy to safeguard Justin that succeeded

precisely because her life experiences had taught her that obtaining health care was a

treacherous endeavor.

At the end of a quiet visit with Justin, Anna told me about an incident she

witnessed the previous evening. Justin has been in constant jeopardy throughout his brief

life. It was almost two weeks since he had surgery for necrotizing entercolitis which has

ravaged his body. Anna was relieved to find him resting in an isolette after many days of

being on a radiant overhead warming table. Earlier, Anna showed me the deep wounds on

his wrist from a serious intravenous infiltration. She then proceeded to point out,
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describing in detail, his six intravenous lines, including the feeding pipe (Broviac) into his

heart. His abdominal incision site, that looked to be six inches in length because the

abdomen was so swollen, was healing well she said. Anna commented wistfully that there

is now no place on Justin's body that isn't cut, bruised or covered by the many intravenous

lines, leads, probes, tubes, and wires. She held his feet but they too are scarred from

numerous previous blood samples taken from the heels. When the blood gas laboratory

technician came to calibrate the Transcutaneous Oxygen Monitor (TCMO2), he removed

the TCMO2 probe from Justin’s right calf, liberating a small, intact surface of skin. Anna

turned to me, a large smile lighting up her face, quickly she opened a port hole door and

slipped her hand in. Gingerly, gently, she placed two fingers on Justin’s calf, he remained

calm. Softly she murmured words of endearment. Moments later, she relinquished this

last unscathed part of his body back to the probe that the technician repositioned on a

different area of Justin’s right calf. Shortly afterwards, her partner returned to the bedside

with Anna’s five year old daughter. Anna decided it was time to go dinner and asked me if

I'd like to walk out with them.

Anna recounted the events of the previous evening. It was late evening when they

arrived in town and decided to make a quick trip to the nursery. The nurse caring for

Justin was performing a heel stick blood draw. Anna said, “The male nurse was cursing

under his breath.” She believed he was angry because the heel stick was not successful.

She explained, “He had a hold of his heel and the leg was pulled back high up.” Terrified

she and her partner looked on as the nurse squeezed the baby’s heel with “too much force,

it was too hard. We’ve seen how the other nurses do it, not like that.” As Anna described

it, the nurse alternated between “squeezing his heel too hard” and withdrawing the vial

.
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from Justin's heel to “loudly bang it on the top of the isolette.” I asked Anna and her

partner what, if anything, did they do or say? Anna emphatically declared, “I was too

afraid to say anything for fear that [the nurse] would get even angrier and hurt my baby

even more.” Her partner's comments underscored the vulnerability they both felt: “I

feared [nurse] would turn to me and say, “If you don't like what I am doing, you can take

care of your baby yourself.”

I listened shocked. We were now in the hospital lobby. Anna’s partner and her

daughter were walking out ahead of us. Anna studied my expression. After some time, I

stammered, “I am concerned that you both believe that your baby was being hurt and that

further harm might come to your baby if you said anything about it.” Anna looked rather

surprised and said, “Well, we told you.” Once more I struggled for a reply, not sure how

to interpret her last remark: “Well, is there anything that you would like me to do with this

information? Because you know that anything you say to me is strictly confidential and

will remain so unless there is something else you want me to do with the information.”

Anna told me she would think about it and we confirmed that I would be in the nursery the

next day to “hang out” with her.

The next day, Anna waited until we were alone at the bedside to bring up my

comments about the incident. Anna had talked about it with her partner. He wanted me to

know that later that same evening he had talked with the Charge Nurse about what

happened. In response to my questions, Anna said that no one from the nursery had talked

with them about what happened.

A week or so later, I again broached this subject with Anna. I prefaced my

remarks by again assuring Anna that whatever she tells me will remain strictly



154

confidential. I had not and would not talk about this with any nursery personnel. Anna

replied that no one from the nursery had contacted her about the incident. I asked Anna

how she was feeling about the incident. She reasserted how frightened she had been for

her baby’s safety. Anna then pointed out that the study NICU had a reputation for

providing excellent care which her experience thus far had confirmed. She praised Justin's

regular doctors and nurses as competent and caring. They treated her with respect and

worked hard to do everything they could for Justin. Anna then referred to prior

conversations about how she and her family had not been treated well at her community

hospital. She didn't want to get everyone upset about one nurse who she could just hope

wouldn't be taking care of her baby regularly.

Anna explained how she wanted Justin to stay in the study nursery as long as

possible. Because of their Medi-Cal insurance, Anna knew that Justin had to be

transported back to their community hospital as soon as he was deemed “stable by the

doctors.” She dreaded when that time would come. Anna concluded by saying that this

particular nurse hasn't cared for her baby since the night in question. She knew this

because she calls in at least once on every shift to ask about her baby: “So far so good.”

While I cannot be sure, I worried that my questions had further exacerbated Anna

and her partner’s fears. Had Anna told me that her partner “reported” the incident so that

I wouldn’t? Had I created a situation in which both Anna and her partner felt that I was

negatively judging their actions? To help readers draw their own conclusions, I share how

I grappled with these questions. From my association with the study NICU, I was certain

that if any parental concerns about their babies' safety were reported to the nursing

administrators they would most definitely have followed up on such a concern with the
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family. I determined who the Charge Nurse and resource nurses were on the shift in

question, and the following shift. I made some general inquires to them about how their

last few shifts had gone, a common topic of conversation in the nursery. Their responses

didn’t vary, “Its been busy at times, but actually its been pretty uneventful.” It could have

been that Anna’s partner’s remarks to a member of the nursing staff were misunderstood,

but I doubted that this was the case. The result of my inquires reinforced my belief that

Anna and her partner had indeed carefully determined their response to the nurse's action.

Moreover, I believed that they realized that a breach of confidentiality on my part could

potentially jeopardize their strategy. How then could I allay their fears? I reasoned that if

no one from the nursery staff approached them, then they would know that their words had

remained confidential. I also questioned if my repeated broaches on this subject was

generating more stress for Anna. Eventually I worked up the nerve to actually pose this

last question to Anna. She smiled kindly and said, “No, because I know what I say is [her

emphasis] confidential.”

Anna’s situation was fraught with political, economic, and social contingencies.

Her actions reflected a keen awareness of low these contingencies came into play.

Politically, Anna realized that certain contradictions in how nursing care was structured in

the NICU worked to her advantage. The practice of primary nursing, in this instance, did

indeed provide Anna and Justin with care from a consistent, known, group of nurses. This

continuity of care givers, however, alternated with a host of ever changing, unknown

nurses who worked one shift with Anna and Justin, never to be seen again. Anna banked

on this contradiction to decrease the likelihood that this “one nurse” would be reassigned to

her baby. Her regular telephone calls for updates on her baby’s progress allowed her to
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verify her analysis. She weighed the risks. Politically, the intersection of regionalized

neonatal intensive care and Medi-Cal insurance meant that Anna could not refuse her

baby's transport to the community hospital. She had few options related to choice of

provider. Regionalization, as Anna had experienced it, meant her community hospital may

not be able to provide the expert care that Justin required. Economically, she couldn't

possibly assume the out-of-pocket costs of paying for Justin's hospitalization in the study

NICU. Socially, Anna experienced her interactions with health care providers at the

community hospital as victimizing. By not drawing attention to herself, that is, judicious

use of challenging institutional authority, Anna sought to insure the longest stay possible

for Justin in the study NICU. The following postscript to this story suggests that at this

point in time, Anna’s actions were part of an overall, long range strategy designed to

safeguard Justin once they returned to their community.

In a phone conversation with Anna a few weeks after her baby had been

transferred to the community hospital she related the following story. Anna told me how,

knowing Justin's transfer was imminent, she had spent her last visits in the study NICU

talking with Justin's various doctors. She asked lots of questions to make sure she

understood his condition: “I told them that I might have some questions later on, or asked

what if I had questions. They [doctors] were real nice, they told me to just call....They

would be happy to talk with my doctors there, if there were any questions.”

Several days after Justin's transfer, a physician approached Anna and her family

at Justin’s bedside. According to Anna, he curtly informed them that Justin needed eye

surgery immediately. Anna and her partner balked. This pronouncement contradicted the

information given to Anna by the ophthalmologist at the study NICU. Justin's eyes were
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developing normally. Justin did not appear to have complications from retinopathy of

prematurity. Anna wasn't able to explain to me the specifics of the rationale the physician

at the community hospital gave for what was wrong with Justin’s eyes and why he needed

surgery immediately. It didn't make sense to her.
Anna refused to sign a consent form for the surgery. She wasn’t going to sign

anything until she checked with the ophthalmologist at the study NICU. Anna’s extended

family didn’t just support her, they entreated her to get a second opinion. They told her of

another family they knew who had faced a similar situation. Frightened, confused, and

wanting to do the right thing, the parents consented to surgery for their baby. Later, at

another hospital, these parents were told that the surgery had been unnecessary. Anna

resolved to hold her ground, despite the fact that she perceived the physician to be very

angry with her. She was able to speak with the ophthalmologist at the study NICU

without any problem. He confirmed that she had correctly understood his assessment. He

assured Anna that he would immediately call and talk with the physician at the community

hospital.

The physician at the community hospital later approached Anna with an apology.

He confirmed talking with the ophthalmologist that Anna called. No, Justin did not need

eye surgery. According to Anna, his explanation for the misdiagnosis was that he did not

realize that Justin was born premature. “That means he didn’t even bother to read his

■ medical] chart!” Anna exclaimed incredulously. “I told you, didn't I? I was right. I

don't like that hospital. They are not real good here, not like [study NICU). They didn't

treat us like that at [study NICU].” Anna had been “checking everything they [community
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hospital] were doing” since Justin had been transferred there. “This really scared me.”

Now she would need to be even more vigilant.

Anna's strategy ultimately saved her baby from an unwarranted surgery. Anna’s

continuous actions to safeguard her baby were vigilant watching over and judicious use of

institutional authority. In her early actions, she fostered and preserved a collaborative

relationship with the health care providers in the study NICU. Anna laid the foundations

that allowed her to later negotiate action with physicians at the study hospital. The

ophthalmologist provided a higher authority of institutional knowledge that Anna

effectively used to challenge the community hospital physician's knowledge and

institutional authority. Anna’s prior experiences had taught her that obtaining health care

was a treacherous endeavor. Now, with Justin's future, indeed his very life at stake, Anna

could not trust that in the individual practice or institutional environment of health care

Justin would be safe. That frightening evaluation was borne out by Anna’s experiences

with Justin's hospitalization.

Dolores' Story: Safeguarding Against Classism I

In the third story, Dolores, a Mexican-American woman, provides evidence that

the variation observed in the practice of some health care providers operated from a

stereotypical view of the poor. The providers’ actions suggested that parents who were

unemployed, poor, receiving Medi-Cal, AFDC, and other entitlements were unable to

provide competent and nurturing parenting to their babies, especially if the parents were

unable to spend a lot of time in the nursery. They may not always have been consciously

aware that these were the assumptions that guided their practice, nevertheless, their

assumptions resulted in behaviors of perverse classism. These behaviors did not reassure
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mothers; rather, Dolores and other mothers believed their babies were not safe in these

providers’ care. One of Dolores' stories articulates how such stereotypical assumptions by

providers are revealed in face-to-face interactions.

Dolores told me about one visit in the nursery when I was out of town. Dolores'

baby Anthony had just recently been moved to the recovery area in the study nursery.

Anthony was in an isolette, he was on full formula feedings and outgrowing his apnea and

bradycardia. On this particular day, there were six babies in the room; two nurses with

three babies in each assignment. Each nurse had one baby in her assignment that “more or

less cried the entire day.” The other babies weren’t getting much attention. Dolores

thought that the nurse assigned to her baby was spending even more time with just one

baby, “the quiet babies got ignored, they got no attention at all.”

Dolores described how she sat quietly at Anthony’s bedside. Because she could

see how busy the nurses were, she had not requested that they help her take Anthony out of

the isolette so she could hold him. She had not held him other than when it was time for

him to eat or the nurses needed to take him out of the isolette. Dolores said that it was just

fine with her because he slept and rested quietly. She also said it was okay that, “the nurse

barely talked to me the entire day when she was at the bedside.”

It was late afternoon and Dolores watched the clock as the time for Anthony’s

feeding came and went. Over a half an hour past the time for his feeding, Anthony woke

up, and before long was fussing and crying. Each time he kicked and cried, he set off the

alarm on his oxygen saturation monitor. Dolores looked around, “His nurse was still

holding a baby that, at this point, she had been with for a couple hours.” Dolores didn't
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think to ask or say anything. She just did what she usually does when Anthony gets

restless. As Dolores described it:

I got up and went into the isolette to calm him down. The nurse looked over at
me, saw that I had my hands on my baby and the monitor was alarming. She
[nurse] told me that I should “Stop entering the isolette so that your baby can rest.
You're making him squirm and set off his alarm. Your baby really needs to rest
so you should avoid disturbing him.”

I was dumb struck and then I became angry that she made those remarks. I told
her that the my baby was upset and starting to cry and move around in the isolette,
that’s what set off the alarms on the monitor. That I went into the isolette to calm
him. I also explained that he was probably getting very irritable and restless
because it was time for him to eat. I pointed out that it was a half an hour past his
time to eat and he was probably only going to get more irritable until he got his
formula.

-

The nurse told me, “There are other babies in the room who need my attention
more than your baby does.” She went on to tell me that “This baby is on CCS and
so this baby needs my attention more than your baby does.” She was talking
about the baby that she had been doing things with, holding, picking the baby up,
and comforting it for almost two hours.

At first Dolores was so shocked and stunned, she couldn’t cognitively believe what

she was hearing. Dolores understood the nurse to have told her that because a baby's

mother was receiving CCS, this meant that the baby's family was unable to provide

competent and nurturing care to their baby. Thus, the nurse was compensating for such

deprivations by focusing her time and nurturing care on this one baby. As the shock wore

off, Dolores could not believe that the nurse didn’t understand the implications of her

practice:

I was absolutely outraged at these remarks. I appreciate the nurses wanting to
comfort the babies when they cry but they have more than those one or two babies
to care for.

You know, there were all these other mothers sitting in here when she said that.
How does that nurse think we must feel when she makes comments like that?
When they act like that, give all their attention to certain babies and basically
ignore all the other babies? That’s my baby who’s part of her assignment. That
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nurse has no consideration of us, how we feel, that no one is concerned about our
babies.

The injustice of the nurse's remarks stung her. Although outraged, Dolores was

silenced. She said nothing further to the nurse. She spoke to no one in the nursery about

what happened. Dolores left the mºn in fear.

Dolores reasoned that if she had not said anything to defend her own actions, then

the assumptions fueling the nurse's actions would have remained obscured. “I would

probably have gone on thinking it was just a busy assignment. It may well have been, but

this [care on the basis of insurance status] was how the nurse explained why she was

ignoring the other babies in her assignment, not giving them a lot of attention.” Classism

as a basis for practice had been revealed. The implications about the effects classist

assumptions could have on the quality of the care provided to Anthony were staggering.

Dolores believed she could no longer assume that Anthony would receive organizational

resources, adequate diagnosis, and proper treatment; and for both Dolores and Anthony, be

treated with personal dignity. Moreover, how could Dolores determine the extent of such

practice and potential policy without further endangering Anthony? Dolores believed that

her only immediate options were judicious use of challenging institutional authority and

heightened vigilant watching over:

That night I called every two hours to make sure that Anthony was being looked
after and cared for. That the nurses were staying on top of what was happening to
my baby because I didn't know if this was going to be the attitude of the nurses
who came on the next shift. And if these other babies were going to be keeping the
nurses so busy that my baby would continue to be ignored and get no attention at
all.

Dolores interrogated me with concerned questions: “Do you think that is right? Is

this how most nurses feel? Is this the policy of the nursery?” I replied, “No, it is not okay
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for you feel like your baby won't get the attention he needs. No, there is no policy of any

kind like that. The policy of the nursery is that each baby gets the care that he or she

needs, period.” On the day that Dolores told me about this, the nurse who had made these

comments to her was taking care of Anthony and this had been the case for several days.

Dolores wondered if the reason why the nurse had inquired about Dolores, spending a few

minutes to talk with her, was because of my presence. Dolores suggested that nurse’s

actions were not motivated by a desire to make friendly conversation: “Maybe she’s

thinking about what she said now, and doesn’t want me to tell you. So she made a point of

coming over to talk to me, to let me know she knows I’m talking to you.” As we talked

Dolores told me that she would continue to be vigilant with Anthony’s care and nursing

practice, in general. She did not, however, want to speak with her primary nurses or the

Head Nurse about what happened. She instructed me to “put what happened in your

>>report.

Dolores ended her story with an emotionally moving entreaty to health care

providers. She urged nurses, physicians, and administrators to recognize their own

accountability for safeguarding the babies and their families from this type of harm. The

outcome of such classism for both parents and health care providers is that it divides

clients from providers and makes parents compete with each other for resources creating

fear and resentment. She said:

Parents and their babies shouldn’t be treated this way. It’s not okay for nurses to
think that it’s all right for some babies to get all the attention and others get none
just because some babies don’t have [private] insurance and some babies do.
They should know that this doesn’t make parents feel good about the care their
babies are getting in nursery or they [parents] are getting. It makes us resent the
care that other families are getting and that’s not right. We all should be getting
that kind of care.
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Linda's Story: Safeguarding Against Classism II

In the fourth and final story in this section, Linda, a Hispanic mother, rejected the

reason given for an omission in practice given to her by her primary nurse practitioner and

offered a different conclusion.

Timothy's surgery to repair an inguinal hernia had been scheduled for days. Linda

had been discussing the surgery for several weeks with Timothy's nurse practitioners. A

few days before the scheduled surgery Linda found herself in an impossible situation. Like

so many single mothers who work full time, Linda did not have employer health insurance

or disability benefits. In Justin's medical chart Linda was designated as “unemployed.”

Because the study hospital did not provide services to assist mothers from outlying

counties to apply for California Child Services (CCS) or Social Security Insurance

Disability (SSI) or other social services, Linda was forced to return to her county of

residence to apply and process the paper work. The agencies had their rules and timelines.

Linda had to apply now in order to have her benefits available by the time Timothy was

discharged to home.

Watching over Timothy was critical at this juncture, however. Linda knew the

surgery was one of the last big hurdles to Timothy's discharge to home. As Linda put it,

“We [other parents] all know all it takes is for one little thing to happen and it means

another week here.” Linda construed a number of scenarios, ones with which she was very

familiar. Timothy had been pushed a little too fast with increasing the volume of feedings

and frequency of nipple feedings. He could “poop out again and what if they thought he

was getting sick? What if he got sick? Or lost weight? What if they tried weaning him to
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an open crib from the isolette and he got cold and sick? Not only would he have a needless

setback but the surgery would be have to be canceled.”

There were a lot of details to stay on top of in relation to the surgery. And Linda

had not yet had a chance to talk with surgeons. As Linda explained:

There are just so many things that can go wrong. Little things that can turn out
traumatic. Some surgeons or some nurses may think its small but as Moms we
want everything to be okay. And it only takes one little thing to go wrong. You
see it on the news all the time. One little thing that nobody would think about it.

The surgery was scheduled for Thursday, and Linda hoped to be back by the Tuesday

before so that she had time to talk with the surgeon and Timothy's primary nurse

practitioner. It was a particularly busy time in the NICU, Linda figured the timeline as

tight, “No margin for error.”

I was sitting with Linda late in the afternoon, the day before Timothy's surgery,

when their primary nurse practitioner told Linda that there had been oversight in the pre

operative orders. She had been off for several days. There had been several nurse

practitioners in the last few days who had examined Timothy and written orders to have

everything ready for the surgery. The nurse practitioner assumed full responsibility for the

omission of a routine order to have a unit of blood on standby for the surgery. There was

less than a five percent possibility that Timothy would need a transfusion from an inguinal

hernia repair, however, she felt the blood needed to ordered. She apologized repeatedly,

because at this late date, it was impossible for the Linda to arrange to have donor

designated blood on hold for Timothy for the surgery. Linda agreed with the nurse

practitioner's comments that when things get changed at the last minute, as had lately been

the case with Timothy's plan of care, Linda’s options are taken away from her, they’re not

really there anymore.
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After the nurse practitioner left, Linda questioned if there wasn’t a different

explanation for why the oversight occurred:

You know, I just wonder if the reason why I wasn’t told about this a week ahead
of time was because I’m Medi-Cal. She [nurse practitioner] said it was because
she forgot and she's really sorry about it and its just something that they
overlooked. But how do I know its not because I’m Medi-Cal and if I wasn’t
Medi-Cal, they would have told me.

I'm wondering that. I don't know, maybe like she said they did just overlook it,
they didn’t think about it. Its like, not giving us, uh, the word isn’t control [breaks
off!...but then I think maybe I should have said something about it. But then the
other times I’ve done that like with moving him from the isolette to the open crib,
we decide on how its going to be and then they go off and do something different
anyway. [Later] There’s nothing I can do about it now.

Linda provided more detail for her interpretation. She compared her current

experience to that of another couple's in the nursery with whom she had developed a

friendship. Their son just recently had the same surgery. The father was a health care

professional. Both Linda and the other mother were in the nursery every day to be with

their babies. Both Linda and the other couple had developed collaborative relationships

with their primary doctors, nurse practitioners, and nurses. Because hernia repair is an

elective surgery, the couple, when approached by a resident late at night, refused to

consent to have the surgery performed the following morning. As Linda put it:

They told their primary nurses that it was unacceptable and wanted to talk with
the anesthesiologist and have the surgeons make an appointment with them to meet
in the surgeon’s office. Where it was quiet and private, away from their baby's
bedside.

It happened. Both parents had told Linda about how gracious the surgeon was with his

time, he talked to both of them, and answered all their questions. Even though the father

was a health professional, it hadn’t seemed to Linda that “he threw his weight around or

anything.”
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In stark contrast, Linda had repeatedly asked the nurse practitioners and nurses for

the last week to convey her request to speak with surgeon and the anesthesiologist before

the surgery. She had expected the same response to her polite request. As of 5:00 p.m. on

the day before her son's surgery no one had come to the bedside to speak with her, let

alone schedule a meeting away from the bedside. She had yet to sign the consent for

surgery. Linda rationalized, “I know how busy it is. It’s one thing if the surgeon can't

meet with me in his office. But all the other parents I know, at least they [surgeons] came

to the nursery to talk to them.”

Linda was more than aware of what was happening in nursery the day before her

son's surgery. It was precisely why Linda had wanted to have a meeting with the surgeon

long before this. Emergency surgical cases had tied up the anesthesiologists and surgeons

all day. In the same room as Timothy was in, a baby and his mother waited all day in vain

for the baby to be called to surgery. All day Timothy's primary nurse practitioner had

called the surgeon’s office and the operating room (OR) requesting that he come speak

with Linda. His staff said they would do what they could. Late afternoon, Linda watched

as a surgeon entered the room to talk with the mother whose baby’s surgery had been

postponed to the next day. He left without speaking to Linda. And at the time Linda

didn't realize that he was the surgeon who would be operating on Timothy. Sometime

after 5:00 p.m., an anesthesiologist came to talk with Linda and obtain informed consent.

At 6:00 p.m. after much persistence, Linda succeeded in getting this same surgeon

to call the nursery. At the unit secretaries’ desk, with dozens of conversations taking place

around her, she spoke on the phone for five minutes with the surgeon. Linda ended the

conversation with, “Well, I really heard a lot of wonderful things about you and I’m really
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looking forward to meeting you tomorrow morning.” She turned to me and said,” God,

I’m really glad he's not doing the surgery in the afternoon. He sounded so tired, he

couldn't even talk. He sounded like he was half asleep. I hope he won’t be that tired

tomorrow by the time he gets to my son.”

These were the details Linda pondered. Linda concluded, “What's happening to

me that’s not the way it was for [other couple]. It’s not the same for me. I ask questions,

I’m polite. It seems to me, well, it's because I’m Medi-Cal.” She repeated, “How do I

know its not because I’m Medi-Cal and she [nurse practitioner] is just saying that [it was

an oversight] and if I wasn't Medi-Cal, they would have told me?”

Nursing Staff to Patient Ratios: Nurse Buster Assignments Are Mother Buster

Assignments

According to most of the mothers, there were many times when they observed that

nursing staff to patient ratios were not adequate. These type of staffing patterns could

occur in any care area of the nursery, that is, in the acute care rooms as well as the

recovery and transitional/observation areas. The mothers reported that there could be long

periods during their babies’ hospitalization when they questioned the safety of the nursing

staff to patient ratios. In many instances, what the mothers saw engendered real fear. In

due time and in nursery lingo, the mothers came to know these staffing patterns as “nurse

buster assignments” the effects of which could best be described as “mother busters, too.”

Two exemplars illustrate the typical staffing patterns and assignments which generated

such maternal concern and distress.
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The Twitty Premie Share

As mothers of premature babies, most became very cognizant of (once more using

NICU lingo) the “twitty premie share,” occurring in the acute care areas of the nursery. It

typically entailed one nurse assigned to take care of two premature babies. Often, there

would be two such assignments in a room, * is, four “twitty premies” and two nurses.

Other babies could also be in the rooms.

As is the case when caring for any baby in the NICU, the nurses must be prepared

for a host of the more frequent complications such as infections, respiratory instability,

feeding intolerance, apnea, and bradycardia that arise as problems and must be managed in

addition to the babies' routine needs. The term “twitty premie” typically refers to the

premature baby who exhibits periods of physiologic instability that vary in severity that

can be the result of any number of these frequent complications. The “twitty premie” is a

common phenomena in the NICU and poses challenges to its caregivers, particularly in

allocation of resources, precisely because during the course of one shift any range of

physiologic instability with the baby can occur. Does the baby need its own nurse? Can

the baby be in shared assignment in which the nurse is also ams for another baby? If so,

which babies should be shared together in an assignment?

In the case of the “twitty premie share” the essential concern for the mothers was

how their babies were managed over time. Did nursing staff ratios reflect the babies'

changing acuity levels and periods of relative physiologic instability? Could the nurses

adequately monitor the babies in their assignment? Or did the mothers believe that staffing

ratios remained the same regardless of the changing needs of their own and other babies?



169

Did they believe that were adequate organizational resources available should the babies

care needs suddenly become more acute?

A repetitive scene in the “twitty premie share” was the nurses continuously

rushing back and forth from one bedside to another. Usually both babies were on

respirators and had frequent apnea and bradycardia. It was often the case that at least one

baby required periods of hand ventilation. There was intense and continuous nursing

activity at these babies' bedsides. The intermittent rush of countless other nursery

personnel to a baby's bedside further exacerbated the sense of chaos and intensified the

noise level. The simultaneous shrieking of many monitors' alarms at the different babies'

bedsides was relentless, grating away at nerves.

Silently, the mothers watched and listened. In response to the alarming monitors,

the mothers would say: “I don’t even see them [nurses] looking up to see what’s

alarming.” Often they didn’t hear the words expected from the staff in response to the

alarms: “It’s okay, the baby’s just squirming.” “That’s me, I’m doing something here.”

“Is anybody getting that?” In turn, the mothers responded with concerned questions: “Do

they even hear all the alarms?” “What is alarming?” The mothers’ concerns extended to

all the babies in the room, not just their own. If monitors alarmed repeatedly at another

baby’s bedside, they would ask me: “Is that baby over there, the one whose alarms are

going off, is that baby okay?”

On numerous occasions, many mothers became so concerned about another baby's

safety they felt compelled to take some measure of action on behalf of the baby, recruiting

me in their efforts. Some mothers would literally shoo me off the chair I was sitting on,

saying, “Don’t you think some one should go over there and check on that baby?" At
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times I watched as some mothers would repeatedly take a few steps away from their own

baby's bedside toward the other baby’s bedside, look over at the nurses, hesitate, and

return to their own baby’s bedside. Then, as if suddenly achieving critical momentum,

they pulled me along to the other baby’s bedside. I would be asked if and very often how I

could tell if the baby was okay. While most mºn understood that a baby’s movement

could trigger a monitor's alarm, they wanted some indication that the nurses knew the

monitors were persistently alarming.

Needless to say, there were many times when it was the mothers’ own babies

whose monitors were alarming. The mothers would watch the monitors, try to calm their

babies if they were fussing, and many a time, when none of the nurses appeared to

acknowledge the alarms, call out to get the nurse's attention. Some mothers determined

that the noise levels from all the monitors and activity in the room contributed to their own

and other babies’ unstable respiratory status. They spoke of observing how their babies

seemed to need “more help from the respirator,” or “he was on less oxygen until it got so

noisy in here.”

The nurses did their best to help each other and wºn the mothers. Often, other

nurses came to help. Commonly, either the mothers’ own babies or other babies' feedings

and/or treatments were late, sometimes a half an hour to an hour. Many times, the mothers

in the study found their babies receiving care from a different nurse every two hours, two

or three times during the visit. Either the nurse could be too engrossed in the babies' care

or the abbreviated time the nurse was able to spend at the bedsides precluded all but the

most necessary conversation or teaching with the mothers.
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The mothers concluded that the nursing staff to patient ratio was not safe: “This

isn't right, the babies in here need more time.” “Why don't they put more staff into these

rooms?” “They can't keep on top of what is happening.” “I don't know how the nurses do

it, don’t they say anything about this?”

The psychological and physiological wº on the mothers were significant. The

mothers would not leave their babies' bedsides. The mothers were convinced that in the

advent that their babies' monitors alarmed, “every nurse will be too busy to notice” and

“won't be able to hear my baby’s alarm over all the other monitors alarming.” The

mothers stayed long hours at their babies' bedside and would not take breaks until it

seemed “the room has settled down” or it was clear choice between passing out at the

bedside from hypoglycemia or running out for a quick bite to eat. Mothers put off leaving

to pump their breasts, sometimes for hours; their physical discomfort was apparent in their

facial expressions and body language. In situations like this, the mothers never left their

babies' bedside when there was only one nurse covering the room. Some mothers enlisted

me in their heightened vigilant watching over. They would make subtle inquiries about

when I was going to take a break. Eventually, they would me comments such as, “Well,

if you are going to be here, and you’re not leaving, I guess I could go pump my breasts

real quick. Is that okay?” The mothers talked about how they worried about their babies'

safety when they had to leave the nursery.

In response to the mothers’ perceptions of inadequate nursing staff to patient

ratios, they intensified their vigilant watching over to safeguard their babies. The mothers

neither told me nor did I observe that they undertook any other actions, such as seeking a

higher authority by talking with charge nurses, the Head Nurse, or physicians about

º
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staffing patterns. A few mothers said that they believed the cutbacks in health care

spending were responsible for such staffing conditions. It seemed that the notion of

challenging the institution to allocate more resources was too great an expectation of

mothers during their babies hospitalization, especially during the acute phase.

Recovery Area Assignments
-

In the recovery areas nursing staff to patients are typically one nurse to three

babies. The staffing guidelines in the nursery were to try to avoid a one nurse to four

babies ratio. The critical factor in making these “buster” assignments was again the care

needs of the babies. The babies were physiologically more stable, but some would have

complex care needs due to chronic conditions. However, per routine, these assignments

were often very busy.

The phenomena of the busy, chaotic milieu as in the “twitty premie share” was

similar. It differed in that now there were babies who could quite vocally cry! The babies'

cries with the attendant alarming of their monitors meant that they could be extremely

demanding of their caregivers. Mothers could see how one baby’s insistent cries could

wake up and trigger a similar response in almost every alsº in the room, a situation

that the mothers identified was stressful and increased the work load for the nurses.

It seemed for mothers that their concern of nurses labeling them as “difficult” or

“demanding” now extended to include their babies being labeled as “difficult.” The

mothers reasoned it like this: “I may not be able to do what the nurses do for my baby, but

I can at least comfort and hold them so they don't cry.” “I know how it drives the nurses

crazy when all the babies are crying.” “You don’t want the nurses to think your baby is

too demanding, bothers everybody.” Mothers comforted their babies in the acute areas,

- º
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but now in the recovery area, comforting was also a means of “creating a positive

impression of my baby.” Many mothers questioned me if I thought their babies cried more

than the other babies. This was often a double edged question. Often the mothers primary

intent was to ascertain if their babies crying or fussiness upset the nurses. Secondarily,

they wanted to know if their babies were like * “irritable premies” that the nurses

talked about. The mothers perceived that the nurses required even greater patience and

time for these babies. And so, once more the mothers would not leave their babies’

bedside when they perceived the nurses were unusually busy with other babies. They

worried about their babies not getting enough attention. And once more, they pondered if

how “less time with my baby has something to do with what is happening right now.” For

example, some mothers questioned whether their babies' slow progress with nipple

feedings and severity of apnea and bradycardia during feedings wasn’t related to rushed

feeding sessions and increased noise levels in the environment. Similarly, the mothers’

response was to heighten their vigilant watching over.

Health Care Provider Competency: Float Nurses

Mothers questioned the competency of what they al- “substitute nurses.” In the

study nursery, if the NICU needed more nurses for a shift for whatever reason, staffing

needs were accommodated in a number of ways: overtime for regular NICU staff nurses,

in-hospital pediatric critical care float nurses who regularly work in the NICU, and nurses

from in-hospital pediatric units who float to the NICU on occasion.

During the study there were times in the NICU when, due to peak census, high

acuity levels, and so forth, pediatric nurses who did not regularly work in the NICU were

floated to the NICU. It was the study hospital’s policy to assign these nurses babies such
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as they would have in their pediatric units. In other words, their assignments were

carefully screened and usually in the recovery areas. These nurses were always assigned

to work with an experienced NICU staff nurse. Nevertheless, the float nurses didn't know

the babies, the layout of the rooms and supplies, and so forth.

While the mothers in this study rarely era. having this type of float nurse,

when it occurred it was almost always extremely traumatic for the mothers. The mothers

reported and I observed entering rooms to find babies’ bedside flow sheets and charts

strewn across the room. In situations like this, the least of the mothers’ concerns were

things such as a late feeding. They observed the float nurses checking with NICU staff

before giving medications, asking questions about orders and routines, learning where all

the supplies were kept. On the one hand, the mothers knew that these were measures that

safeguarded against errors. On the other hand, the potential for a medication error or an

untoward care accident was increased, as illustrated in the following exemplar.

Linda arrived at Timothy's bedside to such a scene as described above. I arrived

shortly afterward. She grabbed my hand tight, pulled me over and in a low voice showed

me that three babies' bedside now sheets were at the wrong * Diapers, syringes,

and other supplies were strewn across several bedside countertops. Linda whispered,

“This is awful. I don’t know what to do.” Out of the corner of her eye, she saw a resident

talking with a float nurse at another baby’s bedside. She stopped, moved over closer to

their location and listened for a minute. We both heard the resident say he was going to

write an order for a medication. He picked up the chart at the baby’s bedside and began

writing. Linda leaped forward saying, “I couldn't help overhear, if you want the

medication for [names baby] you’re writing it the wrong chart. You are writing it in

Jjº
y



175

[names baby] chart.” The resident and float nurse both verified Linda was correct. Both

were visibly shaken. They thanked Linda.

Linda described similar situations in other recovery areas. She said, “I don’t know

if they’re making mistakes over there, but it’s just like it is here.” As I discussed what just

happened with Linda, I learned that she knew the mother of this baby quite well. She went

on to explain that while she and the other mothers would never interfere with what was

happening with another baby, they all looked out for each other. From what she overheard

and observed, she knew a medication error was about to be made. Linda’s strategy of

vigilant watching over in conjunction with building supportive relationships with other

mothers prevented potential harm to another baby. The real fear engendered by this

incident, in turn, further heightened Linda’s vigilant watching over Timothy. For the

remainder of this hospitalization, a constant fear of Linda’s was having a float nurse care

for Timothy.

Mixed Blessings

As discussed in the beginning of this chapter, the mothers asked themselves similar

questions to evaluate their babies' safety. All engaged in constant reevaluation of their

babies' safety in the NICU. However, the three mothers who were health professionals

stated that their knowledge base and professional experience allowed them to experience

and evaluate the quality of their babies’ care and safety in ways that they believed were

very different compared to the other mothers’ experiences. Of these three mothers, two

were nurses and one was a physician. All three of these mothers worked in an acute and/or

intensive care setting in a level two or level three hospital in the same area as the study

medical center. Their knowledge of the study medical center and NICU varied based on

º
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direct or indirect dealings with the center at some point during their professional careers.

The two mothers who were nurses both had prior work experience in the NICU (although

not necessarily working in this field or the study NICU at the time of the study). This

expert knowledge and relationship with the study hospital were pivotal points to their

stories about the care their babies received and us evaluation of that care. As a group,

the mothers’ forthright openness about their situations eloquently details how these

conditions served to both minimize and exacerbate concerns about their babies' safety.

Empowering Information, Continuity of Care, and Organizational Resources

These mothers’ understanding of what was happening with their babies, how care

is structured in an NICU, particularly all the various members of the health care team and

their respective training and responsibilities, and the goals of continuity of care featured

prominently in their narratives and actions. They paid precise attention to these details to

determine their babies' safety in the NICU. They shared their opinions that continuity of

care and adequate organizational resources were essential to the provision of safe care and

minimizing maternal perceptions of danger to their babies' safety.

Sarah considers her own experiences probably very unique not only because of her

extensive period of ante-partum hospitalization with many complications, but also because

of her knowledge of the study NICU. Yet, it is precisely because of her expert knowledge

of neonatal intensive care and the study NICU that she was able to detail many of the

elements involved in the provision of continuity of care so important to all the mothers in

this study. Sarah articulated it this way: “We’ve had a lot continuity. Maybe that is one

thing that I’ve had that maybe not everybody gets around here.” She also differentiated

º
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between the skill level and the day-to-day availability of the members of the health care

team assigned to her babies and herself.

They [her twin babies] have never been taken care of by interns and residents. In
their first week and a half in the nursery, their neonatologist personally managed
them. And then they had nurse practitioners, who are very knowledgeable [in
conjunction with the attending neonatologist]. That has made a really big
difference. People who are here everyday [residents and interns rotate, nurse
practitioners do not]. And they’ve had their primary nurses all the time.

Sarah described how continuity of care impacts both the mother's perception of

her baby(s)" safety and the mother’s own emotional safety:

It really does make a huge difference. For me as a patient and for them [babies]
having them here. Nothing like that, nothing has made more of a difference than
seeing the same people all the time. You just can’t establish a relationship with
someone that you see once or twice a week. You just can’t do it, you’re too
vulnerable and it’s too intimidating, even for me, even knowing what I know. And
I know these people. I mean, I’ve known them for years and it's still intimidating
to be a parent. Unless you establish [breaks off] ...Well, not intimidating, it
makes you feel vulnerable being a parent because they [doctors] are so
intimidating.

The fears I have about them [babies]...what is happening to with them here. The
fears that I have about taking them home. The people [caregivers] they are here
every day, and see all the stuff happening [with the babies]. ....You know, they're
on top of things with them [babies]. ....You've been able to establish
relationships [with caregivers] and it’s not so intimidating to ask questions. I think
it makes a huge difference and I wish they could do it better here. It’s too bad that
we [neonatal intensive care nursing in general] can't do primary nursing better,
you know, anywhere, for all parents who have babies in the NICU. Because I
think it would make a really big difference.

In previous stories in this chapter, other mothers described instances where they

perceived that the organizational resources allocated to meet their babies' care needs were

inadequate, particularly nursing to patient staff ratios. Sarah's narrative illustrates how

her professional knowledge led her to make certain conclusions about her babies' medical

and nursing management and link that to the resources made available for her babies' care.

Her assessment further underscores how having known caregivers who understand the
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mother's situation can allow care to be structured in a way that safeguards both the baby

and the mother:

My babies are being managed very conservatively. All the monitoring and just the
way they are managed. At the first sign of feeding intolerance, they were made
NPO [nothing by mouth].

People [caregivers] were really very sensitive to the fact that I was still so ill that,
you know, they weren't pushing anything. I mean these kids have been here a
long, long time [approximately four weeks since babies were born at 32 weeks
gestational age]. And a lot of times, other babies might have already been home
by now. Or they [nursery personnel] would be really pushing discharge a lot more
than they are. I think everyone here is real sensitive to what we’ve been through
and my physical state.

And they were just managed very, very conservatively. I mean, they [babies]
stayed in one of the acute care wings of nursery when they were on feedings every
three hours by mouth for four or five days, off a sat monitor [oxygen saturation
monitor] and they were still over there in a two-to-one assignment [one nurse
assigned to two babies]. Instead of being moved right away [to the recovery area
of nursery in a one nurse to three or four babies assignment]. So, I mean, I just
felt like they were being managed very conservatively and very well. Nobody took
any chances at all and at the first sign of trouble, you know, everything was
followed up on. I come in here and look around and I can see that everything is
being done that I would want done. Not that that isn’t the case here anyway.

At the time Sarah made these comments her babies were in the recovery area of

the nursery and both were experiencing some apnea and bradycardia, primarily occurring

with their bottle or breast feedings. Otherwise, Sarah's caregivers deemed her babies

“stable and doing very well.” I could not hazard an opinion as to what extent Sarah may

have minimized her babies' care needs since their birth to possibly reassure herself about

her babies' well-being. Given Sarah's close relationship with the study NICU, I could not

help but wonder how she figured this impacted on her babies' care and her own. Sarah

volunteered her conclusions without my having to ask:

I think the care here is wonderful, and I’m not saying that just because its me and
my babies. So, if anything, it just made me more relaxed and I knew they were
getting the VIP treatment. I refuse to feel guilty about it. I’ll take that VIP
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treatment for them. It always made me uncomfortable when I was a patient here
because I always felt like I got a little bit special treatment because I know the
people here [study hospital and NICU]. But it never bothered me when it came to
my kids. They [babies] can be treated as special as they [staff] want. I wasn’t
going to say anything.

In contrast, Carol reported a range of experiences with obtaining information and

continuity of care and availability of resources. Two stories provide detail.

In the first story, Carol talked about the importance of being able to obtain

information about her baby, Martin, from nursing staff. Overall, Carol had had no trouble

in obtaining information about Martin. Carol said, “All the nurses here are wonderful,

absolutely wonderful.” With all the times that she called or “bombarded the nurses with

questions when in the nursery” there were only a few instances in which she “felt ignored.”

Carol said that even though she knew “it’s always going to be like that, where ever you

go....it still had the effect of raising concern about the care her baby was getting.” When

information was not forthcoming, Carol said that her professional knowledge gave her the

confidence to act without fearing the consequences. Carol did not hesitate to use her

knowledge of peer practice to “embarrass” the information out of the nurse:

I had called to check with his nurse [Carol wanted me to note the nurse was not
her baby’s primary nurse] about Martin's bilirubin level. It had been taken at six
o'clock in the morning, and still by two o'clock in the afternoon they hadn't looked
up the bilirubin level in the computer. But then, you know, I just started calling
every two hours and asked about the levels and then they looked it up. [I] got them
embarrassed enough to look it up on the computer. I mean, that’s kind of strange I
think. I mean, I’m used to working with intensive care patients and you always
know what all the tests are, especially if they’re out of normal range.

Irene: So that’s how you managed it? You weren't worried about the
consequences?

Carol: Yes [that’s how I managed it]. I got them embarrassed enough to have
them look it up in the computer. It was no problem.



180

An important caveat in Carol's ability to muster confidence from her professional

knowledge and persevere to get the information she needed concerned her own physical and

emotional well-being. As Carol learned, a mother's physical and emotional debilitation

from the pregnancy and birth and her baby’s hospitalization compromises her ability to

act:

It was the first night after he was born and I was like dizzy and tired and I wanted
to go back [to the post partum recovery area) and I was waiting and waiting for
her to come and talk to us and she never did. She just sat there and did her
paperwork and we let her know like three times that we wanted to talk to her. It’s
like anytime, you know, like getting baby sitters. You only want people that really
care about your kid to take care of your kid. I mean, you don’t just want to have
somebody around that couldn't care less.

She also questioned the safety of certain staffing practices. Carol described one

incident that I had been present at as a potentially “explosive situation for both the baby

and the mother” which turned out “okay for me” because she had the benefit of her nursing

knowledge. Carol's baby boy Martin, who had recently been extubated, was receiving

nasal CPAP (continuous positive airway pressure) and had been doing very well with this

treatment during the previous night shift and the early morning. Martin was in one of the

acute care areas in the nursery. When I arrived in the NICU in the early afternoon, Carol

explained that Martin was now starting to have frequent oxygen desaturations which set

off the oxygen saturation monitor alarm continuously. Carol pointed out to me that the

readings on the Transcutaneous Oxygen Monitor (TCMO2) indicated that he was

beginning to retain carbon dioxide. A nurse who was caring for the baby in an adjacent

bed space, moved over to check on Martin who appeared to be sleeping quietly. She

explained to Martin’s parents that in his deep sleep he might be forgetting to take good

deep breaths and needed to learn to do that. The nurse continued to run back and forth to
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Martin’s bedside from the adjacent bedside as Martin's desaturations continued in

frequency. The nurse explained Martin might be getting tired and might need to have

increased support from the CPAP. As she checked on Martin and provided information,

the nurse would say, “When your baby's nurse comes back....” or “....if she's not back

soon I'll ask the doctors to come in and check on Martin.” In a strained voice, Carol

explained to me that her baby’s primary nurse had a split assignment which meant that she

was also caring for babies located in other rooms or wings in the nursery. Her primary

nurse had had to leave Martin's bedside for a half an hour to hour several times already

today.

Carol vigilantly watched over Martin, assessing his breathing while constantly

scanning his monitors. Her husband kept a watchful eye on the entrance to the room they

were in. The resident entered the room and after conferring with the nurse, examined

Martin, and checked his bedside chart. He turned to Carol and her husband and explained

that Martin may be getting too tired breathing on his own and may need to be re-intubated.

Carol crumpled, her voice trembled, “Of course, if that’s what he needs. Is that what

[names her baby's attending neonatologist] thinks? Is he here now?” At that moment

Martin’s monitors' alarms shrieked again. Carol jumped and dissolved into quiet tears.

The resident assured Carol that before making a decision such as whether to re-intubate he

would always confer with the senior physician present in the NICU, who in this instance

was Martin's attending neonatologist. He left, quickly returning with the neonatologist and

Carol's primary nurse, who had been paged by the other nurse to return as soon as

possible. The neonatologist determined that Martin did not need to be re-intubated; first

they would try increasing the airway pressure of the CPAP. Calmly and quietly he
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explained to Carol and her husband his rationale and how Martin would be monitored for

the next period of time. Carol and her husband looked slightly relieved. After the

physicians left, Carol’s primary nurse spent a long time talking with both Carol and her

husband reviewing Martin’s hospital course thus far to put what was happening with

Martin in the context of his overall plan of care.

Several days later, when Martin was in the recovery area of the NICU, Carol

talked about what had gotten her through this frightening experience. The first was how

the competency of and continuity with her primary nurse provided a measure of safety

against the potential dangers of split nursing assignments:

The good experience was [name’s primary nurse] who took care of us for three
days at that time. She was really on top of things. She is excellent, so competent
and compassionate, really caring. We really appreciated that. That’s what really
helped because I understand that my baby may not need his own nurse. But I’ve
noticed that they split nurses’ assignments here so that they have babies in more
than one room. Who’s going to be watching them? That's okay for me, I
understand that he may not be so sick. But what if you have a nurse who isn't so
on top of things?

Carol used a subsequent incident to drive this point home. It happened after

Martin was moved to the recovery area of the nursery. Martin's nurse again was assigned

to care for babies in other rooms in the recovery area. Carol did not know this nurse and

became concerned when she called into the nursery for an update:

“I called in like at 8:30 a.m. to 9:00 a.m. and she [nurse] had not seen him yet.
And I’m thinking the nurse started her shift like two hours ago. That’s just kind of
strange to me. I mean you always go and check your patients, no matter how
many you have. You always just, just if it’s only a quick check, check your
patients. I mean you have to check your patients and not concentrate just about
one when you start out your shift. But that’s just my opinion. I mean, what
would say if you come in and find your patient in distress, you know, after you've
been on duty for two hours. That would be hard to explain. But, he’s doing fine,
so that’s why I'm okay. ....I mean, there’s not been any real bad experiences.
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The second way that Carol got herself through the frightening moment with

Martin's possible re-intubation was to seek a higher authority about that decision. “They

[NICU] give you books to explain who everyone is. I didn't actually read them, but I

heard the attending neonatologist give report to someone so I figured there is some kind of

attending here all the time. That’s what I took for granted and that made me feel good.”

Carol understood who in the hierarchy of interns, residents, fellows, and neonatologists

had the more extensive knowledge base and experience. And she wasn’t too intimidated to

act on her knowledge. As Carol put it:

I’m a nurse, I’m used to talking with attending physicians. I get most of my
information from nurses and then the neonatologists. My neonatologist has
actually been talking to me a lot. ....He always seems to be available and always
comes over to talk to me. I’m totally confident in him compared to the resident.
I’m sorry, but I know that they’re learning and they have to learn so I’m trying to
weigh everything they say.

Because I mean, it’s hard for the resident to know. I mean they don’t have that
experience and they need it in a real crisis. And my experience is that they tend to
panic when there's something real going on. I don’t like panic situations.

I mean, sure, if there was a resident alone with Martin when he was in that crisis, I
mean, they would tend to just throw the tube in him. You know, when you see the
numbers, you know it’s easy to say, like the resident said, ‘Uh-oh, we're in trouble
here.” Then I heard [Martin's neonatologist] talk to the resident and say, ‘No, no,
no. We can do without that. We don’t need to re-intubate.” So as long as he's
[Martin's neonatologist] keeping an eye on them [residents] then I'm okay. It’s
not only nurses who have this opinion of residents. I know it’s not nice, but you
want your own to have the best care, don’t you? You don’t want anybody to learn
on yours.

Thus, like many other mothers in this study, Carol experienced situations in which

she perceived potential danger to her baby’s safety. In this instance, she had the benefit of

her nursing background to help her sort through the myriad events of the moment and the

treatment options available to support Martin. Acumen in medical hierarchy and how

treatment decisions and outcomes vary based on the knowledge, skill, and experience of the
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practitioner allowed Carol to conduct quick, confident, and successful negotiated action

with the resident and secure the higher authority of the neonatologist; even in the midst of

her considerable distress.

Carol believed that it was because she was a nurse that she saw the potential

danger in certain nurse staffing practices and had more information with which to assess

Martin's relative risk. Carol said frankly that it was because she judged that Martin was

doing so well that she did not “dwell on the potential dangers of split assignments or the

very busy assignments which were the norm in the recovery areas.” She hastened to add

that she was in the nursery every day to see what was happening. Moreover, she felt

confident in her assessment of her primary nurse’s expertise which included an

appreciation of the enormous challenge to provide safe care and empowering information

in the context of a split assignment. With the expert continuity of care that Martin

received from his primary nurse along with Carol’s vigilance, Martin was safe.

The “Down Side of Really Knowing”

As suggested by these stories, these mothers’ professional health backgrounds

made them keenly aware of the potential risk to their babies because of prematurity and

hospitalization. They all said this was the “down side” of having “too much knowledge.”

Kim, a physician, articulated it this way:

You have the knowledge to understand how well your babies are really doing, but
you also know all too well [Kim’s emphasis] what kind of problems your babies
could run into, what could happen. And I mean you really know. [Pause] And
well, even in the best of hospitals mistakes can happen.

Sarah felt that she had been partly protected from this down side because of her

extended ante-partum hospitalization. Sarah worked to balance her professional

knowledge to protect herself from untoward worry:
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I had been gone for so long [from her workplace] and I felt, I tried so hard to
separate myself from what I knew about premature infants. I wanted to be a mom,
I didn't want [Sarah's emphasis] to be a nurse. I didn’t want to know the things
that I knew. And over time you protect yourself against it. And you do. You just
kind of forget. [Later] But I don’t think it has protected me from all the worries.
Because I know that even with the best of care things can go wrong and you, at
any time in this hospitalization. So I'm torn. Sometimes I think everything has
been real different because of who I am. And other times, I think I’m really
having the same experience that any other mother would. It’s kind of hard to tell.

To protect themselves from excessive worry, these mothers relied on vigilant

watching over. It also allowed them to use their professional knowledge to their

advantage. They could see how well their babies were doing and evaluate the babies' care.

These mothers, all of whom were married, also garnered support from their spouses and

family and friends. For two of the mothers, their husbands provided a “lay” perspective

which at times greatly helped the mothers to keep their perspective. Although the mothers

acknowledged that they provided a good deal of empowering information to their

husbands, there were many times when, for all three of these mothers, their husbands kept

them from dwelling on the problems. As Carol explained, “You want to get in there and

do something. And you dwell on the problems. My husband doesn't know what I know,

so he helps me to keep things in perspective. [Husband] w. telling me, ‘you know they

[nursery staff] said there are going to be ups and downs, so don’t get so focused on things

that aren't going the way you want them to go. Our baby is really doing okay.”

Summary

In this study, the mothers’ first course of action in protecting their babies' safety

in the NICU was vigilant watching over. By carefully gathering empowering information,

remaining aware of cues and situational dynamics, and reflecting upon their meanings, the

mothers engaged the NICU staff and advocated for their babies' safety. These mothers,
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regardless their economic or educational differences, all experienced the need to take up a

vigilant guard, and remain prepared to take protective steps when the situation required.

While class and race were factors that sharpened the difficulties the mothers confronted, no

mother avoided the perceived need to keep a vigilant watch. The mothers all called upon a

repertoire of related actions that served the their goal of protecting their babies, i.e.: (a)

negotiated action with health care provider; (b) judicious use of challenging institutional

authority; (c) use of institutional knowledge to challenge the institution's authority; (d)

authoritative weight of peer practice; (e) seeking a higher authority; (f) building supportive

relationships with other mothers, and (g) garnering support from spouses, partners,

families, and friends. What is most striking in these mothers’ action is the sophistication

and complexity of their selective use of these strategies to address the objective conditions

in which they find their babies. There can be no doubt that the implications for nursing

practice are significant, if nurses can learn how to partner with mothers and include

mothers more directly in the management of the care of their babies. However, there are

implications for the health care of the mothers, separate from their babies' needs, that are

evident if nurses take into consideration the very different manner in which mothers’

advocate for their own health needs.
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CHAPTER 7

MOTHERS’ EXPERIENCES OF SAFEGUARDING THEMSELVES IN THE NICU

Mothers’ Actions for Safeguarding Themselves

At the same time that mothers were confronted with issues of safeguarding their

babies in the NICU, they were also confronted with addressing their own health care needs.

In their experiences of neonatal intensive health care, the mothers perceived themselves in

a unique situation with regard to health care resources. Overall, they had to rely on

receiving care from the same health care providers caring for their babies. That is, the

mothers understood that their own care needs related to being in the NICU competed with

the care needs of their babies. Throughout their babies’ hospitalization in the NICU,

mothers demonstrated an abiding concern for the ramifications of addressing their own

health care needs. The fundamental issue at hand for the mothers was whether they

perceived advocacy for their own health care needs as diverting health care resources away

from their babies, thereby compromising their babies' care.

The mothers’ narratives and actions demonstrated a focus on informational and

interactional needs related to becoming a mother in the NICU, emotional security in the

NICU, and resources to facilitate being present with their babies in the NICU. They were

acutely aware of the limited nature and availability of resources to facilitate being with

their babies in the NICU (Chapter 5). The mothers understood that the bedside nurse was

the health professional that they needed to rely on the most to address their informational

and emotional safety needs (Chapter 6). The mothers perceived the significant positions of

authority of individual caregivers and the institution of the NICU relative to themselves as

a critical consideration in their own advocacy precisely because of the possible
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ramifications it could have on their babies' care. Thus, the fundamental challenge for

mothers was to determine if they could secure the health care and resources for their own

needs without risking their babies’ health care needs.

The analytic findings that frame the basis of this chapter will report the mothers’

key informational and interactional needs related to becoming a mother in the NICU,

emotional safety in the NICU, and resources to facilitate being present with their babies in

the NICU, the actions the mothers took to manage or transform their situation, the social

and structural contingencies at play, and the outcomes. In doing so, I will show that the

overall strategy that the mothers developed for advocacy for their own health care needs

was different from that used to advocate for their babies, although the mothers relied

fundamentally on the same actions as those used to safeguard their babies. The striking

difference was that they advocated much less for themselves than for their babies. To the

extent that they were willing to take on issues with individual caregivers and the health

care institutions, they did this far more with respect to their babies' needs than they did

with their own care issues. The mothers relied on strategies that secured resources outside

the institution to secure support for their own needs. That is, when considering their own

health care needs, the mothers developed strategies that had less potential opportunity for

diverting resources from their babies and conflict with the institution and individual

caregivers.

The mothers used fundamentally the same set of actions to secure their own health

care needs as those used for the purpose of providing safety and guarding against danger

to their babies. Again, first and foremost was vigilant watching over. The repertoire of

actions that they engaged in for the purpose of addressing their own health care needs

:
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were: (a) negotiated action with health care provider; (b) judicious use of challenging

institutional authority; (c) use of institutional knowledge to challenge the institution's

authority; (d) authoritative weight of peer practice; (e) seeking a higher authority; (f)

building supportive relationships with other mothers; and (g) garnering support from

spouse/partners, families, and friends (Table 9 of Appendix E).

It bears repeating that differentiating these actions is not meant to imply that

mothers took one action to the exclusion of others in particular situations, nor that

individual mothers necessarily demonstrated characteristic styles of action. However, with

regard to addressing their own health care needs, the mothers’ active presence at their

baby’s bedside, negotiated action with health care providers, judicious use of challenging

institutional authority, building supportive relationships with other mothers, and garnering

support from their spouses, partners, families, and friends were the actions most frequently

taken by the mothers.

In the following sections, I provide descriptions of the situations and conditions

which the mothers’ prioritized as important to their informational and interactional needs

related to becoming a mother to their premature babies, emotional safety, and resources to

facilitate being with their babies in the NICU. Exemplars are given for some of the

dominant situations and conditions with which the mothers continuously struggled. These

exemplars demonstrate once more the mothers’ ability to develop a very sophisticated

understanding of the structure of neonatal intensive health care and in turn develop

differing strategies in response to the differing goals and complex sets of contingencies that

are rarely easily discernible. Thus, the mothers’ interpretations, evaluations, and actions
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in addressing their own health care needs are an integral component of their experience of

having a hospitalized premature baby.

Mothers’ Informational and Interactional Needs

In this study, the mothers’ narratives and actions demonstrated their needs for

obtaining empowering information and interactional experiences with their babies that

would allow them to become mothers to their babies. This was a different quality of

information than the empowering information sought to ensure their babies’ safety. It was
º

information and interactional experiences that the mothers needed to support a loving and :
caring relationship with their babies in which the mothers developed their own expert

sa

knowledge of their babies, that is, for each mother to become the “mother,” able to care for º
“her” baby. Such empowering information and interactional opportunities were critical for º

the mothers because they also served to mediate the waiting, wondering, fears, uncertainty, º

and other attendant emotions commonly experienced with having a premature baby. º

Every mother conveyed a need for the health care providers to understand that she

is the mother of her baby, the person who loves and is responsible for this baby. The

mothers could not accomplish this goal unless they could obtain empowering information

and interactional opportunities that made them knowledgeable and then confident about

being their babies' mother. When with their babies, the mothers needed to ask much of the

nurse, including questions and concerns like: What are the possibilities for my interactions

with my baby? What can I do for and with my baby? How should I touch my baby?

How do I feed my baby? What do my baby's behavioral responses mean? Help me to

evaluate myself when I am interacting with my baby. Help me to understand if I am doing

it right or wrong. Help me to understand what to expect. Obtaining answers to these
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questions was critical for each mother’s ability to transform herself into the “real” mother

of her baby, and they had to get the information and skills to empower them from the same

health care providers, primarily the nurses, who were caring for their babies.

In this section, exemplars are given to demonstrate the nature of the empowering

information and interactional opportunities that mothers prioritized as critical to their own

well-being as well as that of their babies.

Getting Back To Normal

In their experiences of having a hospitalized premature baby, the mothers in this

study were thrust into a very harsh reality that shattered their expectations of becoming a

mother. Becoming a mother of a premature baby meant that each mother had to work to

develop a loving and caring relationship with her baby(s) within the context of the NICU

environment and each baby’s particular capabilities. They sought to wrest back some of

the common anticipated markers associated with becoming a mother while searching for

alternative motherhood markers and milestones. The mothers also worked to develop and

exercise their own expert knowledge of their babies. They spoke of this as “trying to get

back to normal.” In the mothers’ narratives and actions, these aspects of becoming a

mother were interrelated and not distinguishable from one another. For heuristic purposes,

however, I will present how mothers experienced obtaining empowering information and

interactional opportunities for “getting back to normal” in the context of their efforts to:

(a) to secure meaningful moments and (b) develop and exercise expert knowledge of their

baby(s).

:ºº

º

|
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Securing Meaningful Moments

In this study, the mothers’ narratives and actions demonstrated efforts to establish

markers and milestones of motherhood in the context of having a hospitalized premature

baby similar to those well documented in the literature (Robertson & Berlin, 1986;

Sammons & Lewis, 1985) and to what Lasby and colleagues (1994) referred to as working

for meaningful moments. In this study, however, the term securing meaningful moments

also refers to the mothers’ evaluations and actions to secure empowering information and

interactional opportunities that facilitated a loving relationship and made them

knowledgeable and then confident about being the “mother” to “her” premature baby(s).

In this section, I first provide the mothers' evaluation of the importance of securing

meaningful moments. I then present descriptions that focus on the situations and

conditions that many mothers believed posed difficulty to their ability to develop a loving

relationship and become knowledgeable and then confident about being the “mother” to

“her” premature baby(s).

Throughout the period of the baby's hospitalization, the mothers in this study

repeatedly referred to common motherhood markers and milestones that were lost to them:

Meg. When you become a mother you’re supposed to be able to take care of your
baby. Nothing is the same, I don’t even know when I’ll be able to hold her.

Claire: I hurt too much from the surgery and birth to even reach out and touch my
baby. And my daughter knew that we having twins and one of the babies died.
When she came to see me, there was no happy party. Because I hurt so much, I
couldn't hug her and comfort her. And no one could hug me, either, because I hurt
so much.

Dolores: The worst I think was going home without him, I could stand everything
but that. It’s not like when we had our daughter and I could hold her right away
and take her home and care for her and there was such a celebration. Members of
families and friends don't know what to say or do, whether to congratulate you or
say I’m sorry.

!
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Beth: I pump my breasts because I’m her mother and I know it will help her but
it’s so unnatural. I should have her at my breast. It shouldn’t be like this.

The mothers saw their vigilant watching over and negotiated action with nurses as

enabling them to identify ways of helping to provide love and comfort to their babies and

how to care for their babies as well as maximizing every opportunity to do so. But within

the context of the NICU environment and their babies’ capabilities most mothers relied on

the nurses to inform about the possibilities for their involvement, identify and establish

alternate rituals, and facilitate the possible interactional opportunities during visits. Two

stories illustrate the importance of this process and how, regardless of the challenge

mothers faced in securing meaningful moments, it was important enough not to be

relinquished.

In the first story, Claire described her first visits with her surviving twin, Alex,

and how the nurses helped to provide initial interactional opportunities that were positive

and helped Claire to realize the possibilities for her involvement:

On my first visit, we went in and my husband, he was taking me in, in the
wheelchair and I started looking around at the other babies and seeing what the
room looked like. I started to get faint so I tried not to look around, but I was
getting scared.

When we got to his bedside, I didn’t know what to expect but the nurse was just
real friendly and encouraging. Alex was up kind of high and the nurse lowered the
bed so I could see him. As the bed lowered I could see his toes wriggling around
and I got a big smile on my face. So then the nurse started explaining things about
Alex, what we could do with him. She told me I could hold him but I was too
weak to hold him at that first visit. So then she showed us how to touch him and
what he might like. So my husband put his finger in Alex’s hand and he grabbed
it. We couldn’t believe how strong he was. She started to explain all the things
that we could do with Alex now and look forward to doing in the next week or so.

On the next visits, I knew I could hold Alex and the nurses helped make sure that I
got to do that right away. It was such a beautiful feeling.

:
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In the second story, Sally described how touching and holding Tara in her isolette

and doing “small care things” became important rituals for every visit. It helped Sally to

realize that she was indeed developing a relationship in which she felt Tara began to know

and respond to her as the mother. Although Sally had held Tara briefly outside the isolette

several days after Tara was born it would be many weeks before Tara could really tolerate

being held. These other rituals sustained Sally during the long period of time before she

could actually hold Tara:

At first because you can’t hold your baby or anything, and it doesn’t feel like you
[have] a child, because I didn’t get to hold her. I mean you can’t hold when she’s
having so many desats [oxygen desaturations] on the ventilator. ....But then you
touch her all over and you keep doing that on every visit. And it starts turning
different. ....Then it’s all of a sudden like an instant bond. It starts changing,
then it becomes a great visit.

And you try to do things different, like brush her hair. And do different things to
hold her with touching her [Sally is referring to how she puts her hands around
Tara when she is lying in the isolette]. ....Like I’ll pick her hands up or just let
her hold onto my finger. And then some days, I actually need to move her around
[in the isolette] to hold her and just have her in my arms. Or I’ll pick up her legs
and hold them gently and things like that.

With these next remarks, Sally leaned forward with her arms outstretched as if she was

holding her baby and emphasized:

I am trying to feel it, to know what it’s like to hold her. Because I have a sense of
what it’s like to hold her. So I'll hold her, put my hands around her in the isolette.
And then when I lay in bed at night, ....I think about what it felt like to touch her,
to hold her the way I can. ....See, I try to bring it up, to feel it, like I know what it
will be like to hold her.

Many mothers believed their ability to secure meaningful moments was undercut

by the sheer number of multiple caregivers they and their babies experienced. Beth

emphasized that she had a group of dedicated primary nurses who cared for Karen and

herself on a regular basis. Nevertheless, Beth reported that over 65 different nurses cared
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for Karen and herself during the five months of Karen's hospitalization in the study NICU.

While most mothers did not experience receiving care from such a large number of nurses,

they agreed with one mother’s assessment: “It is simply too exhausting to have to figure

out what each nurse is comfortable with you doing.” Many mothers had experienced

inconsistent approaches to their caregiving by the nursing staff. This was the case even

though most mothers over time had a clear sense of their basic expectations for

interactional opportunities. However, most mothers reported that their fear of being

labeled a difficult mother or having an altercation with the bedside nurse over their

involvement precluded them from advocating on their own behalf when they experienced

inconsistent approaches from nurses that limited their interaction.

Other structural conditions which impeded securing meaningful moments was the

nurses’ time available for assisting mothers as well as the mothers’ perceptions of the

adequacy of the nursing staff to patient ratio. As described in Chapter 6, “nurse buster º

assignments” allowed little time for mothers and nurses to negotiate possibilities for

involvement. Nurses had little time to provide information, guide mothers in developing

the skills necessary to care for their babies, and assist in the appraisal of the mothers’

interactions with their babies. In such situations, the mothers’ priority became vigilant

watching over to safeguard their babies from danger. From the mothers’ perspective, to

advocate for their own needs for information and interactional opportunities meant

diverting nursing resources from the direct care of their babies and placing their babies in

even further danger. At these times, the mothers provided what care that could to their

babies and carefully gauged if the nurses could provide adequate supervision for certain

interactions with their babies. For example, if the mothers’ babies were in the acute care
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wings, the mothers often assessed that it would not be safe to hold their babies and

declined the opportunity even when offered by the nurse, unless it was their primary nurse.

In the recovery area, even if the mothers and nurses had planned an important milestone

activity such as the baby’s first tub bath from the mother, the mothers’ response would be

to negotiate an alternate day or time for the activity. Linda spoke for many mothers about

the effect over time that these structural conditions had on their ability to secure

meaningful moments:

It’s so frustrating. You want to be able to do these things with your baby. And
depending on what it is, like for me it was the bath. I want to do it but I'm a
nervous wreck just thinking about doing it. So you’re disappointed and frustrated
and you worry about whether you’ll get the chance to learn how to take care of
your baby so that you feel good about it when it’s time for you and your baby to
go home.

Regardless of the mothers’ professional background or maternal experience with

other children, each mother in this study underscored how meaningful moments, regardless

of how well planned, could be lost because of assumptions on the nurse's part about the

mothers’ needs for guidance and appraisal. Beth's experiences were illustrative of how

this could occur and the actions mothers often took to secure meaningful moments that

could be cherished.

Just shortly after I spent some time with Beth and Karen in the nursery, we left

Karen’s bedside to have a private conversation about Beth's experiences with what she

referred to as important milestones with Karen. Beth described some of her first few

experiences of bottle feeding Karen which were characterized by a lack of privacy,

empowering information, and supportive appraisal:

There were so many people watching the first feeding [nurses, other parents in
room, grandparents] but it was so short and it was obvious that Karen didn’t need
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me to do much of anything. But with these last feedings, I had absolutely no idea
of what I was doing.

Beth went on to describe how the joy and accomplishment of these first feedings which she

had hoped would provide her with knowledge and confidence in caring for Karen were

obstructed by the task orientation approach used by many nurses:

I felt like the nurses were saying, ‘Here you go, here’s the baby, here’s the bottle,
go for it.’ And later on with this last feeding, the nurse came to check up on me,
and I really had no idea of what I was doing. So Karen only took about four cc s.
So finally I told the nurse, ‘Here you try it. [Beth gestured how she stuck the bottle
out to the nurse.] You know what you’re doing, you try it.’ And the Karen took
about another 10 cc s.

From Beth's perspective many nurses weren’t considering that Beth and Karen

might have very different needs for learning which effected the possibilities for a positive

experience with the first feedings. Beth described her needs:

It was a very awkward situation for me, because I feel like I am the mom and even
though she’s in the hospital I should take responsibility and try to teach her
something. It was very awkward, because it felt like the nurse’s attitude was,
you’re a mom, you should try. But I need someone to help me figure out what she
needs.

Beth believed a better approach would have been to first address Karen's need to learn

how to nipple feed and for Karen to observe and then try to feed Karen. She contrasted the

outcome for both Karen and herself when the following night her primary nurse used such

an approach after listening to Beth describe her prior experiences feeding Karen:

I felt like Karen is the one that needs to learn first, before I try to learn. So then
last night, ■ primary nurse] really worked with Karen on the nipple feedings and
was so patient with her. And the nipple feedings went a lot better. Karen wasn’t
stressed out and so I was able to do a lot better, too.

Beth went on to explain how when her primary nurse is working, she is able to do

things with Karen that she doesn’t do with other nurses. Beth didn’t feel comfortable

asking the multitude of nurses that she didn't really know to arrange opportunities
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for caregiving that Beth considered important milestones. Initially, Beth wasn’t even sure

that she could even make such a request, until the primary nurse assured Beth of such

possibilities. Beth's experiences led her to “trust” that her primary nurse would do

“everything she could to make these experiences positive” for both Beth and Karen:

I knew [primary nurse] wanted me to able to give her a bath, but I figured she
would have given her one before I got to the nursery because I was leaving to go
on a trip the next morning. But ■ primary nurse] said, ‘No, I’m going to wait for
you to do it.” So I asked her if we could do it right after shift change and she said
sure. So that way I could do it.

And we have planned a time tonight when it’s quiet and there is more privacy,
when I can feed her tonight, so that I could be sure to do it. ....And lots of time I
want to get something on video tape. ....That’s important not only for Karen so
there is record of how her life began but for my husband who can’t be here. So
then, [primary nurse] will say, ‘Well, I’ll be on such and such a night so why don't
we try to get it on tape then.” She’s very good about that, she takes the time to try
and accommodate us.

Securing meaningful moments to develop a loving relationship with their babies

became an important maternal task that depended on nursing support for success. Mothers

very carefully advocated for this nursing support to avoid being labeled a “problem

mother” and to ensure maximum care for their babies.

The Mothers' Expert Knowledge

As a result of their babies' premature birth, each mother in this study had to work

to develop expert knowledge of her baby(s) in the context of the NICU environment and

their premature baby(s) capabilities. Initially, most mothers viewed the nurses and other

health care providers as “experts” on who their baby was. However, over time many

mothers talked about their expert knowledge of their baby. This expert knowledge focused

on what worked best with their baby in terms of caregiving needs and concerns. Most
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mothers described the conflicting message in nurses’ and other health care providers’

words and actions about their respect and value for the mothers’ expert knowledge.

In the first story Meg described how a nurse “punished” her baby because Meg

dared to assert her maternal knowledge:

Jesse is going through some kind of growing phase and she is much more active.
I’ve noticed that you have to position her in certain ways so that she will fall into a
deep sleep. Her primary nurses and most of the other nurses are real good about
helping me to position her, because I’m still not comfortable with positioning her
head. You know, how her neck is still not that strong. Anyway, I like to make
sure that she is in that position before I leave at night.

The other night, Jesse was lying in her isolette with her eyes closed. She would
fuss every few minutes. So I told the nurse I was leaving and asked her to help me
reposition her so that she wouldn’t wake up as soon as I left.

Well, the nurse crossed her arms in front of her chest and said she didn't want to
help me because Jesse was asleep. She said, ‘Can't you see that she is sleeping?
I'll just wake her up.’ I explained my reasons and told her that Jesse didn't
usually wake up when the other nurses repositioned her.

The nurse said, “Well, I don’t think she should be bothered. But we’ve been told
[referring to nursing administration] that we have to do what mothers want. So is
that what you want me to do? To move her even though I think she’s just fine?”

I told her yes, that is what I would like her to do. And she went in into the isolette
and just flipped her like a pancake, not gentle at all. And Jesse started crying and
got all upset. The nurse turned to me and said, ‘See, I told you she would wake

>

up.

The way I feel is that she did it on purpose because she was angry at me and took
it out on Jesse. But I have already gone to the Head Nurse about other concerns
so I don’t think I can go to her about this. I feel like I’ve gone to her all I can. I
don’t want her to think that all I do is complain. So I'm not going to say anything.

Linda provided the second story which recounted one of her experiences of having

her expert knowledge of Timothy respected when planning his progression to nipple

feedings. Through negotiated action Linda had collaborated on Timothy's feeding plan
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which their primary nurse practitioner documented in Timothy's chart. Linda returned to

the nursery a few days later only to find that plan had not been followed:

We went back and forth, long conversations with his bedside nurses and the nurse
practitioners. We agreed, his nurse practitioner wrote it down. And then I felt like
it was because I left, I wasn’t here, that the other nurse practitioners and nurses
felt they could just go off and do something else. It’s like a cruel joke, why lead
me on to think I really have a say in my baby’s care, that you respect my opinion,
when you go off and ignore it every time? But then I think if I get upset, or go say
something it will just make matters worse for me because it’s not like anything bad
happened to Timothy.

These examples demonstrate the delicacy with which mothers felt they must

approach caregivers when trying to assert their need to become the baby’s mother and

exercise their expert knowledge of their babies. The uneven nursing support for this

maternal task forced mothers to advocate only with great care in this regard. As suggested

in this section, the extent to which mothers were able to secure meaningful moments and

develop and exercise expert maternal knowledge was also dependent on the extent to which

mothers experienced emotional safety in the NICU.

Emotional Safety In the NICU

All the mothers in this study reported experiencing a wide range of emotions

consistent with those identified in the review of the literature: anger, anxiety, denial, grief,

guilt, helplessness, hopelessness, isolation, loss, self-blame, amazement, happiness, love,

and joy. Mothers’ feelings were not only emotional responses but contributed to the

mothers’ perceptions of emotional vulnerability. The mothers’ emotional responses were

experienced within a situation in which fear for their babies' survival and quality of life

and uncertainty were constant and salient features.

Emotional safety in the NICU refers to the prominent themes in the mothers’

narratives and actions of feelings of extreme emotional vulnerability in the NICU. The
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stories that the mothers shared and the situations I observed revealed how each visit to the

NICU involved a degree of emotional exposure for them and the potential for either being

protected and sustained or for further violations to their emotional well-being. The

essential factor in women’s experiences was how this emotional exposure was dealt with in

their interactions with nursery staff, and how the mothers answered such question as: Am

I treated in a way that shows understanding of my situation? How welcome do I feel at my

baby’s bedside? How do nurses respond to my emotions? Is there inconsistent attention to

what I am experiencing and feeling? Are my words and actions confidential?

A key factor in the mothers’ interpretations of their emotional safety in the NICU

was their perceptions of the degree of emotional warmth and understanding nurses

generated in interactions with them. All the mothers believed that the nursing staff as well

as other personnel would understand their need to be with their babies in the nursery and

thus be welcoming. It was an explicit assumption. As they put it, “Nurses are the ones

who spend their days and nights caring for our babies.” Dolores' words demonstrated:

Who better than a neonatal nurse, that is except for another parent who’s been
through this, is going to understand what we mothers, parents are going through?
They had to have seen it all: the heartache, the pain, and suffering.

So when many of the mothers felt unwelcome at their babies’ bedside, the mothers

were stunned, hurt, confused, and angry. Most mothers detailed nurses’ actions that made

them feel like they were an intrusion into the nurses’ space. They noted the behavioral

nuances of the nurses’ eye contact, facial expressions, animation, and body language.

Their statements illustrate: “It was 20 minutes before anybody said anything to me. They

saw me but they didn’t say anything.” “I had to guess who was taking care of my baby.”

“I could just tell the minute I walked in, when she saw me, it was written all over her face.
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‘Oh, no, the mother!” “She acted like I had just ruined her shift.” Some nurses

demonstrated a clear reluctance to engage in conversation with the mother except to give

just the “facts” about her baby.

When these incidents occurred, especially the first time, the mothers were in

quandary as to what to do. Cognitively, there was a delay before the mothers could

process what had just happened. The mothers interpreted the nurses’ responses to mean

that there was some deficiency with themselves. They felt devalued. The mothers would

say, “I couldn’t figure out why she didn’t like me.” “I wondered if there was something I

had done that I didn’t know about.” Others imputed that their advocacy on behalf of their

babies had caused the nurses to label as them “difficult” and therefore unwelcome. They

said, “I know I ask a lot of questions, but I have to.” Other mothers derived that, as active

participants in their babies' care, the nurses should be happy to see them. They were

puzzled and hurt: “I come to be here with my baby and I do a lot of the care for my baby.

So why is she treating me like that? Like I’m a bother. She has less work to do when I’m

here.”

What actions did the mothers eventually take with the nurses when such situations

arose? They prioritized actions to be able to remain at their babies' bedside and diffuse

the tension they perceived with their presence, for the sake of being with their babies.

They concurrently focused their energies on controlling their emotions and making the

nurse “like me.”

The mothers closely monitored their own behavioral and verbal cues that would

reveal their emotions. Their own emotional needs were marginalized. That is, the mothers
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did not engage in any activity that questioned or challenged the nurse’s actions on their

own behalf, that is, they acted through judicious use of challenging institutional authority.

The mothers described, and I watched how they try to convey to the nurse, that

they really weren't going to be a bother. As several mothers said, “I learned to ask the

nurse about herself first, before I even asked about my baby.” While the mothers believed

that they were always cognizant and sensitive to the nurses’ responsibilities and work

loads, they now made even more of an effort not to talk to the nurses unless they were at

their babies’ bedside. They carefully broached questions about the nurse’s schedule and

then their babies’ schedule. In other words, they attempted to negotiate access to their

babies. And they restricted their own access or covertly obtained access. Some said: “I

will just wait until they invite me to do something with my baby.” Other mothers would

debate with themselves about whether to offer their assessments of when to time routine

care needs for their babies, for example, if the nurse could feed the baby a little earlier than

scheduled. Some mothers carefully monitored their nurse’s activities and the attention

focused in their direction. When the nurse was not looking or went out of the room, some

mothers would spring into action. They entered the isolette to touch their baby, put a hat

on, rearrange a blanket in the isolette and as they did so say to me, “I’ve been waiting all

shift to do that!” At these times the mothers heightened their awareness of the cues and

situational dynamics occurring with the nurse to achieve some measure of access to their

babies.

Similarly, routine phone calls to the nursery for updates on their baby’s progress

served as another occasion for interactional peril. Many mothers stated instances in which

“the nurse told me, you just called a few hours ago, there's no change.” Some mothers
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reported that “getting the simplest information was like pulling teeth.” Again, the mothers

used words like “rude,” “really unfriendly,” “irritated,” and “flippant” to describe the

nurses’ demeanor.

In these situations the mothers perceived gross insensitivity surrounding their

distress for fear for their babies' survival and being separated from their babies, regardless

of how far away the mothers were from their babies. They asked, “Don’t the nurses

understand that we feel better when we call? At home we just worry and think about all

the things that might be happening to our babies?” When such incidents occurred some

mothers reported being “stressed out” or “bursting into tears as soon as I got off the

phone.” One mother’s experience illustrates:

I called the other night and one of the nurses was really rude to me. I got off the
phone and I cried. ....It was just the way she talked to me. It was like, well, I'm
used to the nurses, all of them being real friendly and informative. And I call just
before I go to bed every night just to make sure she's okay.

And I called and when the nurse answered the phone I said, “How is she?' And the
nurse said, ‘Well, who’s she?' in a real loud, rude tone of voice. I said, ‘Oh, I’m
sorry, this is [baby’s name] mom.’ And the nurse said, “She’s fine.’ And then she
just kind of sat there and didn't say anything. So then I said, ‘Oh, okay, so then
nothing’s happened since I left this afternoon.” The nurse said, ‘No, were you
expecting something to happen?” She was just real rude, I didn't like that at all. I
said okay and got off the phone.

I don’t want to say anything because I'm afraid that if that nurse works with my
baby again, she's going to neglect her or something.

Well then, after I thought about it, this nurse was only over my baby and another
baby. And that other baby was a boy. So, when I said, ‘How is she doing?” and
the nurse said, “Well, who's she?' Well, just her tone of voice made me feel real
uncomfortable. Like she was having a bad a day or something. You know, I can
expect that, but still they should be sensitive to me too. That this is a very hard
thing for me to be going through...they can be nice. You know, I just didn't expect
anything like that.



205

Now instead of being relieved, the mothers reported not being able to sleep and

worrying all night. It increased their feelings of helplessness and powerlessness. Often

miles away, how could they get the information they needed about their babies to alleviate

their fears and worries? The mothers didn’t dare call back and risk further violations to

their emotional safety and potentially compromise their babies' care. In the event that the

mother was with family or friends, she could garner support from them to help her sort out

what had happened, validate her feelings, and in many instances they helped champion her

rights and needs. Sally explained:

I was just so upset. You know, I hadn’t expected anything like that. The nurse
was just so rude. I got off the phone and kept thinking how sick she [baby] was.
So my husband said, at first, you know, don’t make a mountain out of a mole hill.
But then he was upset too. All the other nurses take the time to talk to us, they are
so good about that. Well, then he waited a while and he called and asked
questions. And got the information, that helped. I mean I just couldn't stop crying
and worrying, I wanted to get right back in the car and drive here. Which I
couldn’t do. It made us both feel a better after he called.

A few mothers concluded from such incidents that only events which the nursery

staff considered devastating, which usually meant a turn for the worse in their baby's

condition, were the situations warranted as legitimate for them to demonstrate emotional

distress.

Even in situations where the nurse was attempting to provide the emotional

support, missed cues and misunderstandings about the source of the mother’s emotional

distress often resulted in mothers experiencing increased emotional vulnerability. Mothers

often found that once their baby was deemed stable, many nurses and physicians appeared

genuinely perplexed when they were tearful or anxious. Nurses were often quoted as

saying “Why are you so upset, your baby is doing okay?” Although crying at the bedside

was tolerated and even supported in the first few days after delivery, many nurses’
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patience and understanding seemingly disappeared in the ensuing weeks of hospitalization.

When the baby was in the recovery phase of the hospitalization, there were less

opportunities for talking about what the mothers were experiencing and feeling. The focus

was on making sure all the discharge teaching got done and by the nurses’ assessment that

the mother had learned what was necessary.
-

Breaches of confidentiality posed some of the gravest risks to mothers’ emotional

well-being. Some mothers experienced feelings of humiliation and denigration when they

learned that events involving them and/or their baby were common knowledge among other

nurses and/or parents throughout the nursery, especially when these events entailed conflict

with nursery personnel, family members, or other parents. Often this information was

inadvertently relayed throughout the nursery in conversations between nurses and

overheard by nurses. And often, criticism of the mothers’ themselves and/or their

responses was explicit in these conversations. And the rapidity with which such news was

carried was likened to a “wildfire.” The mothers involved described, “feeling like running

out of the nursery and hiding, covering my face in shame” or regretting words and feelings

they exposed on visits.

Breaches of confidences of this sort leave a haunting residue. Afterwards, the

mothers were very hurt, angry, and guarded, and found it difficult to trust all but the few

nurses with whom they may have established a strong, trusting relationship. Mothers who

witnessed or overheard these stories as they were circulated had similar responses. On

some occasions the fear of further emotional betrayal was so great that the mothers

involved never talked about these events to any of their nurses. The following story
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provides a paradigmatic example of the attributes of a lack of emotional safety in the

NICU as articulated by the mothers in this study.

Carmen’s Story: “She Couldn't Stay Here Anymore”

This story involves Carmen, who became a mother at 41 after suffering two

previous pregnancy losses. Her baby boy, ru. was born at 30 weeks gestational age. For

Carmen and her husband, Paul was truly their miracle child. Just days before Paul's

scheduled discharge to home, Carmen experienced an incident in which she felt so shamed

as to have no choice but to leave the nursery, only returning to room-in with Paul the night

before his discharge to home. I had been out of town and returned to the nursery the day

of Paul’s discharge. Not wanting to spoil this day for herself, Carmen did not want to

have to tell me about the incident. Carmen had asked Dolores, another mother in the study

with whom she had developed a close friendship, to tell me “her story.” After biding our

farewells to Carmen and Paul, Dolores and I sat at her baby’s bedside and she told me

about Carmen’s “very bad day.”

Dolores described how she and Carmen had commuted together to visit in the

nursery. In the few days prior, the census and the acuity level in the nursery had increased

dramatically. When they arrived that morning to visit Dolores said: “They had babies

hanging from the rafters, and they were really sick. All the nurses were talking about it.

They were moving babies around here left and right.” Dolores and Carmen parted

company to be with their babies in different wings of the nursery. Anthony, Dolores'

baby, was in one of the acute care wings and Paul was in the recovery area of the nursery.

Carmen entered the room in which she left Paul the previous evening. He was no

where to be found. Trying not to panic, she asked the nurses in room where Paul had been
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moved to. They looked up surprised and responded, “Oh, we don’t know, he’s not here.

Check in one the rooms in the acute wing. We think he went over there for staffing.” By

now Carmen knew that “moved for staffing reasons” referred to when babies were moved

to different areas of the nursery to distribute the work load of the nursing assignments for

optimal use of nursing staff resources. The move was not because of a change for the

worse in Paul's health status.

According to Dolores, a vicious cycle ensued. Carmen went to the room she was

instructed to go to (a different acute care room than the one Dolores and Anthony were in).

The room was packed with six isolettes, respirators, and numerous other monitoring

equipment surrounding each bedside. Carmen knew that Paul was in a small open crib.

Where was he? Carmen, once more trying not to panic, asked the nurses if Paul was in the

room. None of the nurses had Paul in their assignment but they explained that one of the

nurses working in the room was on break. They suggested she check the other rooms in

this wing. Carmen went from room to room, looking and asking for Paul. She walked up

and down the aisle, checking the names at every bed and the patient name board posted in

each room. She went out to check with the unit secretary where the nursing assignments

were posted. The unit secretary sent her back to same room in the acute wing. Once

more, Carmen walked the rooms looking for Paul. This went on for almost a half an hour.

She could not find Paul.

Now Carmen was panicking. She had no idea what had happened to her baby.

Carmen was very scared that something awful had happened to Paul. It seemed impossible

to her that something could have happened and that she would not be notified. But she

could see how busy it was in the nursery. Was it really possible that something had
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happened to Paul? Was there really a chance that she could lose Paul now, after

everything they had been through? Carmen kept her wits about her and went to enlist the

help of Dolores.

As Dolores told it, “Carmen was shaking, pale as could be, and in tears when she

came to tell me she couldn’t find Paul. I tried w reassure her. I told her that surely

someone from the nursery would have notified her if something bad had happened to

Paul.” Dolores suggested who Carmen could seek help from: “I said she should go to find

the Resource Nurse or Charge Nurse and ask her to help her find Paul. Not to worry

about asking, after all that’s part of their job to do that, know where all the babies are.

Carmen followed Dolores' advice. When first approaching the Resource Nurse,

Carmen was directed back to the same room in the acute wing she was originally sent to.

Carmen explained that she had already looked in the room and could not find Paul. The

Resource Nurse offered to help Carmen find Paul. The Resource Nurse walked in the

room, went to one end of the aisle to the last bed space in the row. It was an isolette with a

respirator standing along side it. Carmen almost fainted. She couldn't move. Then she

realized the Resource Nurse was pointing to an area along the back side of the isolette.

There wedged in a space of just a few feet between a sink, isolette, and the back wall of the

room, obstructed from view was Paul in his open crib with a cardio-respirator monitor on

a low shelf. Carmen had not even seen him there when she looked earlier! He was not in

what she understood to be a bed space. Carmen told Dolores: “They might as well have

shoved him in the broom closet. How was I going to be able to even sit with Paul?”

In her relief to find Paul alive and well, Carmen began sobbing uncontrollably.

The Resource Nurse assessed the situation and came to a same conclusion. There was no
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room here for a mother to sit with her baby, never mind the traumatic experience she had

just suffered. She made her decision. The Resource Nurse believed that Carmen and Paul

should be moved back to a room in the recovery area. The Resource Nurse needed to have

the decision approved by the Charge Nurse. The Resource Nurse tried to comfort Carmen

and told her she would check with the Charge Nurse about Paul’s location. Carmen stayed

in the room with Paul.

Dolores witnessed much of the following events. The Resource Nurse found the

Charge Nurse in the wing Dolores was in. She relayed what happened and made her

suggestion. The Charge Nurse's response was to say okay but cautioned the Resource

Nurse that this would mean moving several babies throughout the recovery area and an

acute wing and rearranging some nurses’ assignments a good four hours into their shift.

The Resource Nurse said, “That may be the case, but I think that’s what needs to be

done.”

Carmen was told about the move and went to the recovery area to wait for Paul.

As Carmen had told it to Dolores, she entered the doorway area of the room in the

recovery area. She immediately saw the nurses getting ready to move babies and stopped

dead in her tracks when she heard the nurses talking about her. Dolores said:

She could see how angry the nurses were from their facial expressions, the way
they were banging things around, their sarcastic tone of voice, that they were
angry. Some of the nurses were rolling their eyes, saying how now they would
have all this extra work just to humor some mother. They made comments to the
effect, “What’s that mother's problem anyway? What’s wrong with her, it’s not
like anything bad happened to her baby.”

Carmen fled the room before they could see her. Again she sought out the comfort

and support of Dolores. Dolores described how Carmen kept saying:
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Now the nurses are upset because I got upset. The fact that I was so scared about
Paul, and now they are moving him back to the recovery room. They are all really
angry with me. And you know, it’s not like I really did anything on purpose to
make them angry. Don’t they understand how frightened I was and that there was
no place for me to be with my baby in the other room?

Dolores validated and commiserated with Carmen. She told Carmen, “No it’s not

right.” Carmen tried to stop crying. She didn't know how she was going to be able to go

back to the room they were moving Paul to. For the remainder of that day, Carmen had a

hard time staying in the recovery room. She had to leave the room several times to regain

her composure when she became overwhelmed with hurt, fear, and confusion about what

had happened. Carmen sought out Dolores many times to talk about how embarrassed and

ashamed the staff had made her feel. Dolores didn't dare tell her how she witnessed

numerous staff spreading the story around the nursery in front of many other parents.

Somehow Carmen endured that day. Dolores said Carmen was still shaking and

very nervous when she left. Carmen could not return for a few days. When she called the

nursery for updates, the reason she gave for her absence was that she was getting

everything ready at home for Paul. Carmen arranged just to come in and stay the night

before Paul’s discharge.

Dolores shook her head in disgust:

It made her feel like she didn’t have any friends in here, or anybody who
understood or cared about what she was feeling, that were just very angry at her
for something very normal, you know, that’s very normal for a mother to feel.
....And then when she had to come in and stay overnight she was very nervous.

Dolores concluded this story by saying, “It was a good thing she and Paul were

ready to get out of here. It was time for her to go. She couldn't stay here anymore.”

Dolores shuddered, looked up at me and again said, “She couldn't stay here anymore. It

was time for her to go.”
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Although issues of emotional safety loomed large in many mothers’ narratives and

actions, what remained manifest was, to advocate for oneself in this regard posed even

greater risk for further violations to their own emotional well-being and compromising

their babies' care. The risk-laden consequences of speaking out led mothers to become

hyper-vigilant for behavioral and verbal cues that conveyed the nurses’ openness or

discomfort toward with their emotions. They became focused on controlling their emotions

in the nursery and in their interactions with nursery personnel. These maternal strategies

exacted a tremendous loss of time, energy, and self-worth. Some mothers found

themselves bound in emotional straight jackets, their distress further exacerbated by the

need to continually monitor their own access to their babies. In response, most mothers

turned to other mothers in the nursery and their husbands or partners, families, and friends

for validation and support. As illustrated in Carmen’s story, in some instances the threat

to their emotional safety was so grave as to leave the mothers no recourse but to remove

themselves from the NICU. The overall strategy that mothers used to manage their

emotional safety avoided any direct confrontation with health care providers.

Maternal Support Resources in the NICU

In the course of this study, many mothers’ evaluations and actions suggested that

the type, content, and distribution of NICU resources designated to help mothers be

present in the NICU and enable mothers to safeguard their babies and themselves were

insufficient. Chapter 5 on the mothers’ interface with the structural conditions of neonatal

intensive care outlined the resource (e.g., transportation, housing, child care) and

entitlement issues (e.g., lack of disability benefits, inadequate financial assistance) that

were problematic to varying degrees for the mothers in this study. In this section, I explore

17

º



213

the experiences of Dolores, one of the Hispanic mothers in this study, whose story

demonstrates the profound effects and serious ramifications of such nonexistent or scarce

resources available through or within the neonatal intensive care nursery on the mothers

and their babies and families.

Dolores was bilingual, fluent in Spanish and English, and developed extensive

networks among the Hispanic, English-speaking and the Hispanic, Spanish-speaking only

mothers and families in the NICU. In turn, her experiences of having a hospitalized

premature baby extended to include interactional dynamics with this group of mothers and

nursery personal that were shaped by the availability of resources to these families in the

NICU. Her story demonstrates how the impact of a lack of critical resources goes beyond

just those mothers who are in direct need of them. Dolores' story suggests that mothers

experience the lack of institutional health care resources and services and entitlements

differentially based on their social class, race and ethnicity, and other resources available

to them. Dolores' experiences detail how one community of NICU mothers, who in this

case were Hispanic, coalesced around the issue of provision of basic resources to enable

mothers to be with their babies in the NICU. The community encompassed those mothers,

desperate for basic resources, who organized outside the institution to obtain the resources,

and other mothers who stood in support of their community to try to provide the resources.

No less important to all these mothers’ experiences was the role played by nursery

personnel in the provision of these resources. Dolores’ experiences show how even basic

provisions of care in the NICU, that is, the work of the NICU, was shifted to become the

work of the mothers with serious ramifications.
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NICU Resources As Context

As outlined in Chapter 5, the NICU based support resources such as social

workers (e.g., assistance with securing entitlements, local housing to be near baby, food

vouchers, psycho-social support/assessment of family coping, arrange family meetings)

and discharge coordinators (e.g., arranging transports, special equipment, coordinating

discharge teaching, follow-up health care) focused on securing available resources to

facilitate mothers to be with, and more adequately care for, their babies. For example, the

study NICU had few resources to assist families requiring language assistance or

transportation. Mothers often resolved these resource deficiencies by organizing among

themselves to provide alternatives. However, this ultimately placed unreasonable burdens

on some mothers and necessitated unpardonable breaches of confidentiality.

Although a social worker was assigned to each family in the NICU, mothers'

access to these services was limited by the large patient population in the NICU compared

to the small staff of social workers, most of whom work part-time during the day and were

unavailable in the evenings and on weekends. One of the few provisions made for

Spanish-speaking only mothers and families was a bilingual social worker. There were

some members of medical and nursing staff who were bilingual in English and Spanish.

However, there were no policies or implemented guidelines for ensuring available

translation resources for Spanish-speaking only families on a day-to-day basis. That is,

Spanish-speaking physicians and nursing staff and other personnel were not available to

provide information and teaching for the mothers and families at their babies' bedside on a

day-to-day basis. Other translation resources available through the study medical center

were the availability of other medical center employees fluent in Spanish (or other
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languages) and hiring translators from translation services outside the medical center.

Medical center employees, if working and able to arrange their schedules, might be

available to help with translation in an emergent situation, however, their translation skills

varied. The discharge coordinators scheduled times with the family to bring in a translator

hired through a translation service for* teaching. However, translators were not

hired to be present, even periodically, throughout the baby’s hospitalization, to facilitate

provision of empowering information and ongoing teaching. Informational handouts in

Spanish were limited. Thus, there were limited institutional resources to facilitate

mothers’ presence in the NICU and scarce translation or language resources for non

English speaking families. Thus, a mother's resource needs and attention to her responses

and concerns competed not only with the health care needs of her baby’s but also with

those needs of other mothers. Under these structural conditions, some mothers in this

study concluded that attending to mothers’ resource needs and responses and concerns in

the NICU became equated with an unspecified standard of neediness and deservedness.

Dolores' Story: Imposed Burdens in the NICU

Dolores, a bilingual mother, provides an example of the impact of this lack of

NICU resources. At our very first meeting Dolores let me know that she was the type of

person who likes to talk to people and get to know them. Dolores said, “That is where my

comfort level is. I am real comfortable establishing a relationship and getting to know

someone, what their likes and dislikes are and expressing my own. So that’s how I am

comfortable with getting my information.” Dolores and her family resided in a outlying

community about three hours commute, one way, from the study medical center. Dolores'

family history was rich and varied. She spoke lovingly and often of her mother who was
º
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still an important presence in her life; a woman who nurtured in her children and

grandchildren a great pride in their Mexican and now Mexican-American heritage and

community. Dolores grew up amidst the struggles of the Chicano Rights Movement in her

community. As adults, both Dolores and her husband saw their community as an

extension of their family which was reflected n their active participation in community

affairs and projects. Dolores and her husband both worked full-time and cared for their

four year old daughter. Dolores and her husband had a clear notion that what was needed

to create a better a future for everyone was to build communities that care for all its

members.

Dolores' warm, outgoing personality, her concern for the well-being of other

mothers and families, resources, and resourcefulness were readily apparent to anyone who

spent a few minutes talking with her, including labor and delivery and NICU personnel at

the study medical center. In the brief 48 hours that Dolores was in the ante-partum unit

before giving birth to Anthony she started making friends with some of the other mothers.

One of the other mothers in the ante-partum unit was Spanish-speaking only. Dolores said

soon the nurses were asking her: “Oh, would you talk to her, we don’t have anybody

bilingual up here.” Dolores told me that of course she said yes. Her heart went out to this

mother who was all alone and had no one who could talk with her. Dolores gave birth to

Anthony a few days before this other mother gave birth to a baby who also required

intensive care. When Dolores was discharged to home, she and her husband went home

and returned to the nursery the next day. But not before first stopping to buy some

Spanish magazines to share with the mother. After that Dolores and her husband were

stopping to visit with this mother during each of their visits with Anthony. Thus, Dolores
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entered the NICU already engaged in the work of a support resource for another mother

who could obtain much less support from health care providers than other mothers because

of an organizational lack of translation resources. In the NICU, Dolores described how

she hooked up with Carmen which in turn led to relationships with an ever widening

network of Hispanic Spanish-speaking mothers which nursery personnel were instrumental

in promoting.

Van Pool

Dolores' and Carmen's husbands were acquaintances, both families residing in the

same community. They introduced Dolores and Carmen who hit it off and decided it

would make a lot of sense to start commuting together on the days they were both planning

on coming to the nursery. Dolores explained how soon the primary nurses of other

mothers were recruiting her transportation resources:

Other nurses heard that Carmen and I were commuting together and that I had a
van. They heard that I planned to drive back and forth each day about three times
during the week and then come with my husband on both days of the weekend.

Another mother's nurse [primary nurse] came up to me and asked me if I knew
this one mother in particular, she also lived in the same community I did. I didn't
know this mother. Well, the nurse explained that this other mother's baby has
been in the nursery for awhile and will be in the nursery for a while yet. And that
the mother does not have any transportation of her own, in terms of car or any
family here that can help with rides. She is coming up as often as two to three
times a week....but has to take the bus. So she is spending six to eight to ten
hours sometimes in a twenty-four period taking a bus from our community to
NICU and then back home.

This mother worked full time, but while her employer allowed her time off without
pay to visit, she didn’t have any work related benefits to help pay for the
transportation costs. [The cost of bus ticket was approximately $50.00 round
trip.]

Dolores went on to say that as soon as the nurse told her this, she offered to invite

the mother (who I shall refer to as Rosa) to drive in with her whenever she was coming to



218

the nursery. Dolores readily identified the enormous burdens posed to Rosa surrounding

transportation. She compared her situation with that of Rosa's. Dolores' work disability

was approximately $480.00 a week which just barely covered the cost of visiting Anthony

five times a week (e.g., gasoline, parking, child care, and food). Dolores could not believe

that provision of transportation to be with your baby was not considered a basic

component of neonatal intensive care.

Soon the word spread through the nursery about Dolores’ “van pool.” In these

mothers’ networking and negotiating of friendships in the nursery there were many ways in

which the mothers came together. Mothers met each other during the course of their

routine activities in the NICU, often making friends with the other mothers and families

whose babies were in the same room or area of the nursery as their own babies. They met

in the elevators or the family waiting rooms, waiting to use the breast feeding/pump rooms,

storing breast milk in the designated storage freezer, and so forth. Most importantly, as

these acquaintances and friendships were struck up, the mothers offered each other, among

other things, information and encouragement about how the mothers might be able to help

each other with obtaining tangible resources such as transportation not available through

the institution. In Dolores’ instance, the mothers who needed transportation assistance

sought her help and Carmen’s both independent of as well as with encouragement from the

nurses, some of whom made direct overtures to Dolores for assistance for other mothers.

By the end of Anthony's hospitalization, Dolores provided transportation to the NICU for

as many as four other mothers from her community at any given time. In addition, and

when there was enough room in the van, Dolores also assisted mothers who lived in same

city as the study medical center with transportation.



219

The lack of organized transportation resources to facilitate mothers’ access to their

babies was clearly not lost on members of the nursing staff or other mothers. Both nurses’

and mothers’ responded with actions that worked to garner this resource from outside of

the institution. That is, the nurses looked to secure these resources from other mothers,

thereby effectively shifting the burden from institution to the mothers. The nurses

repeatedly told Dolores and me that: “It’s nice for the mothers and for you [Dolores] too,

because while you are giving helping with rides, you can all provide support for each

other.”

Translation

We were sitting by Anthony’s bedside when a resident approached Dolores and

asked if she would be willing to translate. He would like to talk with another mother, who

I shall refer to as Juanita. As he spoke these words, Juanita entered the room and shyly

approached Anthony’s isolette standing behind the resident. It seemed that the resident

told Juanita he needed to talk to her about what was happening with her baby. He asked if

any of her friends were in the NICU and could help with translation. Juanita had said that

Dolores was in the nursery today and she could ask Dolores to help. Dolores smiled

warmly at Juanita and said. “Yes, I am always glad to be of service.” Juanita smiled and

Dolores got up from her chair and walked over to Juanita. They outstretched their arms

and greeted each other in a warm embrace. Then the resident, Dolores, and Juanita left to

go to the room where Juanita's baby was located. I remained at Anthony’s bedside, not

wishing to intrude since I had only recently met Juanita.

I was jotting down field notes, off to the side of Anthony's isolette when the

Charge Nurse for that shift entered the room to do some routine care for the baby adjacent
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to Anthony’s bedside. We began chatting and it was from this vantage point that I

watched the following events unfold when Dolores and Juanita return to Anthony’s bedside

a few minutes later. My own observations supplement these events which Dolores

described later in detail and Juanita gave me permission to share.

Dolores had her arms around Juanita who was sobbing. Dolores asked the Charge

Nurse for some Kleenex which was nowhere to be found. I gave Dolores some Kleenex

from my purse and then moved back to sit by the bedside at which the Charge Nurse was

working. Suddenly, the same resident approached the bedside carrying some vials that

contained yellow-green fluid and similar looking vials that were half full of clear liquid.

He held up the vials in front of Juanita's face and launched into an explanation about

Juanita's baby’s problems related to liver dysfunction. It was a lengthy, detailed

explanation which Dolores was doing her best to translate. Juanita cried during the

resident’s explanation and Dolores' translation. Through her tears, Juanita asked

questions about her baby’s condition which Dolores translated into English. Juanita

repeated over and over again: “What does this mean?” “Does this mean that my baby

won't be okay?”

The Charge Nurse and I silently watched and were soon joined by Dolores' and

Anthony’s nurse who had been on break. The Charge Nurse was seething. She turned to

me and Dolores' nurse and in a low voice explained that what we were watching had

become the norm for Dolores and Juanita. According to the Charge Nurse, several days

earlier, Juanita's baby had major surgery. Dolores sat with Juanita and was at her side

when Juanita's baby returned from surgery. The resident’s first words were to bluntly ask

Juanita, “Has anyone in your family suddenly died at the age of 10?” Juanita, confused
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looked at Dolores who translated. In shock, Juanita stared at the physician and then at her

baby, grabbed her baby’s hands, and collapsed against the bed sobbing. The Charge

Nurse understood how desperate Juanita was for information about what was happening

with her baby, but this did not justify presuming on these mothers’ friendship for

convenient translation. The Charge Nurse wondered if the resident didn’t think that

Dolores might have enough to deal with concerning Anthony’s hospitalization. Moreover,

Dolores was not a trained translator nor was it her responsibility to give other mothers or

parents devastating information about their babies or explain test results and other such

information. The Charge Nurse told me how angry she was because “everyone knows

what’s going on and nobody is doing anything about it.” Her final words were: “I’m just

going to clench my teeth and I’m not going to say anything. I’m just so upset that I’m just

not going to say anything (nodding toward the resident). And I want you to put that in

your study!”

Meanwhile, the resident had left the room and Dolores and Juanita were talking

quietly. Rosa, whose baby was across the aisle has also had to witness the resident's

conversation with Juanita and Dolores. During this time, I saw Rosa struggling to

maintain her composure. As tears welled in her eyes, she would look down at her baby

and hug her more closely and tightly to her body. After some time, Juanita and Dolores

hug and Juanita leaves the room. I joined Dolores at Anthony’s bedside and she tearfully

talked to me about what had just happened:

I feel really bad for Juanita. She is very upset. One day she’ll come in and the
resident will say, ‘Oh, he’s doing really well, he's okay.” Then the next day, he’ll
tell her, “He’s not doing well.’ Juanita had told Dolores that she could see her
baby wasn’t doing very well and today the resident told her the same thing. So
Juanita didn't know what to think. What did it mean when they said your baby is
doing better or okay. How long will this last? How many good days before your
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baby won't be doing well. Juanita said she didn’t know if her baby was going to
keep going uphill, getting better or how many days she had before it was going
worse. How was she to get that information?

Dolores once more referred to how what helped her to get through Anthony’s

hospitalization was to ask a lot of questions and get as much information as possible.

Dolores doesn't take her ability to do so for * Some of the mothers who were

Spanish-speaking only ask her to translate. She translates for these mothers because she

understands how critical it is that they are able to ask questions and get the information

they need. Dolores agreed that the bilingual social worker was a valuable resource for the

Spanish-speaking only families. Dolores could see how hard this social worker worked

with families, but that wasn’t enough. Based on her experiences translating for the other

mothers, Dolores surmised, “That they really didn't understand what was happening with

babies a lot of the time. When we talk, I find out that they didn't really understand what

they were signing for, I mean when they sign consents.” She perceived little regard for the

needs of Spanish-speaking only families and was angered by this. Dolores insisted that

being able to communicate with health care providers to understand what was happening

with your baby, to know the possibilities for involvement, * to be able to voice concerns

and questions was basic and must underlie any plan for quality care for all families who

were non-English speaking: “I think it is real critical that in all the areas that people work

in and all the different medical fields, that there are Spanish speaking staff or translators.

Whether it is for the research stuff, medicine, the surgeons, nursing staff, in every area, it

is important to have translators for all the families.”

I asked Dolores if she had any ideas about why such basic communication

resources and other resources such as transportation, so critical for access were not readily
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available through health care institutions. Dolores replied, “Because they don’t have to

have them available. When you have a baby who needs intensive care, you are grateful to

have a place like this. The families who need these resources are grateful that their babies

are here and can get this kind of care. They’re not going to demand these things. They

don't want the people caring for their babies to think they don’t appreciate the doctors and

the nurses and the social worker. They’re not going to do anything to get anyone here

angry at them. Most of these mothers are here by themselves. They don’t have family

here. Do you think you'd say anything if it was your baby and you were in that situation?”

One of nurses caring for Dolores and Anthony gave her evaluation of Dolores'

translation for other mothers, “It’s nice that you can translate, that you both are here

together because then if Rosa or Juanita have any questions than you can ask the doctor

for them.” Dolores retorted, “Yeah, I should get a discount.” At other times, nurses

would tease Dolores about how she would miss the nursery after Anthony was discharged

to home. Dolores said these remarks stunned her. She felt she made her point by

answering, “You mean you’ll miss your translator.”

Creating Divisions Among Families

As Anthony's hospitalization progressed, almost each visit entailed for Dolores at

least one incident in which the nursery personnel and/or other mothers asked her to

translate for a Spanish-speaking only parent. Dolores was asked to translate caregiving

routines, CPR instructions, discharge teaching, and as demonstrated in the above story,

devastating information regarding the outcome of other babies’ surgeries or tests to their

parents. In addition to serving as a transportation resource, Dolores had become an

official “unofficial” translator for the NICU.
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Dolores described the dilemmas she increasingly felt caught in. It was important

to her to help the other mothers if she could. Dolores readily pointed out that she placed

great value on the friendships that she had developed with the other families in the NICU.

Moreover, Dolores repeatedly emphasized that she saw helping other mothers as integral to

building a collaborative partnership with nursery personnel: “Helping the nurses who

work so hard to care for our babies. I know they work hard and I try to help in what ever

way that I can.” Yet, as Dolores developed extensive support networks with other mothers

in the NICU, she could increasingly draw on many other mothers’ experiences and

compare them with her own. In our conversations, Dolores repeatedly pointed out how the

scarcity of resources to support mothers in the NICU, led to mothers competing with each

other for the resources which created tensions that potentially can divide families from one

another. Dolores eloquently detailed how the failure to offer her a family conference at

any point during Anthony’s hospitalization came to embody differential treatment on the

basis of social class, race and ethnicity, and other resources available to mothers.

As stated earlier, the policy of the study NICU is to provide each family with a

family meeting shortly after the baby's admission into the NICU, most often initiated and

coordinated by a member of the social worker staff. While these meetings varied in

formality, by the end of their babies’ hospitalization, every mother in this study could

provide a explanation of what constitutes a family meeting and determine if they had had

one and/or been offered additional family meetings during the hospitalization. It was I who

introduced the issue of the family meeting, when after almost two months of Anthony’s

hospitalization, Dolores had never mentioned having one. In turn Dolores queried me

about family meetings: “How do families get one?” “What is the policy?” “Is this
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something every family is supposed to get?” “Who is responsible for making sure families

get a meeting?” As far as Dolores could figure, no one had ever approached her for a

meeting, not even an informal one at Anthony’s bedside. Over the next few weeks,

Dolores told me that she had made subtle inquiries with other nurses and mothers about

family meetings. She had confirmed that the ris of the NICU was to offer at least one

family meeting to every parent. Based on her inquiries and observations, Dolores

concluded that the scarcity of resources resulted in nursery personnel attending to mothers’

needs and concerns based on an unspecified standard of neediness and deservedness:

You know, it seems like some families get all the attention and others ignored
completely. I don’t begrudge them the time, I know some families’ needs are
greater. And I’ve become friends with some of the mothers that the social workers
and nursing staff spend most of their time with...doing teaching and planning
meetings. I want to feel good about that for them, but what about the other
parents? I try not to bother the nurses as much as possible and I even help out
when I can.

But you know, I noticed that family meetings happened only for families or
mothers that don’t have insurance, these other families get a lot more attention
from the other nurses. That’s what it seems like to me, that’s what I see. Because
some of the other mothers [Hispanic, English speaking mothers] I’ve talked to,
they say that they have never been asked about having a family meeting.

I am very upset, I am very angry and hurt that no one ever talked with me about
setting up a family meeting away from my baby’s bedside with the doctors and the
social worker, with my baby’s nurse. No one ever approached me and asked me if
that was something I would have liked.

Dolores felt complete disregard for her needs and concerns. After all, at their first

visit to see Anthony after his admission to the NICU, they were approached by his

neonatologist and given devastating news:

He said, ‘We have some real concerns about your baby.” I already knew about
prematurity and all that stuff because I had gotten some books and started reading
about having a premature baby. But he said, ‘No, besides that, we have some
other concerns. We have concerns about his features and we think he has some
chromosomes damage and we’re going to run some tests.”
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In the ensuing weeks, Dolores and her husband asked many questions of the different

physicians, many of whom were geneticists, who came to talk with them at Anthony’s

bedside. Dolores said she kept asking them, “What are the specifics of his characteristics

that concern you?” As Dolores told it, “The response was always, “well we’re not sure.”

It was an agonizing wait over 12 days for the test results to come back, only to be told that

the tests needed to be redone. With great relief, Dolores and her husband learned that the

tests results were normal and Anthony did not have any chromosomal defects. Dolores

underscored how much she and her husband would have benefited from a family meeting

during this time. She concluded the rationale for being denied the choice of whether to

have a family meeting and a subsequent lack of interest in her well-being as follows:

If they think you are coping and you’ve got a nice place to live, a job, and people
to help, your ignored. You’re not the one who gets asked, “Are you okay, is there
anything that you need?' Or they come by [social worker staff] but you know that
they don’t really want to spend the time to talk. That’s not right. That’s not right
that there is little consideration for the needs of families or that we have to feel bad
about what other families get and others do not get.

Discharge Coordinator

Dolores' translation services took their toll on Dolores and the demand for these

services continued through the discharge of Anthony. On their arrival to visit on a

Saturday, Anthony’s nurse told them that the physicians thought Anthony might be ready

for discharge to home on the following Monday. Dolores told me that as soon as they

arrived in nursery, they were approached by a number of nurses eager to congratulate them

about Anthony’s date for discharge. Dolores said, “Everyone seems to know that he's

going home, but I haven’t spoken to a doctor about any of my concerns.”

At this point the need for another mother's transport intruded upon Dolores'

efforts to advocate for her own baby. Both Dolores and her husband had numerous



227

concerns. Anthony was on medication that he needed to be weaned off over a five day

period. It had not been five days nor would it be by the Monday discharge date. Would it

be safe to discharge Anthony before the end of the five day period? Anthony was still

having some apnea and bradycardia. If he needed a blood transfusion, which was likely,

how would that affect the discharge? Both * wanted to know if arrangements could

be made for rooming in the night before discharge, which would be the next day. They had

a list of questions they had carefully considered related to the discharge but the list was at

home. Dolores was concerned that there wouldn't be enough time to get all their questions

answered. Dolores and her husband said, “We haven't had any time to make

arrangements. Thank goodness we set up his crib the other day and have everything ready

for him. We want him home, but we don’t want him to come home before he is ready. We

really need to sit down and talk with the doctors about this.” Dolores and her husband

were actively engaged in seeking empowering information from their bedside nurse and

other members of the nursing staff. Through negotiated action with Anthony’s bedside

nurse, they had requested a bedside meeting with Anthony’s resident to discuss the

discharge.
-

Dolores and her husband were waiting at Anthony’s beside for the resident, when

Rosa's primary nurse approached them. She did not know about Anthony’s newly

scheduled discharge date. The nurse told them that there was a tentative discharge date in

a few days for Rosa's baby. Rosa had told her primary nurse that she didn't know how

she could arrange transportation for her baby’s discharge unless Dolores or Carmen could

help. The nurse asked Dolores if it was possible to schedule Rosa's baby’s discharge on a

day that Dolores planned on coming to the nursery. The primary nurse explained that she
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was making such a request of Dolores and her husband because Rosa's only real

transportation resource during her baby's hospitalization in the NICU, aside from a six

hour one-way bus ride, had been Dolores and her husband. It simply wasn’t safe for a

mother to be discharged to home with her premature baby using such a means of

transportation. In the course of the nurse's entreaty for Dolores' assistance, the

confidential details of Rosa's baby’s discharge were disclosed to Dolores and her husband:

the baby's special discharge needs such as oxygen, tests needed prior to discharge, dates

for baby’s follow-up visits, and so on.

Dolores told Rosa's primary nurse about the news of Anthony’s scheduled

discharge. Dolores explained that if Anthony were to be discharged the following Monday,

then it wouldn't be possible to assist Rosa. There simply was not enough room in their

van for three adults and two babies and their car seats and belongings. In the ensuing

conversation, Dolores problem solved with Rosa' primary nurse possible alternatives that

she and Carmen and Rosa had discussed. The contingencies were mind boggling. For

example, Carmen and Paul had just been discharged to home but would be returning in a

few days for an eye exam. Perhaps, Rosa could room in and have all her discharge

teaching completed (in Spanish) so all would be ready for the discharge if Rosa came in

with Carmen. In the midst of their conversation, Dolores seemed to be advocating for

Rosa, vouching for her conscientiousness in arranging for caring for her baby after

discharge to home. Dolores described all the work Rosa had done to prepare for her

baby’s discharge: moving to a new, nice apartment and obtaining all the necessary baby

equipment, supplies, and clothing, and making arrangements for follow-up care in the

community.
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In sum, Dolores' story exemplifies how the lack of institutional health care

resources and services and entitlements is experienced differentially based on the mothers’

social class, race and ethnicity, and other resources available to them. The obstacles for

Dolores were political, economic, and social. Politically, the lack of even basic provisions

of care in the NICU for many families resulted in shifting the burden of this care to

Dolores and other mothers in the NICU. Both mothers and nursery personnel, desperate

for basic resources, organized outside the institution to obtain the resources. Thus,

Dolores’ own economic resources were in turn recruited to assist mothers’ access to their

babies. Socially, Dolores experienced many of her interactions with health care providers

as exploitative. Her translation skills were exploited with little regard for her own needs or

those of the other mothers. Most nursery personnel appeared not to realize the potential

resentment and divisions that could result from the lack of resources and actions taken by

nursery personnel in attempting to provide resources and support to families. This state of

affairs gave Dolores the message that it was hazardous to be perceived by nursery

personnel as “really together.” As Dolores put it, “It is up to us families to help each other

and not let the care that we receive make us resent each other.”

Summary

All the mothers in this study, regardless their economic or educational

background, experienced health care issues surrounding informational and interactional

needs related to becoming a mother in the NICU, emotional security in the NICU, and

resources to facilitate being present with their babies in the NICU. While class and race

were factors that sharpened the difficulties the mothers confronted, every mother reported

these as perceived needs. The mothers confronted their own needs in the NICU to
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carefully avoid drawing resources away from their baby. They did this even if it meant

that their ability to develop a loving and caring relationship with their babies in which they

became knowledgeable about their babies was compromised. Overall, the mothers

reported experiencing feelings of extreme emotional vulnerability in the NICU. Although

most nursery personnel were perceived as supportive and understanding, many mothers

experienced incidents which threatened their emotional well-being. Once more, the

mothers' caution in advocating for their own needs extended to caution in resolving the

issue of their own compromised emotional safely in the NICU. In response, most mothers

became hyper-vigilant for behavioral and verbal cues that conveyed the nurses’ openness

toward or discomfort with their emotions. Most often they turned to their support

networks and in extreme instances, they removed themselves from the nursery.

As a result of the lack of maternal support resources in the NICU designated to

help mothers be present in the NICU and enable them to safeguard their babies and

themselves, the mothers took action. They did this even if it placed unreasonable burdens

on themselves and their family -- to the extent of actively organizing among the other

mothers to provide necessary resources and burdening other mothers with tasks the NICU

should have provided. The examples of mothers becoming translation and transportation

resources for the NICU are clear enough, however, the breaches in confidentiality that

necessitated using mothers in this manner placed mothers in extraordinarily compromised

positions. Nevertheless, the mothers, who demonstrated their substantial skills at

challenging the institution to advocate for their babies, carefully avoided directly raising

the lack of these resources in any manner that might put them in a less favorable position

vis-à-vis the nurses and other health care providers. Thus, when considering their own
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needs, the mothers relied on strategies that had less potential for diverting resources from

their babies and conflict with the institution (NICU) and individual caregivers.

º
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CHAPTER 8

CONCLUSIONS

Summary of Results

In this critical ethnographic study, 12 mothers with diverse racial, cultural, and

socioeconomic backgrounds elaborated in their narratives and actions their experiences of

having a hospitalized premature baby, including the conditions affecting their descriptions,

interpretations, and actions. They described current features of neonatal intensive care

that: (a) cause a constantly shifting set of health care of providers; (b) create discontinuity

with past sources of health care for some; (c) rely on an organization of patient care in

which time for family intervention is rarely allotted, particularly when daily nursing

assignments are made; (d) cause geographic dislocation for many families which

differentially affects families' access to their babies, forcing many mothers to choose

between being with their premature babies or their family, friends, and community; (e)

create discontinuity with critical support systems for some, (f) pose onerous financial

burdens because of inadequate or non-existing entitlements; and (g) compromise maternal

health.

A constant feature of the mothers’ experience was their struggles to safeguard

their babies in the NICU and address their own health care needs in the NICU to obtain the

best possible outcomes for their babies and themselves. The structural conditions of

neonatal intensive health care and existing economic and racial hierarchies were factors

that sharpened the difficulties that some mothers confronted. With courage and

commitment, they worked to transform their situation. The mothers’ ability to distinguish

between the burdens posed by these structural conditions and the competency and

1)
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compassion of the vast majority of the health care providers was an important aspect of

their success in obtaining the health care both their babies and they required. All the

mothers in this study saw themselves as acting in partnership with health care providers

for the mutual goal of providing the best possible outcome for their babies and themselves.

An overriding characteristic of the mothers was the sophisticated and complex set

of relationships they nurtured and actions they took to protect both their babies and

themselves. They prioritized the need for vigilant watching over in the NICU to safeguard

their babies and themselves. By carefully gathering empowering information, remaining

aware of cues and situational dynamics, and reflecting upon their meanings, the mothers

engaged the NICU staff and advocated for their babies' and themselves. They called upon

a repertoire of related actions for their safeguarding: (a) negotiated action with health care

provider; (b) judicious use of challenging institutional authority; (c) authoritative weight of

peer practice; (d) use of institutional knowledge to challenge the institution's authority; (e)

seeking a higher authority; (f) building supportive relationships with other mothers; and (g)

garnering support from spouses, partners, families, and friends.

The dominant considerations, situations, and conditions in which the mothers

perceived danger or harm to their babies and used these actions to safeguard their babies

included: (a) fear of being labeled a difficult mother; (b) lack of empowering information;

(c) lack of continuity of care; and (d) allocation and distribution of NICU resources such

as nurse staffing patterns. With respect to their own health care needs, the mothers’

actions addressed: (a) obtaining empowering information and interactional opportunities

that would allow them to become a mother to their baby; (b) emotional safety issues in the

NICU; and (c) securing maternal support resources in the NICU.
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Striking in these mothers’ actions was the sophistication and complexity of their

selective use of these strategies to address the objective conditions in which they found

their babies and themselves. Their overall strategy differed with respect to their babies and

themselves. The difference was that they advocated much less for themselves than for

their babies. The overriding consideration for the mothers was whether they perceived

advocacy for their own health care needs as diverting health care resources away from

their babies, thereby compromising their babies' care. To the extent that they were willing

to take on issues with individual caregivers and the health care institutions, they did this

far more with respect to their babies' needs than they did with their own care issues.

When considering their own needs, mothers relied on strategies that had less potential

opportunity for diverting resources from their babies and conflict with the institution

(NICU) and individual caregivers.

Implications for Knowledge Development

Knowledge development is at once both a scholarly and political activity. From

the knowledge developed with the mothers in this study, it is abundantly clear that we, as

nurses, must situate our theory building in the everyday realities and struggles of our

clients. We must ground our knowledge about mothers’ experiences of having a

hospitalized premature baby and the structural conditions of neonatal intensive care in

their worlds. If we construct nursing theories that address the very real health issues faced

by mothers and families of hospitalized premature babies, we have the potential to develop

theories that lessen the theory-practice gap and provide a relevant foundation for

intervention.
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Theoretical Orientations

In their evaluations and actions, the mothers in this study articulated connections

among gender, racial, ethnic, and economic oppressions at the level of individual

experience. They demonstrated analyses that showed the interrelationships between the

structural conditions of neonatal intensive care and their individual experiences as well.

The findings of this study show how our understanding of these mothers’ experiences of

having a hospitalized premature baby will be constrained by the use of theoretical

approaches which obfuscate mothers’ interpretations and broader social, economic, and

political contexts. These mothers’ experiences verify the need for more open ended

explorations of theoretical perspectives which value women and their perspectives and give

primacy to examining these mothers’ experiences at both the individual and structural

levels.

Relationship of Findings to the Literature

The results of this study have relevance to developing theories about processes,

strategies, and actions used by clients in obtaining health care and, more specifically,

parents involved with repeated hospitalizations of their children and/or their child’s chronic

health conditions, previously identified in the literature. There are also implications for

developing theoretical models of family centered care.

Conceptualizations of Parent Processes, Strategies and Actions

The theoretical concept of vigilant watching over and its significance to mothers’

and families' abilities to intercede on behalf of their children and themselves is consistent

with findings documented by others (Burke, Kauffmann, Costello & Dillon, 1991; Ray,

1988; Snowdon & Gottlieb, 1988; Thorne & Robinson, 1988). Vigilance continues to be

()
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a strong theme in qualitative research on parents of children with chronic health problems;

identified as a primary caregiving burden during the child's hospitalization and home care

of technologically dependent children. Some of the other individual categories of actions

and conditions identified in this study bore resemblance to those found in the literature:

information seeking (Burke et al., 1991; Miles & Carter, 1985) negotiating rules (Burke et

al., 1991); assuming responsibility for caregiving activities or tasks specific to the child,

usually performed by the institution (Burke et al., 1991); lack of continuity of care (Burke

et al., 1991); the child's health status and potential ramifications of parental action on

behalf of the child (Burke et al., 1991; English & Morse, 1988); and varying degrees of

trust in health care providers (Thorne & Robinson, 1988).

With these general points, similarity between previous theoretical notions and

descriptions of parental actions and the present findings end. Among the major differences

is the underlying motivations for parental action as well as the conditions considered as

impacting parental evaluation and action.

For example, Burke and associates (1991) used grounded theory to develop a

model of dominant parental actions in response to stressful aspects of repeated

hospitalization of their chronically ill and disabled children entitled: “Hazardous Secrets

and Reluctantly Taking Charge.” It is noteworthy in that the investigators attempted to

identify a pattern of parental hospitalization stress and a process orientation from the

parents’ perspective. However, in their model, parents blindly entrusted themselves to the

hospital and health care system and only secondarily resumed control. While the

underlying motivations for parental action was advocacy for their child, parents did so

reluctantly and did not appear to prioritize proactively establishing collaborative

2.

º
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partnerships with health care providers as a primary strategy as did the mothers in this

study. Parental negotiating appeared to be restricted to negotiating specific rules,

procedures, and treatments with health care providers as opposed to the finding in this

study which showed mothers negotiating the possibilities for partnership and involvement

in their babies' care and advocacy on behalf of both their babies’ and their own care needs.

This variance in findings could be the result of the differences in data collection. Burke

and associates (1991) relied on interviews and did not conduct participant observations

with the parents while their child was in the hospital.

Burke and associates’ (1991) and other researchers’ theoretical models or

concepts (English & Morse, 1988; Miles & Carter, 1985; Thorne & Robinson, 1988) do

not verify parents’ understanding of the health care systems they interact with and broader

social, economic, and political contexts. Consequently extant theoretical conclusions are

potentially universalizing, because in their concept development researchers appear to have

ignored the diversity of health care clients’ lives; they do not mention gendered experience,

race, ethnicity, culture, age, education, and socioeconomic circumstances. In this study,

the mothers and I placed concrete emphasis on the diversity of their lives and how they

understood structural conditions to impact their experiences of having a hospitalized

premature baby. It remains for further research and theory development to establish if the

identified maternal understandings, strategies, and actions are relevant for other mothers of

premature and high risk babies and health care clients who are the subject of their own

struggles in particular social, economic, and political contexts.
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Theoretical Models of Family Centered Care

A general assumption in neonatal and pediatric nursing literature is family

centered care as the desired model for providing health care services to children and their

families (Thurman & Bauman, 1995). To be family centered, NICU's and all health care

service providers must broaden their* and become responsive to the family's

needs and desires in addition to the babies’ needs (Bohlig & Sutphen, 1994). A key

element of this model is to foster family independence and empowerment while providing a

stable ongoing system of support (Thurman 1991), recognizing parents as the constants in

their child’s life. A set of principles for achieving family centered care in the NICU put

forth by NICU parents callenges health care providers to: (a) encourage families to

participate as fully as possible in caring for and making decisions for their hospitalized

babies and (b) respect the diversity of families and their values and beliefs; thereby

facilitating the formation of mutually beneficial and supportive partnerships in the NICU

and beyond (Harrison, 1993).

Yet, some observe that to date family centered care is essentially an idea lacking a

theoretical foundation based on research and identified models of practice (Ahmann,

1995). The findings of this study support the need to develop theoretical understandings of

family centered care. There is a need to develop theoretical models based on mothers’ and

families’ experiences of family centered care, what it is and what it is not in practice.

Family centered care is a newer approach to babies’ and families’ health care, one that

holds great promise to mutually empower parents and health care providers. Nurses need

to develop and examine models of family centered care with parents to develop conceptual
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definitions and its components and the rationale for the significance of these components in

a way that critically explores its broader sociopolitical contexts.

Implications for Research

Limitations of the Study

The limitations of this study pertain to the representativeness of the results and the

researcher in qualitative research.

Representativeness

The results of this study are limited to the experiences of those mothers who

participated and to some degree other mothers who are similarly situated. Many efforts

were made, however, to validate the analytic interpretations, in order to verify the

trustworthiness of the results. A second limitation rests in the disproportionately larger

number of mothers who resided in outlying communities compared to those mothers who

lived in the same community as the study hospital. While all the mothers in this study

prioritized safeguarding their babies and themselves and used similar actions to accomplish

this, it was more difficult to elaborate the specific manner in which mothers who resided

within the local area as the study NICU experienced the health care costs, both

economically and socially, associated with their babies’ hospitalization. A third limitation

rests in the predominant pattern of visitation in the NICU of the mothers in this study.

These mothers maintained a highly visible, constant presence in the NICU throughout their

babies' hospitalization. Many were present in the NICU at least four times a week for a

period of four to eight hours per visit. Thus, the findings may not elaborate the specific

manner and conditions under which mothers who visit less frequently prioritize and

advocate for their babies and themselves.
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The Researcher in Qualitative Research

Limitations rest in two other areas, both related to the researcher in qualitative

research. First, in an ethnographic study such as this one I am the primary conduit for

data collection and analysis. The mothers in this study prioritized safeguarding their

babies and themselves in the NICU. Given the sophisticated and complex set of

relationships that these mothers developed with nursery staff and their understanding of

neonatal intensive care, it would be naïve to think that my background as a neonatal nurse

with a long standing relationship with the study NICU did not affect the extent to which

the mothers believed they were “safe” to speak openly about their experiences and actions.

Another dimension of the researcher participant relationship in this study was the

extent to which the mothers valued my engagement with them. The profound isolation that

many of the mothers experienced from their families and friends and communities, and the

lack of tangible resources to support mothers made my ongoing presence in their lives

during this time assume great relevance. Similarly, it would be naïve to think that mothers

were not gauging what they shared with me because of a concern that it would alter the

nature of our relationship. For example, an incident at the bedside which was

embarrassing for the mother might not be shared with me if she believed I would think less

of her.

Second, no matter how reflective, I, as the researcher, still maintain the privileged

voice in the dissertation text because I am the author. Although the active voices of both

the participants and myself construct this report to allow readers to reach their own

conclusions, I ultimately selected and organized the stories and observations.
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Promising Trends In Research Design

The mothers in this study were very clear that ethnographic research of this type,

that is, extensive participant observation with the mothers throughout their babies'

hospitalization, is a research method that holds great potential for the empowerment of

these mothers and the enhancement of the health of their premature babies and themselves.

Actually being present in the NICU, observing what is happening with the mothers and

eliciting their own descriptions and interpretations is of central importance so that we can

learn concretely what their struggles are and what resources they need. With such

ethnographic knowledge, we can develop interventions that are culturally, socially,

economically, and politically relevant for specific groups of mothers. The mothers

emphatically stated that such a research enterprise requires researchers’ engagement with,

rather than detachment from them. All the mothers in this study reported the critical need

for health professionals to “understand what this experience is like for us.” Their

enormous commitment to this project was demonstrated in their significant investiture of

time and willingness to share intimate details of emotion, conduct, and evaluation during

what many called “the most stressful experience I’ll ever have in my life.”

Doing this research reiterated the importance of including mothers from a variety

of racial, cultural, and range of socioeconomic circumstances, education, ages, pregnancy

histories, and geographic locations. It also underscored the need to derive research

methods that can more accurately capture the reality of these mothers’ lives so that we can

make determinations about how race, ethnicity, culture, socioeconomic circumstances,

education, age, pregnancy histories, and geographic locations impact their experiences of

having a hospitalized premature baby.

()
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The mothers’ ability to identify the burdens posed by the structural conditions of

neonatal intensive care points to our need to work together with these communities of

mothers to make meaningful connections between structural environments and interactional

dynamics in our inquiries. As others have noted, our research will have no real effect

unless we link concerns about the health of individuals and groups to broader social,

economic, and political conditions (Chopoorian, 1986; Krieger & Fee, 1994b; Navarro,

1986; Stevens, 1989; Waitzkin, 1991).

Directions for Future Study

The results of this study suggest several areas for future research. A specific

direction for future research is the replication of this ethnographic study to investigate

structural conditions and mothers’ descriptions, interpretations, and actions in the NICU

across groups representative of the populations served in tertiary NICU's. The design of

the study could expand to incorporate focus groups to create the opportunity to observe

and document similarities and differences of opinion among the group members and give

indications of how, when, and why they took action. Such focus groups would in all

likelihood help mothers to evaluate, and validate, their own experiences. Recruitment

would focus on the participation of larger numbers of diverse segments of the population

of mothers of premature babies in multiple NICU's (i.e., within and across regions).

Comparisons and contrasts would then be possible to validate, clarify, refine, and expand

the empirical and theoretical work begun in this project.

Other directions for future research include:

1. Studies that follow the mothers throughout the experience of high risk

pregnancy and the period extending after their premature babies'

*\
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discharge to home. This would include the experience of the mothers: (a)

managing preterm labor or other complications in their communities, the

ante-partum hospitalization, maternal transport, and labor and delivery;

and (b) surrounding their babies’ transport to and hospitalization in

community hospitals and after their babies' discharge to home. Such

studies are needed to determine if, and how, the mothers prioritize

safeguarding their babies and themselves throughout the entire high risk

pregnancy and hospitalization and discharge period and the structural

impediments to achieving this goal. We need to determine if the mothers

have a continuing need for the strategies and actions they developed in the

tertiary NICU throughout the recovery phase of their babies'

hospitalization in community hospitals and with other health professionals

once their babies are discharged to home. Or do the mothers need to

develop additional and/or alternate strategies and actions which could be

potentially even more stressful? Such research would be critical to

designing nursing interventions to support the mothers throughout the

entire experience of having a hospitalized premature baby.

Studies that examine the experiences of both the mothers and their

families surrounding having a hospitalized premature baby. Expanding

the focus to include the family would fill some gaps in our knowledge

about: (a) how this experience differentially impacts individual family

members and the family as a whole and changes family relationships and

interaction; and (b) patterns of managing the hospitalization, including
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geographic dislocation; and (c) and the structural conditions affecting

their experiences and actions. Results could be used to design effective

interventions targeted at supporting family functioning and relationships

at all levels of the health care system.

Studies that examine the nurses’ descriptions, interpretations, and actions

of their own practice with these mothers and their families. Nurses need

opportunities to: (a) develop an understanding of how they evaluate the

mothers’ experiences and actions; (b) examine the knowledge, attitudes,

behaviors, and skills that they use to make those evaluations; and (c)

compare their understandings and actions with those of the mothers and

their families. Because we lack such opportunities and information, there

is the potential for raising these mothers’ stress and encumbering their

efforts to meet their babies' needs and those of their own. Similarly, there

is the potential for nurses to be come frustrated with and alienated from

working with the mothers and their families.

Studies that give us basic data about the circumstances of the lives of the

mothers and families with premature babies. Many NICU's and

communities neither collect nor have ready access to data that provides

even a basic description of who these mothers and their families are and

the health care costs that they bear as a result of having a premature baby.

The availability, adequacy, and access of entitlement programs for these

families needs to be documented. We need to obtain data about loss of

household income, changes in employment, and transportation, food, child
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care, and housing costs incurred by these families from the premature

birth experience, including the first years after discharge. Health care

institutions cannot advocate for or provide fundamental resources for

these families absent an understanding of what these families’ resource

needs are. Similarly, language resources for families cannot be met if

institutions are not required to document the number of families who are

non-English speaking and their primary language.

Designing innovative research methodologies that incorporate veteran

parents as members of the research team, participating in every aspect of

the research process: design, outreach and recruitment, data collection,

analysis, and dissemination of results. As stated earlier, veteran parents

in this instance are those parents who have previously endured having a

hospitalized premature baby. In our research methodologies and theory

building we have yet to demonstrate recognition and respect not only for

these mothers’ ability to convey their experiences but also the

sophisticated analyses and interventions that they are capable of

developing and acting on. Moreover, this study demonstrated the

significance that mothers in this situation place upon peer networks for

understanding and insight. The rapport that veteran parents would be able

to establish with participants would serve in the reduction of power

inequities between the researcher and the participants, contributing to

rigor by enhancing validity, adequacy, and ethics. Without the

participation of veteran parents, the knowledge we derive from our studies
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will be needlessly limited, and our practice and policy will remain

uninformed.

Policy and Practice Implications For Nursing

The findings of this study have many implications for policy and practice for

nurses. In this section, I discuss issues related to models of nursing practice relevant to the

dissertation findings. Models of nursing care are inherently determined by health care

policy, consequently, implications for nursing practice are fundamentally nursing policy

issues.

Missed Opportunity for Partnership with Mothers

Transforming Nurses’ View of Mothers

The mothers’ narratives and actions conveyed a strong desire to enter into

collaborative partnership with health care providers, particularly nurses. The mothers

recognized the nurses’ engaged presence, commitment, and advocacy for their babies and

themselves. The mothers nurtured their relationships with nurses as a significant

opportunity to establish a mutually rewarding, empowering partnership with nurses. A

question raised by the findings is, of what value do nurses place on the opportunity to enter

into such a partnership with mothers and families in the NICU'?

Is the development of the clinical skills and investment of time required by nurses

to empower mothers and families as real partners worth the struggle? In this era of health

care restructuring in which nursing is in a critical, tenuous state; where there are budget

cuts, staff reductions, increased workloads, and shrinking clinical resources; where nursing

can either get buried, deskilled, and very disempowered - is it worth it to nurses? The

mothers in this study showed themselves to be sophisticated analysts and courageous
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strategists, able to balance multiple perspectives and distinguish between problems arising

from structural conditions versus the practice of individual nurses. If nurses are willing to

act on this understanding of the mothers, to take the time to pay attention to their cues, to

negotiate the possibilities, to enable them to become the real mothers of their babies, to

transform nurses’ view of mothers, then nurses will gain very powerful allies. They will

gain the potential to forge new models of care that mutually empower mothers and nurses.

It is an opportunity of great value to nurses and we cannot afford to lose it.

Nurses as Potentially Either Caregiving Allies or Adversaries

How do we go about forging such partnership with mothers and families? What

do we need to address in this partnership? The findings suggest that a major barrier is

mothers’ fears about the ramifications of their actions on both their babies' care and their

own. The mothers in this study saw nurses as both potential allies and adversaries in the

provision of safe care for their babies and themselves. The mothers’ experiences taught

them that they needed to develop relationships with nurses because, in some cases, the

nurses acted as partners and in other cases, they did not. Thus, the mothers worked very

hard to avoid alienating their babies' nurses. The mothers understood that there would

necessarily be multiple caregivers for their babies. What concerned mothers was whether,

in the organization of care, there were ways for them to establish ongoing, consistent

relationships with nurses who would be partners in structuring the care and advocacy for

their babies and themselves; no matter who the caregiver was in any given situation. This

was a serious concern for the mothers in this study and a barrier to partnership that we

need to address in our practice.

* *
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Lack of Partnership: Mothers’ Desired Continuity of Care

Mothers stated that a linchpin in building partnerships with nurses and overcoming

their fears of being labeled a difficult mother was continuity of caregivers and care.

Indeed, the mothers' vigilant watching over certainly substituted for the lack of continuity

w caregivers and care that most mothers experienced in some respect during their babies'

hospitalization. To the extent that nurses and mothers can forge partnerships in models of

care that support substantive continuity of care, then mothers will be confident that they

have a permanent ally in nursing to address the needs of their babies and themselves,

regardless the variation with nurses and other health care providers over time.

Primary Nursing As One Model for Partnership Opportunity

If nurses and mothers are to enter into mutually empowering partnership in a

manner that safeguards both the babies and their mothers and offers substantive continuity

of care, how do we actually do this? What models of delivery of care do we need? Are

there existing structures of nursing care that we can draw from as we forge new models of

care? The mothers in this study identified primary nursing as the best model to address

these issues out of all the variation of caregiving practice that they experienced. That is, in

the face of multiple caregivers, concerns about the ramifications of their actions on care,

lack of continuity care, and nursing staff assignments, the mothers advocated for primary

nursing as they understood it: “Nurses who know me and my baby.” “My regular

nurses.” The longer the duration of their babies’ hospitalization and their presence at the

bedside, the more mothers were able to identify primary nursing by its name and the names

of their primary nurse and associate nurses (as practiced in the study NICU), and

explicitly would recognize its value.
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Facilitating Greater Recognition of Mothers' Roles in Caregiving

How did the practice of primary nursing, to the extent that these mothers

experienced it, facilitate a greater partnership in both their babies' care and their own? As

defined in Chapter 5, the central concept of primary nursing is that the nursing care of a

specific client is under the continuous guidance of one nurse (usually assisted by a few

other nurses) from admission to discharge. The primary nurse (assisted by a small group

of nurses) is in the position of caregiver and patient care manager. An explicit assumption

of primary nursing is that the client, in this case the mothers and families, are partners in

developing and implementing their babies' and their own plan of care. The explicit intent

of this model of nursing was to promote the quality of care through continuity of care,

through the provision of that care by the same provider(s) who are planning and

coordinating that care. The mothers in this study believed that their primary nurses

provided more opportunities for partnership than did other nurses, regardless of the

frequency of the contact with the primary nurses. Primary nurses were more likely to: (a)

acknowledge and draw on the mothers’ abilities, analyses, and contributions; (b) offer

interventions based on the mothers’ identified needs and services for their babies' and

themselves; (c) provide concrete suggestions in how to negotiate with multiple caregivers;

and (d) foster independence and empowerment while providing support.

Building Relationships with Mothers Must be Fundamental to Nursing Practice

The results of this study suggest that primary nursing offered a way of addressing

the mothers’ concerns about the ramifications of their actions on both their babies’ and

their own care. According to the mothers, primary nursing had the potential to maximize

rapport and minimize: (a) a sea of ever changing faces of nurses at their babies' bedside;
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(b) variability in nursing in practice; and (c) variability of opportunities with their babies.

Consequently, mothers did not have to continually be focused on: How do I approach that

nurse? How do I address this concern? Mothers were less likely to perceive asking

questions or voicing concerns as problematic. It tended to overcome, in large part, the

mothers' apprehension about whether a nurse was an ally or adversary.

However, the mothers were very aware that simply assigning the same group of

nurses to care for their babies and themselves was not enough to address these issues. The

key factor in the success of primary nursing was the quality of nurses’ interactions with

the mothers; a recognition of who the mother and her baby are, their accomplishments, and

their needs based on a collaborative partnership approach over time.

Raising Continuity of Care to a Higher Priority Caregiving Objective

Finally, the mothers believed that primary nursing was the best method of

prioritizing continuity of care as a caregiving objective. It enhanced the consistency and

depth of information received, consistency in the opportunities for interaction with their

babies, communication with other nursery personnel, coordination of other services, and

widened the scope of care that the mothers received such as helping to facilitate parent

conferences and discharge planning.

In summary, the mothers' evaluations and actions point to the clear need to

develop models of care that explicitly recognize mothers as an important ally, and

incorporate a partnership with mothers in providing care as an essential feature of nursing

practice. Mothers strongly advocated primary nursing as a preferred practice in the

NICU.

Mothers advocated primary nursing because primary care nurses:
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1. Seemed more attuned to the mothers’ and families’ needs and desires to

participate in caregiving;

2. Were more often seen as allies in advocating for their babies; and

3. Gave the mothers greater access to information and the necessary

opportunities to function as the mother of the baby.

Clearly, this is a powerful basis of support for primary nursing.

Policy Implications for Health Care Institutional Structure

Neonatal intensive care as it is provided under a system of regionalized health care

in the United States is inherently a response to how and when to centralize and decentralize

health care services to best meet the health needs of the babies and their families who

require neonatal intensive care. This is a fundamental issue of allocation and distribution

of health care resources that any society must address. The findings of this study directs

consumers, health care providers, and policy makers to examine our understanding of the

benefits and risks posed by our current system of regionalization.

Serious Tradeoffs Between Centralized and Decentralized Care

What are the tradeoffs between centralized and decentralized neonatal intensive

care as it relates to the study findings? As discussed in Chapter 5, the concept of

regionalization refers to designated levels of care with the staff and technology needed to

manage serious medical problems of the mother and the baby centralized in a tertiary

regional medical centers. Ostensibly, such centralization improves accessibility and

prevents maldistribution of resources. Health care outcomes are improved because care is

provided in centers which, because of centralization, have a large enough population of

patients to maintain expertise of highly trained, specialized caregivers and justify state-of

º

()
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art equipment and treatments and a vast array of services and resources from specialists in

many health fields (i.e., more cost effective if costs distributed over a larger patient

population).

However, in the process of centralizing care, certain advantages of decentralized

health care are lost. Regionalization of neonatal intensive care has led to the development

of transport systems in which mothers at high risk for complications with their pregnancies

and babies from communities with only level I and II hospitals are often transported to

tertiary centers for long-term management. Consequently, the mothers and their babies

may be geographically dislocated from each other and their families and communities for

extended periods of time. Mothers and their families lose the opportunity to: (a) receive

care from community health care services and institutions more readily accessible and with

which they are familiar; (b) access to potential resources designed to meet the specific

needs of groups within their communities; (c) choice of care providers; and (d) continuity

of care from known providers. These are the advantages of decentralization of health care

lost to many mothers and their families as a result of having a hospitalized premature baby

that occur within a broader context of social, political, and economic entitlements. Thus,

in balancing the benefits and risks of centralization and decentralization of our current

system of neonatal intensive care, the question becomes: Has the process of centralization

unnecessarily imposed all of the cost of, and the loss of benefits of, a more centralized

system on the mothers, babies, and their families.

Current System Imposes Significant Burdens of Centralization on Mothers and Families

The findings of this study indicate that mothers and their families incur significant

burdens as a result of centralization. In this study the majority of mothers resided in
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outlying communities far from the study NICU, half of these mothers experienced

significant emotional, physical and financial burdens related to geographic dislocation

(e.g., local guest housing, hours to commute, cost of transportation, parking, child care,

food, etc.). Some mothers’ access to their babies was severely compromised because of

costs associated with visiting in the NICU. Family members’ and friends’ lack of access

to both the mothers and babies was reported by these mothers as a significant burden

imposed by centralization. Some mothers were dislocated from their families for months,

compromising family support systems and relationships. Mothers and their spouses,

partners, and family members reported a loss of income sometimes severely compromising

overall household income. Entitlement and disability benefits if they existed were

swallowed by the costs associated with being with their babies in the NICU. In short, as a

result of centralization, these mothers and their families experienced difficulties related to

economic and geographic accessibility. The mothers and their families had to absorb as

best they could the economic and geographic burdens posed by their babies’

hospitalization in a center a considerable distance from where they lived. Moreover, the

mothers and families experienced these economic and geographic burdens differentially.

Another burden was compromised health care for mothers. In this study, some mothers

reported not receiving basic post partum care or access to providers in the event of adverse

health concerns.

Centralization of health care services currently does not mandate that tertiary

centers provide mothers and families with services to address issues of economic and

geographic accessibility. For example, the tertiary centers contract with community

hospitals to serve as their referral centers yet, as part of that contract, no provision is made
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by either institution to provide such transportation services as shuttle vans. Even more

incomprehensible to the mothers was the lack of readily available translation services for

non-English speaking families.

Conclusion

The mothers in this study generously gave of their time and themselves so that

health care providers could better understand their experiences of having a hospitalized

premature baby. A constant, salient feature of these mothers’ experience was their

struggles to safeguard their babies in the NICU and address their own health care needs in

the NICU to obtain the best possible outcomes for their babies and themselves. The

mothers were sophisticated analysts and courageous strategists who distinguished between

the burdens imposed by the structural conditions of neonatal intensive care and existing

racial and economic hierarchies and the competence and compassion of the vast majority

of health care providers. These mothers conveyed a strong desire to enter into

collaborative partnership with health care providers, particularly nurses. To the extent

that nurses are able to transform their view of mothers and families, to gain a real

understanding of their strengths and the contributions they have to offer, then nursing will

gain a powerful ally.

The mothers have called for fundamental changes in neonatal health care policy.

Dolores addressed this issue directly when she requested that I include her plea for fair and

equal treatment of all families. She pleaded, when referring to the inappropriate

differentiation in treatment for babies driven by the differing economic status of the

parents, that :

Parents and their babies shouldn't be treated this way. It's not okay for nurses to
think that it's all right for some babies to get all the attention and others get none
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just because some babies don’t have [private] insurance and some babies do.
They should know that this doesn’t make parents feel good about the care their
babies are getting in nursery or they [parents] are getting. It makes us resent the
care that other families are getting and that’s not right. We all should be getting
that kind of care.

Dolores's plea applies well beyond the particular circumstances that she was

addressing. She is reaching out to all health care providers to respect the status, judgment,

and strength of all parents, and for nurses in particular to ally themselves with these

parents in advocating for their babies' care.

In order to achieve these goals nurses must work in partnership with mothers and

families to forge new models of care that mutually empower mothers and nurses. It is an

opportunity of great value to nurses and mothers and their babies and families and none of

us can afford to lose it.
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Table 1

Appendix A

Literature Review Summary Tables

Early Studies on Mothers’ Responses to Premature Birth

Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Caplan (1960)
Global patterns of parental responses in coping with crisis of premature
birth; focus on maternal responses
Exploratory, descriptive, repeated measures
Convenience, N=10 families, subsample selected from ~100 families;
Reported as racially mixed, predominately lower socioeconomic status
sample, no specific data reported; Premature babies < 1800 grams birth
weight
Interview; Completed over 4 assessment periods: when mother and baby
both hospitalized post-partum, mother home, baby in hospital, first 2
weeks following baby’s discharge to home, following 6 weeks after baby is
home; Mean number of interviews completed was 1 l; Thematic analysis
by 2 psychiatrists
Parental responses were identified in terms of two polar “ideal types”-
healthy outcome versus unhealthy outcome. A healthy outcome for
mothers was defined as all relationships in the family as healthy or more so
than before the baby’s birth and a healthy mother-baby relationship. An
unhealthy outcome was defined as worsening of family relationships and
an unhealthy mother-baby relationship. Three groups of patterns were
identified: cognitive grasp of the situation which included how actively
mothers sought information about the baby; whether mothers’ perceptions
were accurate, reality based; handling of feelings which centered on
expressions of negative feelings in comparison to cultural values and
observed behavioral cues; and provision of help with tasks and dealing
with feelings which refers to how actively mothers sought help with these
issues.

Categories were based on researchers' judgments of notes of interviews
conducted by other investigators. Consequently, mothers’ perceptions of
their actions may be different from that of researchers.
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Early Studies on Mothers’ Responses to Premature Birth (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Kaplan & Mason (1960)
Responses of mothers to the birth of a premature baby
Exploratory, descriptive, repeated measures
Convenience; N=60 mothers, Reported as racially mixed, predominately
lower socioeconomic status, no specific data reported; No data reported on
premature babies
Interview; Completed during period following delivery, until the baby had
been home for 2 months; Number of interviews not reported; Thematic
analysis by 2 psychiatrists
Key aspects of experience were shock from premature birth and
appearance of baby, feelings of disappointment; failure in the reproductive
role, deprivation related to the mother's homecoming without her baby;
and concerns about adequacy as caregivers and the baby's long term
prognosis. Four psychological tasks were identified as essential to
recovery from the crisis of premature birth: (1) preparation for a possible
loss of the baby; (2) facing and acknowledging her maternal failure to
deliver a healthy full term baby; (3) resumption of process of relating to
her baby; and (4) understanding her premature baby in terms of its special
needs.

There are distinguishing features of the premature birth experience which
may increase a mothers’ vulnerability to emotional crisis.
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Early Studies on Mothers’ Responses to Premature Birth (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Caplan, Mason & Kaplan (1965)
Series of 4 studies of patterns of parental responses to having a premature
baby
Exploratory, descriptive, repeated measures
Convenience, Total of 86 families, each study used a different subsample;
~ 50% Euro-American, -50% African American; ~50% middle class and
~50% low socioeconomic status; Premature babies reported as ranging in
birth weight but no specific data reported
Interview; Completed in the period following delivery until baby had been
home for 2 months; Number of interviews completed not reported;
Descriptive statistics, Thematic analysis by 1-3 psychiatrists; Fisher test
The same pattern of maternal responses and psychological tasks as
reported in Kaplan & Mason 1960 and Caplan 1960 studies were
identified. The mothers’ visiting pattern was the only condition (among
items related to mothers’ cognitive grasp of the situation, handling of
feelings, and assessment of baby’s care giving needs) that was significantly
(p<0.02) associated with the final outcome (healthy versus unhealthy). A
healthy outcome was defined as maternal pride and satisfaction in handling
and talking about the baby. An unhealthy outcome was defined as marked
indifference to the baby, pushing the baby too quickly beyond its
premature state, and apprehension about defects in the baby not observed
by the NICU physicians
Raises questions about the effects of visitation on mothers’ experiences,
but the small sample size and prediction assessments based on judgments
of notes of interviews conducted by other investigators limits the
confidence that can be placed in these findings
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Table 2

Research on Emotional and Environmental Stress Experienced by Mothers of Premature

Babies

Characteristic Description
Study Choi (1973)
Focus Comparison of depression and anxiety in early post-partal period between

mothers of premature baby and mothers of term babies
Design Quasi-experimental, two group
Sample Convenience, matched on race, sex of baby, hospital of birth, parity, and

age of mother; N=20 mothers of premature babies (< 2500 grams), N=20
mothers of term babies as control group; No actual demographic
information reported

Method Questionnaire; Administrated as a structured interview to each mother by
investigator, 3 to 5 days following delivery; Paired t-test, Pearson
Correlation

Major Findings Mothers of premature babies showed statistically significant (p < .02)
increased levels of depression and anxiety in the early post-partum period
than mothers of term babies. Maternal levels of anxiety and depression
showed a statistically significant decrease in proportion to increased birth
weight for mothers of premature babies. 70% of the mothers of premature
babies reported worrying about their babies and 35% were not satisfied
with their ability to deal with the birth and hospitalization.

Implications As a group, mothers of premature babies appear to be more vulnerable to
psychological distress in the immediate post-partum period than mothers of
term babies. When birth weight falls within the normal range (above 5-1/2
pounds), prematurity does not seem to affect the manifested degree of
depression and anxiety. Regardless of individual ratings of anxiety and
depression, mothers of premature babies report emotional distress about
their babies' welfare as well as their own responses to the birth and
hospitalization. Raises questions about what conditions place mothers of
premature babies at greater risk for psychological distress.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Bidder, Crowe & Gray (1974)
Focus Mothers' attitudes to their premature and term babies
Design Exploratory, descriptive, retrospective
Sample Random; Mothers who had at least 2 children, one born premature (<37

weeks gestation) and the other born term who served as the control baby;
N=20 mothers, for 11 of the mothers the term baby was born first, for 9 of
the mothers the premature baby was born first; No maternal demographic
data reported

Method Questionnaire & interview; Mean age of premature baby at time of study
was 2.8 years; Mean ratings for instrument scales, Sign test, t-test, Fisher's
teSt

Major Findings Mothers saw their premature children as weaker than their term children.
The only differences in the mothers' responses to the pregnancy or birth of
either the premature or term baby was that immediately after birth the
mothers were considerably more anxious about their premature baby than
about their term baby (p<0.005). Those mothers who were anxious about
their premature baby at birth or were anxious in handling their premature
babies at home now view their premature baby as weak.

Implications Evidence that the birth and subsequent hospitalization of a premature baby
has long term consequences that potentially effect mothers' perceptions of
the child.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Benfield, Leib & Reuter (1976)
Focus Attitudes, feelings, and behavior of parents whose critically ill and

premature babies are transferred from the hospital of birth to a referral
hospital for intensive care

-

Design Exploratory, descriptive, retrospective
Sample Convenience, N=101 mother/father pairs with ~50% of babies < 2500

grams; 97% Euro-American, majority middle class, mean maternal age of
25 years; Relatively healthy population of premature babies; Only 5 babies
in total sample required respirator assistance

Method Questionnaire; Completed by parents on day of babies' discharge from
referral hospital; Paired t-tests, Chi-square, Pearson correlation

Major Findings Mothers showed statistically significantly (p → 0.001) more sadness, loss
of appetite, and feelings of anger and guilt than fathers. The degree of
maternal psychological distress was not associated with severity of the
babies' medical condition. Mothers reported that they could not begin to
address issues related to their babies' hospitalization until after first
visiting their baby in the referral nursery.

Implications Separation from their critically ill or premature babies may be an
important condition in determining the mothers' responses. The findings
may represent an underestimation of the maternal distress actually
experienced because of the retrospective study design.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Cramer (1976)
Focus Mothers' subjective experiences related to their premature babies' birth and

hospitalization
-

Design Exploratory, descriptive, repeated measures
Sample Convenience, N=13 mothers; Babies weighings 2500 grams;

Demographic data not reported
Method Interview (psychiatric interviews, semi-structured); Mothers interviewed at

10 days post-partum and again approximately 2 months later; 10 mothers
completed both interviews; Methods of analysis not reported

Major Findings Majority of mothers verbalized feelings of failure, loss of self-esteem, and
guilt. Prevailing hospital policy of separating mothers from premature
babies increased mothers' distress and heightened concerns about their
babies' behavior. Mothers were reported as paralyzed, unable to seek
advice and comfort from nursery staff. Mothers' concerns with
management of their pregnancy or babies' hospitalization were interpreted
by investigator as attempts to transfer their guilt for the prematurity onto
the doctors, nurses, or others.

Implications Hospital policies are needed that do not limit parents' access to their
premature babies. Raises questions about why mothers were unable to
establish collaborative relationships with nursery personnel. Questionable
researcher bias; he did not legitimate mothers' concerns with management
of the pregnancy or the baby’s hospitalization as valid.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Harper, Sia, Sokal & Sokal (1976)
Focus Parents’ responses to prolonged visiting of their sick and/or premature

babies in the NICU

Design Exploratory, descriptive, retrospective
Sample Convenience, N=58 couples, for a total of 91 responses; No demographic

data on parents provided; Babies who required hospital stay of least 2
weeks, with or without serious medical problems, majority of babies
premature

Method Questionnaire; Completed following babies' discharge from hospital;
Descriptive statistics, Pearson correlation

Major Findings Parents maintained a high degree of contact with their babies. 76% of
parents reported some level of emotional difficulty during hospitalization
ranging from increased use of tranquilizers to hospitalization for
hypertension. The degree of parental anxiety was significantly correlated
(p<0.001) with the baby's illness, and quantity and quality of contact with
the baby. 30% of parents had negative reactions to the other babies, 23%
reacted with fear to the equipment; only 35% of the parents were
reassured by the equipment used on their babies. 44% of parents felt that
the quantity and quality of care rendered improved when they were
present.

Implications Study findings do not determine whether it is the parents' contact with
their premature babies that produces the anxiety or the anxiety which
causes increased contact. The NICU environment as well as other

conditions can effect parental responses. Raises questions about what
parents perceive as quality care and how they perceive their baby's care
changing when they are present.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Jeffcoate, Humphrey & Lloyd (1979a)
Focus Potential parent-child relationship difficulties experienced by parents of

premature babies compared to parents of term baby
-

Design Exploratory, descriptive, retrospective
Sample Convenience, matched; N=17 mothers of term babies who were matched

for parity with 17 mothers of premature babies; N=12 fathers of term
babies and 13 fathers of premature babies; ~50% families were middle
class; 50% working class, 60% Euro-American, -23% Asian; Premature
babies < 2100 grams at birth

Method Questionnaire, structured interview; Descriptive statistics, t-tests
Major Findings Mothers of premature babies perceived their babies as having been

significantly (p<0.01) more difficult than expected compared to the
mothers of term babies. Majority of parents of premature babies reported
extreme anxiety and fear following the birth. 72% of all of the parents of
premature babies stated they would have liked more help such as
information and help in caring for their baby and reassurance.

Implications Mothers' perceptions of adequate information and help may differ from
that of nursery personnel. Mothers' fears and anxieties can affect their
perceptions of their premature baby.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Jeffcoate, Humphrey & Lloyd (1979b)
Focus How premature birth differs from that of a term birth in the immediate

effects on both parents
-

Design Exploratory, descriptive, retrospective
Sample Convenience, matched;
Method Interview (structured); Descriptive statistics, t tests.
Major Findings Mothers of premature babies reported significantly more negative emotions

(p<0.000) compared to fathers of premature babies and both mothers and
fathers of term babies. Mothers of premature babies reported continued
anxiety about the babies. Researchers attributed the more stressful
experience of mothers of premature babies to their different parenting
expectations, leading to a loss of self-confidence and self-esteem after a
period of enforced separation from the baby.

Implications The findings challenge the contention that mothers' experiences of having a
premature baby is an acute, short-lived crisis; rather, mothers'
psychological distress continues after the babies' discharge to home. There
is a need to determine mothers' expectations of parenting and if and how
these expectations change as a result of having a premature baby.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Blumberg (1980)
Focus Effects of neonatal health status on mothers' psychological distress and

cognitive style
Design Exploratory, descriptive
Sample Convenience; N=100 mothers; Majority of mothers of low socioeconomic

status and minority groups; Babies risk levels designated according to
birth weight with majority of babies < 2500 grams

Method Questionnaire; Completed within first 96 post-delivery
Major Findings Mothers of babies at higher risk (greater prematurity) reported

significantly higher (p<0.01) levels of depression and more negative
perceptions (p<0.05) perceptions of their babies. Maternal adjustment
could be correctly classified according to their babies' at-risk status.
Negative attitudes toward pregnancy and birth experience were
significantly associated (p<0.05) with anxiety levels but not with
depression or perception of their babies' at risk status. Maternal age was
conversely associated with levels of anxiety (p<0.05). Mothers who had
cesarean sections had significantly (p<0.05) more positive perceptions of
their babies.

Implications Baby health status may be an important condition effecting mothers'
responses to their premature baby. Raises the question of if and how the
baby's changing health status will effect mothers' perceptions. Does not
answer if mothers' negative attitudes toward the pregnancy were a result of
the pregnancy outcome.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Affleck, Allen, McGrade & McQueeney (1982)
Focus Relationship between mothers' caretaking perceptions and mood

disturbances at their babies' discharge to home and nine months later
Design Exploratory, descriptive, repeated mCaSureS

Sample Convenience; N=38 mothers; Majority married, mean education of 12
years, socioeconomic status described as varied, race/ethnicity not
reported; Babies at high risk for developmental delays, <1250 grams birth
weight

Method Questionnaire; Completed at time of baby's discharge to home and nine
months later, Descriptive statistics, Pearson correlation, cross lagged
correlation

Major Findings Mothers who were reported to have greater mood disturbance at discharge
continued to have greater mood disturbance nine months later (p<0.05).
The relationship between reported mood disturbance and caretaking
perceptions was not significant at hospital discharge and when measured
again nine months later. Cross lagged analysis showed a significant
relationship (p<0.05) between overall caretaking difficulty at nine months
and maternal anxiety and anger at discharge. Only the baby's gestational
age at birth was significantly (p<0.05) related to perceived caretaking
difficulties at discharge, but not mood disturbance. Only the baby’s length
of initial hospitalization varied significantly (p<0.05) with mood
disturbance at 9 months; no sample variables correlated with caretaking
difficulties. At 9 months the babies' developmental scores were skewed in
the direction of developmental delay.

Implications Findings do not answer the question of whether mothers' mood disturbance
itself engenders a distorted perception of the baby's caretaking
characteristics or if the mothers' mood disturbance reflects a more realistic

view of the baby's caretaking needs. In the absence of observational data
in conjunction with assessments of mothers' perceptions, health providers
can only speculate if the real issue for mothers is improving early maternal
mood to produce more positive caretaking perceptions as opposed to
providing information and resources to increase mothers' abilities to meet
their own needs as well as those of their babies. Further research is needed

to determine if findings would be similar in a population of mothers whose
premature babies had better developmental outcomes.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Phillips (1983)
Focus Effects of mothers' and fathers' recollections of anxiety surrounding the

hospitalization of their premature babies on parents' long term perceptions
of their babies

Design Exploratory, descriptive, retrospective
Sample Convenience; N=37 mothers and 26 fathers; Majority Euro-American,

middle class; Babies < 2500 grams birth weight, relatively healthy
premature babies

Method Questionnaire and semi-structured interview, Descriptive statistics,
Pearson correlation

Major Findings Parents recalled that hospital visits were filled with anxiety largely related
to fear of their babies' death. Mothers recalled more anxiety than fathers,
with mothers' recollections of greater anxiety related to their babies' low
birth weight. Parents' recollections of anxiety had no bearing on their
current perceptions of their children.

Implications The premature babies' small appearance may heighten mothers' stress but
will have no long term consequences on mothers' perceptions of their baby
if there are no serious long term problems for the child as a result of
prematurity.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)

Characteristic Description
Study Trause & Kramer (1983)
Focus Effects of the birth of a premature baby on parents' own needs, feelings,

and difficulty in adjusting to having the baby at home
-

Design Exploratory, descriptive, repeated measures
Sample Convenience, matched; N=39 parents of 19 relatively low risk premature

babies; N=28 parents of 14 term babies; Majority Euro-American and
middle class

Method Questionnaire; Completed within 96 hours post-delivery, 1 month and 7
months after babies' discharge to home; Descriptive statistic, ANOVA,
Chi-square

Major Findings Parents of premature babies cried more (p<0.001), felt more helpless
(p<0.005), were more worried about their own responses (p<0.007), and
wanted to talk to hospital staff more (p<0.001) than parents of term
babies. Significantly more mothers of premature babies than mothers of
term babies felt guilt about their baby's condition (p<0.001) and worried
about losing touch with reality (p<0.04) but these differences did persist
over time.

Implications Mothers have concerns about their own needs as well as those of their

premature baby. Findings raise the question of whether mothers are able
to resolve issues related to their own responses over time or if the absence
of these concerns over time reflect the lack of support by health
professionals and others to address these concerns.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Blackburn & Lowen (1985)
Focus Feelings, perceptions and experiences of grandparents and parents of

premature babies
Design Exploratory, descriptive, retrospective
Sample Convenience, N=83 grandparents, N=36 mothers and 14 fathers; Majority

Euro-American, middle class; Premature babies had mean birth weight of
1406 grams

Method Survey; Descriptive statistics;
Major Findings Mothers reported that they experienced the emotional reactions with the

greatest intensity such as feelings of anxiety, fear, lack of control,
helplessness and disappointment. 61% of parents felt hospital rules had
restricted grandparents' visiting, 75% of parents listed activities they had
wanted grandparents to participate in when while visiting the NICU but
these activities were not permitted. Mothers most frequent sources of
information were the doctors but that they were the least helpful sources of
information. Helpful sources of information were other parents of
premature babies and nurses.

Implications Hospital policies need to be more flexible to accommodate parents' desires
for family support and involvement. Sources of information routinely
provided to families may not be adequate.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Pederson, Bento, Chance, Evans & Fox (1987)
Focus Mothers' emotional responses to the birth and hospitalization of their

premature baby
Design Exploratory, descriptive, retrospective
Sample Convenience; N=130 mothers; Majority Euro-American, married, greater

than high school education; Premature babies <38 weeks gestational age at
birth, 53% classified as well, 46% as ill

Method Interview (structured); Completed at time of babies' discharge to home; t
test, Bonferroni statistic

Major Findings Mothers' major concerns were for the babies' survival rather than their own
welfare. Mothers' whose babies were rated as critically ill had
significantly (p<0.01) more emotional distress than mothers whose
premature babies were rated as well. Of mothers with well premature
babies, 24% reported worries about their babies' survival and 52%
anticipated the need for special care for the baby after discharge.
Husbands, parents, family members, and church were seen as the major
sources of support as rated by the investigators.

Implications Retrospective data base limits identification of any changes in mothers'
perceptions that might have occurred during the baby's hospitalization.
Under what conditions the premature baby's health status contributes to or
diffuses maternal stress over the course of the baby's hospitalization has
yet to be determined.

-
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Brooten, Gennaro, Brown, Butts, Gibbons, Bakewell-Sachs & Kumar

(1988)

Focus Psychologic reactions of anxiety, depression and hostility in mothers who
experienced the birth and hospitalization of a premature baby

Design Exploratory, descriptive, repeated measures
Sample Convenience, N=47 mothers; Majority low socioeconomic status,

unmarried, 34% had less than high school education; Babies with birth
weights < 1500 grams

Method Questionnaire; Completed at time of babies' discharge and when babies
were 9 months old; Descriptive statistics, paired t-tests

Major Findings Mothers were significantly more anxious (p<0.05) and depressed (p<0.01)
before the babies' discharge to home than when their babies were 9 months
old. Mean anxiety, depression, and hostility scores for mothers was only
slightly increased when compared to limited published normative data for
the instruments used. Mothers whose babies had longer hospital stays
were significantly (p<0.03) less depressed at their babies' discharge than
mothers whose babies had shorter hospital stays.

Implications Normative data for instruments used in the study were obtained from
predominately Euro-American, young college and high school females
which makes its application in populations of low income, minority, and
child bearing women highly questionable. Health care providers may
misconstrue findings to suggest that these mothers do not experience
psychological distress from the birth and hospitalization of their premature
babies.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Gennaro (1988)
Focus Differences in anxiety and depression between mothers of premature

babies and mothers of term babies

Design Exploratory, descriptive, repeated measures
Sample Convenience, matched; N=41 mothers of term babies, N=41 mothers of

premature babies; Majority middle class, race/ethnicity not reported;
Premature babies <37 weeks gestational age at birth

Method Questionnaire; Completed in the 1st week post-partum and each week for
the next 6 weeks; 16 mothers of premature babies and 10 mothers of term
babies completed questionnaires for all 7 weeks of the study; Descriptive
statistics, t-tests, Chi-square, MANOVA

Major Findings Mothers of premature babies were significantly (p<0.002) more anxious
and depressed than mothers of term babies in the first week post-partum
but these differences did not persist over time. Mothers’ anxiety and
depression levels were not affected by the health status of the premature
baby. Type of delivery, maternal age, parity, or other conditions did not
influence mothers' psychological distress. By week 4, most mothers
reported lack of help from family and friends, impact of cumulative
sleepless nights, and difficulties in adjustment.

Implications The maternal and baby characteristics examined are only a few of the
possible conditions which may effect mothers' experiences and need to be
examined in the context of other life situations and events occurring in
relation to the hospitalization.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Miles (1989)
Focus NICU environmental stimuli perceived as stressful by parents of premature

babies

Design Exploratory, descriptive, retrospective
Sample Convenience; N=53 parents of 37 premature babies; Majority Euro

American, well-educated; Demographic data on premature babies not
reported

Method Questionnaire developed by Miles to assess four dimensions of sources of
stress in the NICU. parental role alteration, sights and sounds of the
NICU, baby appearance and behaviors, and staff communication;
Completed at time of babies' discharge to home; Descriptive statistics

Major Findings Parents indicated the highest stress from their premature babies'
appearance and behaviors followed by alterations in parenting.

Implications Cannot ascertain if limitation of recall effected parents' perceptions of
what was the most stressful aspect of their babies' hospitalization.
Combining both mothers' and fathers' scores does not allow for
identification of potential gender differences in perceptions of stress.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)

Characteristic Description
Study Perehudoff (1989)
Focus Differences between mothers' and fathers' perceptions of environmental

Design
Sample

Method

Major Findings

Implications

stressors in the NICU

Exploratory, descriptive
Convenience, N=Both parents of 31 premature babies; Majority had at
least high school education, race/ethnicity not reported; Premature babies
had mean birth weight of 1370 grams
Questionnaire (same as in Miles, 1989); Completed within the first 96
hours after delivery; Descriptive statistics
Parental role alteration caused the highest stress for mothers compared to
fathers' scores indicating that sights and sounds caused the highest stress
(p<0.001). Mothers were significantly (p<0.000) more stressed by the
environmental aspects of the NICU compared to the fathers, but overall
mothers perceived that the NICU environment caused them relatively low
levels of stress. Mothers and fathers listed numerous events that they
perceived as stressful that were not included in the instrument: living out
of town, fear for babies' survival and long term prognosis, attempting to
supply their breast milk to the baby, etc.
These findings suggest gender differences in parents' perceptions of stress.
Instruments used to asses the environmental NICU stress limited the

sources and dimensions of stress parents could identify.

º:
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Hummel & Eastman (1991)
Focus Frequency of feelings of grief, loss, and fear experienced by parents of

premature babies after birth and during first 30 months of life
Design Exploratory, descriptive
Sample Convenience, N=59 mothers, 44 fathers; Parents placed in one of four

groups according to babies' current age: 4, 9, 18, and 30 months; Majority
Euro-American with at least a high school education; Mean gestational age
of premature babies at birth was 31.7 weeks, mean birth weight of 1666
grams

Method Questionnaire, Descriptive statistics, Pearson correlation
Major Findings During hospitalization mothers retrospectively reported feelings of fear,

hope, helplessness, and continually thinking about their baby. Statistically
significant relationships between demographic variables and feelings of
guilt, loss, and fear varied according the stressor event. Stressor events
such illness, surgery, delayed development and day care during the first 30
months elicited maternal feelings of guilt, anger, hurt, frustration,
emptiness, and self-pity.

Implications There are myriad of conditions which may interact to effect how mothers'
experience their premature babies' hospitalization. These findings suggest
that the birth and subsequent hospitalization of a premature baby is not a
short term "acute" crisis for parents.

-
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Miles, Funk & Kasper (1991)
Focus Identify NICU environmental stimuli that are stressful to parents of

premature babies
-

Design Exploratory, descriptive
Sample Convenience; N=79 mothers and 43 fathers of 84 babies; Majority Euro

American, married, well educated; Premature babies had mean gestational
age of 31 weeks and mean birth weight of 1662 grams

Method Questionnaire (see Miles, 1989); Completed within first week post-partum;
Descriptive statistics

Major Findings Combined scores of both mothers and fathers indicated that alterations in
parenting generated the greatest degree of stress. Both mothers and fathers
were rated as having high levels of anxiety which were significantly
(p<0.001) related to the stress scores.

Implications These findings are in contrast to Miles' earlier retrospective study which
indicated baby appearance and behavior as causing the highest stress to
parents. Current findings lend support to contention that parents'
perceptions of stress change over time. These results, however, may also
be the result of using combined scores of both mothers and fathers.
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Research on Emotional and Environmental Stress Experienced by Mothers of Premature
Babies (Continued)
Characteristic Description
Study Miles, Funk & Kasper (1992)
Focus Differences in NICU environmental stress, uncertainty, and anxiety of

mothers and fathers of premature babies
Design Exploratory, descriptive, repeated InCaSu ICS

Sample Convenience; N=Mothers and fathers of 23 premature babies; Majority
Euro-American, married, greater than 14 years education; Premature
babies had mean gestational age of 31 weeks and mean birth weight of
1722 grams

Method Questionnaire (see Miles, 1989); Completed within first 96 hours after
delivery and again approximately 1 week later, Descriptive statistics,
ANOVA, MANOVA

Major Findings Both mothers and fathers found parental roles changes to be the most
stressful aspect of their babies' hospitalization, with mothers reporting
significantly (p<0.032) greater stress in this area than did fathers. Parents
perceived their babies health status as quite severe during the first
assessment period; baby health status was not rated by the investigators.
NICU environmental stress decreased over time. For mothers there was no

significant relationship between anxiety and parental role alteration.
Mothers' scores indicated elevated levels anxiety which decreased over
time.

Implications These findings do not support gender differences in parents' perceptions, at
least in the early weeks of their babies' hospitalization and suggest that
parents' perceptions change over time. Raises questions about what events
manifest anxiety for mothers and if and how mothers' anxiety really
decreases over time.

*
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Table 3

Research on Mothers’ Descriptions and Interpretations

Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Casteel (1990)
-

Determine the affects (both positive and negative) and cognitions of
mothers and fathers of premature babies
Exploratory, descriptive, repeated measures
Convenience, N=18 couples; Majority of mothers were Euro-American,
mean maternal age of 27.8 years; mean length of marriage of 4.6 years;
Premature babies had mean gestational age of 34.9 weeks and mean birth
weight of 2282 grams, and some babies had congenital anomalies
Interview, semi-structured, open-ended; Parents interviewed as a dyadic
unit; Completed when baby was 5 days old, and again when baby had been
in the home for 5 days; Total of 36 interviews; Content analysis within an
a priori construct of affects and cognitions, z-statistic
Mothers and fathers identified both negative and positive affective
responses during the babies' hospitalization and when at home. Negative
affective responses included anxiety, fear, helplessness, and sadness.
Positive affective responses included amazement, confidence, love, and
well-being. Overall, there were more negative affective responses during
the babies' hospitalization, and more positive affective responses when the
baby was in the home. Parents were able to identify what their jobs are of
parents of a new premature baby within the first 5 days post-delivery;
however, the younger the gestational age of the baby, the harder it was for
parents to talk about being a parent. Parents cognitive responses were
categorized into the categories of protection, provision, and attachment.
Comparison of proportions of affective and cognitive responses of mothers
to fathers showed that mothers reported significantly greater (p<0.05)
cognitive responses in the home than did fathers. Once the baby was at
home, mothers' cognitive responses about what it means to be a parent
were more specific than those by fathers.
Parents' experiences of having a premature baby may be enhanced with an
appreciation of positive affects and cognitions about being a parent of a
premature baby. Findings raise questions about if and how mothers'
affects and cognitions change over time.
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Research on Mothers’ Descriptions and Interpretations (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Affonso, Hurst, Mayberry, Haller, Yost & Lynch (1992)
Identify and quantify stressful events related to the hospitalization of
premature baby from the mothers' perspective
Exploratory, descriptive, repeated measures
Convenience, N=36 mothers; 58% Euro-American, 17% African
American, 17% Hispanic, 3% Asian, 72% married, mean education 13.8
years; Premature babies had a mean gestational age of 28 weeks and mean
birth weight of 1,077 grams
Interview, semi-structured; 4 interview periods throughout hospitalization:
initial 96 hours post-partum, 2nd to 3rd week of baby's life, 5th to 6th
week of baby's life; week prior to baby's discharge to home; Attrition rate
high: N=36 for 1st assessment; N=25 for 2nd assessment; N=16 for 3rd
assessment; N=8 for 4th assessment; Total of 85 interviews; Descriptive
statistics, Content analysis
Mothers identified both negative and positive stressful events. In the 1st
assessment period, mothers identified separation from their baby,
pregnancy and labor, emotional issues, baby health and baby appearance
and behaviors as high frequency and intensity negative stressors. In the
2nd assessment period, issues surrounding separation, emotions, and baby
health continued with the addition of mothers reporting communication
with nursing and NICU environment as high frequency and intensity
negative stressors. In the 3rd and 4th assessments, high frequency and
intensity negative stressors were financial burdens, mothering concerns,
problems in relationship with mate, family and friends, baby health, and
emotional issues. Baby health and communication with nursing were
reported as high frequency positive stressors across all 4 time periods.
Investigator ratings of baby health status indicated changes in the highest
percentage of categorization across time. In contrast, the mothers most
frequently rated their babies as recovering across all 4 time periods.
Findings support the contention that mothers' perceptions change over time
and events perceived as positive can generate distress. Lack of attention to
mothers' needs and concerns can cause mothers considerable stress, impede
involvement with their baby, and encumber their efforts to establish a
satisfying partnership with health care providers. There is a need for
contextualized knowledge of mothers' experiences to determine what
information mothers attend to and how they evaluate their own situation.
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Research on Mothers’ Descriptions and Interpretations (Continued)
Characteristic Description

*.

Study
Focus

Design
Sample

Method

Major Findings

Implications

Stainton, McNeil & Harvey (1992)
Developmental tasks of women in high risk perinatal situations ».

Phenomenological, descriptive, longitudinal, repeated measures
Self-selected; N=27 mothers; no demographic data reported; recruited
from 3 subgroups of high-risk maternity population: in-patient (N=10),
out-patient (N=10), those with babies in the NICU (N=7); inducted in
study ranging from 5 weeks to 32 weeks gestation or within one week of
admission of their premature or ill premature baby into the NICU; mothers
had varied pregnancy histories
Interview, focused, unstructured; monthly during pregnancy; If baby in
NICU then weekly interviews for 4 weeks then monthly until discharge;

*

All interviewed at 6 months post delivery
The central meaning of the pregnancy for the mothers was uncertainty in
becoming a mother to this baby. Authors report as a serendipitous finding
that women in high-risk situations work on the same developmental tasks
as described by Rubin in 1975. However, these tasks are altered by the
uncertainty of attaining motherhood inherent in the high-risk situation.
The maternal tasks of seeking safe passage, gaining acceptance by others,
binding-in to the child, and giving of oneself are intensified. There is a
distorted reliance on medical/technological information and the mothers
turn their bodies and experience over to the external technological world as
the source of meaning to help regulate the uncertainty. To ensure
acceptance of their baby, mothers extend their sphere of significant others
to include health care providers and other caregivers as well as responding
with a range of attitudes and behaviors to achieve this task. Mothers have
varying responses to binding-in to their baby depending on their personal
histories and whole experience of pregnancy. In a high-risk situation, the
mothers have intensified giving of oneself to ensure a good pregnancy
outcome but this often meant depending on increased giving by others.
Findings support Rubin's (1975) early theory of developmental tasks for
women during pregnancy in a low-risk population. The researchers do not
provide demographic data for the mothers in their study and their research
was conducted in Canada. There is a need to determine if and how the

identified alterations in the developmental tasks in a high risk perinatal
situation vary among women of color with differing incomes, cultural
backgrounds, and health care systems.
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Research on Mothers’ Descriptions and Interpretations (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

McNeil (1992)
Identify the central meaning of mothers' experiences of having a
hospitalized premature baby from the perspective of the mother
Exploratory, descriptive, repeated measures
Convenience; N=9 mothers; No demographic data provided on mothers or
premature babies
Interview (focused) and diaries; Interviews completed once a week during
the 1st month of baby's life, then at least monthly for next 5 months or
until discharge; Total of 174 interviews and 13 diaries; Content analysis
of interviews used hermeneutic phenomenology, analysis of diaries not
reported, interpretation of data validated with participants
Uncertainty about becoming a mother to their premature babies was
identified as the central meaning of their experience. Having a
hospitalized premature baby generates a variety of feelings which include
loss, uncertainty, helplessness, isolation, fear, blurred boundaries of
involvement and mismatched perceptions. Strategies used by mothers
evolve from attempts to develop ways to care for the baby and live with
the situation. These strategies include developing a relationship with the
child, searching for information, gaining a perspective, advocating for the
child, and focusing on positive experiences and outcome. Maternal focus
on positive experiences and outcome is often misinterpreted by nursery
personnel as denial.
Many health care providers in the NICU hold misconceptions and have a
lack of knowledge about how mothers understand the experience of
having a hospitalized premature baby which hampers rather than
reinforces mothers' efforts to manage the situation and develop a
relationship with their baby.

º

~
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Research on Mothers’ Descriptions and Interpretations (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Hayes, Stainton & McNeil (1993)
A mother’s perspective of caring for a chronically ill baby coming home
from the NICU

Phenomenological, descriptive, paradigm case study
One mother, selected from a larger phenomenological study, see Stainton,
McNeil & Harvey (1992)
Interview, focused, unstructured; case study based on one 2 hour interview
There were five meanings in the mother’s experience: (a) uncertainty; (b)
experiencing the baby as powerful; (c) striving to gain acceptance from the
baby; (d) blurred territory in taking up the practice of care; and (e) being
alone and vulnerable. Authors noted that what stands out in this one

interview is that the mother is not focused on coping strategies needed by
herself because of her baby’s problems; she is clearly focused on caring
about and for her baby. This caring liberates energy and possibility. The
authors suggested that a reconceptualization of discharge planning is
needed to allow both health care providers and parents the opportunity to
focus on the possibilities for parents and their babies in both the present
and future; rather than focusing on tasks and problems.
Findings support the importance of incorporating the mothers’ (parents’)
unique perspective into our health care so that nursing care is
comprehensive and congruent with parental needs and expectations. The
finding that the mother is primarily focused on her baby's needs raises the
question: Is the mother's ability to discuss her own care needs
inadvertently stifled by the organization of neonatal intensive health care
that focuses attention and resources primarily on the baby?

2.
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Research on Mothers’ Descriptions and Interpretations (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Lasby, Newton, Sherrow, Stainton & McNeil (1994)
One mother’s experience in becoming a mother to her premature son in the
NICU

Phenomenological, descriptive, case study
One mother, selected from a larger phenomenological study, see Stainton,
McNeil & Harvey (1992); Mother was an “experienced NICU parent”
with two prior, surviving premature children (born at 26 & 31 weeks
gestation); Current baby of this study was a son born at 27 weeks
gestation with a NICU hospitalization of 113 days; No other demographic
data provided
Interview, focused, unstructured; conducted weekly during first month
post-delivery, then monthly until 1 month past baby’s discharge to home
Explication of the maternal work embedded in the experience of becoming
a mother to this baby. Dimensions of maternal work included: (a)
working for love; (b) working for meaningful moments; (c) working amid
uncertainty; (d) working against the odds; and (e) working overtime. The
authors noted that terms such as “alteration in maternal role” or “parental
role deprivation” fall short of capturing a mother’s involvement,
dedication, and commitment. Lack of acknowledgment or understanding
of such maternal work by health care providers increases the burden of the
mother, intensifies her stress, depletes maternal energy, and potentially
leads to mismatched caring. The authors provided a care plan based on
the identified dimensions of maternal work.
The findings underscore the importance of understanding and
incorporating the maternal perspective into our nursing practice. Nursing
research and health care policy needs to address the structural changes
necessary in neonatal intensive health care to facilitate empowerment of
families in neonatal health care policy and practice.
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Research on Mothers’ Descriptions and Interpretations (Continued)
Characteristic Description
Study
Focus

Design

Sample
Method

Major Findings

Implications

Stainton, Harvey & McNeil (1995)
Understanding uncertainty as experienced by women in a high-risk
perinatal situation
Phenomenological, descriptive, longitudinal, repeated measures, see
Stainton, McNeil & Harvey (1992)
See Stainton, McNeil & Harvey (1992)
Interview, focused, unstructured; See Stainton, McNeil & Harvey (1992)
The central meaning of the mothers’ experiences was identified as
uncertainty in becoming a mother to her baby. Dimensions within this
experience of uncertainty included: (a) waiting; (b) feeling fear; (c) loss of
control and identity; (d) being alone with this responsibility; (e) changed
family relationships and interaction; (f) fatigue; (g) grief and loss; and (h)
needing to be known and understood; and (i) mismatch in realities. A
number of mothers' caring practices were identified: (a) bracketing time;
(b) giving; (c) balancing perspectives; (d) doing a job; (e) maintaining
family relationships and functioning, (f) seeking meaningful information;
(g) protecting after previous loss; and (h) focusing on possibilities.
In understanding the maternal perspective of women in a high-risk
perinatal situation, health care providers can better assist families in
maximizing the well-being of the mother, her baby, and her family.
Further research is needed to determine, if and how, these maternal
experiences are similar or dissimilar among women of color and women
with varying economic and cultural backgrounds under different health
care systems. There is a need to determine how social, political and
economic conditions affect maternal experiences.

º

s



308

Table 4

Research on Mothers’ Actions in the NICU

Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Tennen, Affleck & Gershman (1986)
Relationship between maternal self-blame and perceived control
Exploratory, descriptive, retrospective
Convenience, N=42 mothers; Majority married, mean education of 13.3
years, race/ethnicity not reported N=42 babies; 86% born 36 weeks
gestation, varied medical problems
Interview (structured & semi-structured); Completed shortly after baby's
discharge to home; Descriptive statistics, Pearson's correlation
Majority of mothers (66.6%) reported: (a) one or more medical causes not
known prior to delivery or (b) due to chance as the causes communicated to
them by NICU personnel for their high risk baby; most mothers attributed
more causal influence to chance. Some mothers volunteered suspected
causes but other mothers needed to be asked about suspected causes by the
investigators. Causal attributions which were categorized by investigators
included behavioral self-blame (59%) such as strenuous physical activities,
smoking, poor nutrition, or working during pregnancy, and blaming others
(40%), primarily their obstetrician. Blaming others was unrelated to
control cognitions. Personal control over their baby's recovery in the NICU
(p<0.01) and perceptions of the severity of their baby's condition (p<0.05)
were significantly and positively associated with behavioral self-blame. As
a group, the mothers reported a strong conviction that visits to the NICU
and things they did with their babies during the visits promoted recovery,
and were confident that they could personally intervene to ensure normal
medical/developmental outcomes for their babies. Perceived control over
sequelae was not a predictor of emotional adaptation and its association
with self-blame varied on how the question was asked.
Do mothers blame themselves for the causal attributions they identified or
does self-blame reflect researchers' bias? The findings raise questions
about how mothers perceive control over their baby's outcome and what
conditions contribute to these perceptions. If there is the assumption that
self-blame increases the mothers' potential to address the challenges of
having a hospitalized premature baby and feel optimistic about future
pregnancies, is there also a danger that health care providers could promote
behavioral self-blame in the hopes of facilitating mothers’ well-being?
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Research on Mothers’ Actions in the NICU (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Able-Boone, Dokecki & Smith (1989)
Parents' and health care providers' perceptions of the communication and
decision making process in the intensive care nursery
Exploratory, descriptive, retrospective, repeated measures
Theoretical sampling, N=16 mothers & 11 fathers of the same babies,
N=15 physicians, N=10 nurses; Varied educational, socioeconomic, and
marital status reported for parents but no specific data provided; Babies
varied from 6 months to 3 years old, all with special needs and varied
medical conditions such as multiple handicaps and mild developmental
delays

-

Ethnographic interviews; Majority of participants interviewed twice; Total
number of interviews completed was 105; Constant comparison and
content analysis
Parents found the NICU stressful because of its strangeness,
sophistication, and feelings of helplessness due to limited roles as parents.
Providers acknowledged their control over babies and even parents, such
as when parents can touch, hold, and visit their baby. 26% of parents
described their involvement in their baby's treatment as being limited to
signing consent forms without their fully understanding the implications of
the consent. Not being kept informed about their babies' condition and
health care providers making treatment decisions for the baby heightened
parents' feelings of anguish and helplessness. Nurses were described by
both parents and physicians as the "communication bridge" between
parents and their baby. Health care providers complained about lack of
time available for talking with parents. Parents needed to maintain hope,
focus on positive aspects of their babies and obtain information about
community resources, yet be informed of potentially problematic
outcomes. Providers reported frustration with getting parents to
understand their baby's condition.
Health care providers shape parents' access to information, understanding,
and ability to participate effectively in decision making. Mismatched
perceptions about parental needs, motivations, and expectations limit care
providers ability to effectively support parents. The importance parents
assigned to the role of nursing to facilitate communication needs to be
recognized and reinforced.

s
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Research on Mothers’ Actions in the NICU (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Pinch & Spielman (1989)
Parents' perceptions of ethical decision making, desired involvement,
information needs, and consequences of intervention
Exploratory, descriptive
Convenience, N=32 families; Parental characteristics reported as varying
widely, no specific data provided; N=42 babies; Baby birth weight ranged
from 540 to 4000 grams; 24 babies <1,500 grams
Interview; Completed prior to babies' discharge to home; Content analysis
Absence of a perception of involvement in ethical decision making relative
to parental perceptions about the NICU was the most prominent theme.
Although the project targeted the babies and the NICU experience, parents
usually focused on both the high-risk pregnancy or the pregnancy as well
as NICU experiences. Desires for parental involvement varied, ranging
from welcoming the lack of responsibility to strong objections to their the
lack of involvement. Many parents focused on their need for support
during the NICU crisis.
Parents do not perceive involvement in ethical decision making relative to
NICU interventions. Parents' perceptions of the pregnancy history is
critical to facilitating their desired level of involvement in decision making
in the NICU. While some parents may not wish to assume final
responsibility for treatment decision, ensuring parental involvement to the
extent desired by the parents and providing support to parents concerning
decision making are pivotal to the parent's sense of becoming a parent.
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Research on Mothers’ Actions in the NICU (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Gennaro, Zukowsky, Brooten, Lowell & Visco (1990)
Concerns of mothers of low birth weight babies
Exploratory, descriptive, repeated measures
Convenience, N=65 mothers; 73% African-American, mean age of 24
years, -50% -high school education, majority multiparas, N=65 babies;
Mean birth weight of 1633 grams, mean gestational age of 32 weeks; mean
length of hospitalization 31 days, 46% of babies discharged to home on
apnea monitors
Interview; 9 assessment periods: after delivery, baby discharge, baby at 40
weeks of age, and each month for first 6 months after babies' discharge to
home; Descriptive statistics, Content analysis, t tests
Majority of mothers' concerns were raised the week following birth and the
week after the babies' discharge to home. The largest category of concerns
were related to baby health status, and these concerns were general in
nature. Personal maternal concerns centered on concerns about future

pregnancies, the mother's relationships with the father, and increased need
for money to pay hospital and medical bills at the same time that their
ability to contribute to household finances was severely limited. Mothers
with a high school education or greater expressed significantly (p<0.03)
more concerns than mothers with less than a high school education.
Does the majority of maternal concerns in the category of baby health
across all assessment periods mean that mothers' ability to discuss
concerns related to their own well-being is inadvertently stifled by neonatal
nurses who focus primarily on the baby? If less educated mothers are not
as likely to articulate their concerns, it is important that health care
providers use mothers' actions in the NICU as cues for their concerns and
how they are experiencing their babies' hospitalization. Or could it be that
a lack of knowledge about how cultural norms and class influence
communication styles leads researchers to conclude that less educated
mothers do not have as many concerns?

º

º
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Research on Mothers’ Actions in the NICU (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Kenner (1990); Kenner & Lott (1990)
Parents' NICU and discharge experiences
Exploratory, descriptive, retrospective, repeated measures
Convenience, N=10 families; No data on parents' age, race/ethnicity,
education provided N=10 babies, 4 premature, 6 term
Interview, diary; Interviews completed during lst and 4th weeks following
baby's discharge to home; Diary - completed during same period; Content
analysis
Informational needs centered on general baby care and specific care needs
of baby. Parents reported never having felt comfortable or clear about
their expected role in the NICU; nor did mothers feel staff took into
consideration their physiologic condition after delivery. Parents reported
lack of confidence about their ability to care for their babies. Parents
perceived little support from staff for parental role in the NICU and even
less once they were at home. Majority of parents viewed staff as negative
Support Sources.
Parents perceive a large gap between their needs, perceptions, and
concerns and the health care professional's perceptions of these needs,
perceptions, and concerns. This can lead to parents feeling confused,
intimidated, and incompetent. Parents' perceived lack of support from
NICU staff increases parental distress, interferes with parents' ability to
become active participants in their baby's care, and negatively impacts on
parent teaching.

-

*
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Research on Mothers’ Actions in the NICU (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Affleck & Tennen (1991)
Effects of newborn intensive care on parents' psychological well-being
Exploratory, descriptive
Convenience; Referred to number of studies previously conducted, no
total sample size reported; Majority of mothers married, with 12 years or
more education, varied socioeconomic status; race/ethnicity not reported;
Majority of babies reported as premature with serious medical problems
Interviews, questionnaires
Majority of parents compared their babies with other babies selectively on
dimensions that made their own baby's condition seem relatively less
severe. 25% of mothers were pleased with the active partnership they had
developed with health care providers related to medical decisions. 20% of
mothers had been unable to achieve a satisfying level of participatory
control with staff by the end of their baby's hospitalization. Some
mothers sought support and attempted to find meaning in their situation.
Other mothers engaged in wishful thinking, avoiding others, drinking and
sleeping. Few mothers attempted to take efforts toward problem solutions
or minimized the situation.

Events occurring in the NICU may reassure or generate more distress for
parents, but misconstrual of what information mothers attend to and how
they use this information may occur because mothers' interpretations of
their actions are not known. Many parents are not satisfied with the
partnerships they develop with health care providers.

>
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Research on Mothers’ Actions in the NICU (Continued)
Characteristic Description
Study
Focus

Design
Sample

Method

Major Findings

Implications

Bass (1991)
Parents' perceptions of needs in the NICU
Exploratory, descriptive
Convenience, N=18 couples; All Euro-American, married, majority had at
least a high school education; N=22 babies, 14 babies were premature
(<37 weeks gestational age)
Interview (semi-structured); Completed within babies' first 2 weeks of life;
Descriptive statistics, Content analysis
Six most frequently mentioned broad categories of parental needs were:
information (26%), person-related support (16%), attachment/parenting
(10%), physical support (10%), spiritual support (9%), and staff support
(8%). Powerlessness was a major situational stressor. Parents rated
information, attachment/parenting, and staff support as their most
important needs. Parents rated person-related support,
attachment/parenting, and staff support needs as met fairly well. How
information was presented to parents was as important as what was said;
parents rated information needs as somewhat met. Most poorly met needs
included being given time frames, physical support needs, anticipatory
guidance, and equipment related logistics.
Many parents perceive their information needs are met inadequately and
have other needs that are not addressed adequately.
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Research on Mothers’ Actions in the NICU (Continued)
Characteristic Description
Study
Focus

Design
Sample
Method

Major Findings

Implications

Shellabarger & Thompson (1993); Thompson & Gillotti (1993)
Parent-provider interactions beneficial to parents and critical times for
parent communication
Exploratory, descriptive, repeated measures
Convenience, Sample size and demographics not reported
Interview, observation; Daily observations over a 5 month period of
parent-provider interaction in the NICU; Recording of touch and talk
variables; Methods for interviewing, observations, and analysis of data not
reported
Communication issues occurring repeatedly included: lack of consistency
among communication from various care providers, frustration with
inability to know what their baby's long term prognosis would be, and
differing perspectives on the NICU between parents and providers.
Information which helps return some control to parents is perceived by
parents as most helpful. Critical times for parents' communication needs
are: predelivery, labor and delivery, parent-baby separation, baby
transport, initial NICU visit, duration of hospitalization, and discharge
Parents often feel that their communication needs throughout the baby's
hospitalization are not being addressed, further intensifying their feelings
of a lack of control. Lack of consistency among various care providers are
particularly problematic for parents.

-

º

>

º



316 !-

Appendix B

Letter of Support and Approval from Research Site

January 18, 1993

Research Committee
National Association of Neonatal Nurses
1304 Southpoint Blvd., Suite 280
Petaluma, CA 94954-6859

Dear Research Committee Members,

I want to take this opportunity to express my support for Irene J. Hurst's dissertation
research entitled "Mothers' Experiences of Having a Hospitalized Premature Infant".
There is no substantive empirical research in which participant observation has been used
to document mothers' experiences in the NICU and mothers' interpretations of their
situation. This kind of investigation is vital for caregivers, health care organizations, and
policy makers to know what services, resources, information, and support are needed by
mothers of hospitalized premature infants and how these might be offered in the most
appropriate and empathetic way.

The Neonatal Intensive Care Nursery (NICU) at the University of California, San
Francisco Medical Center (UCSF) is a regional, tertiary level nursery which cares for a
population of premature infants and their families of diverse ethnic/racial identity and
socioeconomic backgrounds. Ms. Hurst has successfully recruited mothers of minority
ethnic/racial identity and low-income mothers in her pilot study. The fact that her pilot
study and her proposed predoctoral research are inclusive of women of color and low
income women is absolutely invaluable. Other research and clinical efforts so often are
unsuccessful with recruiting these at risk populations.

I know Ms. Hurst to be an ethical and knowledgeable researcher as well as a talented
writer and communicator. As head nurse of the NICU at UCSF, I offer my assistance and
the resources of this NICU as a research site for Ms. Hurst's dissertation research.

Sincerely,

Jill Sullivan, RN, MS
Head Nurse
Neonatal Intensive Care Nursery, UCSF

>
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Appendix C

Consent Form

Approval Number: H5082-07384-04 "Mothers' Experiences of Having a Hospitalized
Premature Infant"

A. PURPOSE AND BACKGROUND:

Irene Hurst, RN, MS and Dr. Jeanne DeJoseph from the University of California, School
of Nursing are conducting a research study to identify patterns of behaviors of mothers of
premature infants during the mother's visits in a neonatal intensive care setting. I am being
asked to participate in this study.

B. PROCEDURES:

If I agree to be in the study, the following will happen:

1. I will be observed and notes will be taken of my verbal and behavioral activities
during my regularly scheduled visits to the NICU.

2. Following each observation, I will answer questions about my expectations for the
visit and experiences. If I agree, an audio tape will be made of this conversation.

3. I will participate in 3 interviews (to be scheduled at approximately the beginning,
middle and end of my baby's hospitalization) to discuss my experiences related to the birth
and subsequent hospitalization of a premature infant. If I agree, an audio tape will be
made of these conversations.

4. If I agree, my infant's medical records will be reviewed for demographic
information such as maternal age, marital status, infant's date of birth, and infant's
gestational age at birth.

These procedures will be done in the NICU. Questions concerning expectations and
experiences of the visit will take approximately 10 minutes. Each of the interviews will
take a total time of approximately 20 to 30 minutes.

C. RISKS/DISCOMFORTS:

1. Observation of my visits may make me uncomfortable or upset, but I will be able
to ask the investigator to withdraw at any time if I feel too uncomfortable and not all visits
will be observed.

2. Some of the questions may temporarily increase my anxiety and stress in relation
to having a hospitalized premature infant, but I am free to decline to answer any questions
I do not wish to answer or to stop the interview at any time.

(?
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3. Confidentiality: Participation in research may involve a loss of privacy; however,
procedures will be followed to protect the confidentiality of the information I give.
Interviews will occur in a private area away from infant's bedside. Study information will
be coded and kept in a locked file at all times. Only Irene Hurst and Dr. DeJoseph and
their assistants will have access to the files and audio tapes. After the study has been
completed and data has been transcribed from the tapes, the tapes will be destroyed. No
individual identities will be used in any reports or publications that may result from this
study.

D. BENEFITS;

There will be no direct benefit to me from participating in this study. However, the
information that I provide may help neonatal health professionals better understand
mothers' experiences related to the birth and hospitalization of a premature infant.

E. ALTERNATIVES:

I am free to choose not to participate in this study.

F. COSTS:

There will be no costs to me as a result of taking part in this study.

G. REIMBURSEMENT:

There will be no reimbursement for my participation in this study.

H. QUESTIONS:

I have talked to Irene Hurst or about this study and have had my questions
answered. If I have further questions about the study, I may call Dr. DeJoseph at (415)
476-4694 or Irene Hurst at (415) 587-4716.

If I have any comments or concerns about participation in this study, I should first talk
with the investigator. If for some reason I do not wish to do this, I may contact the
Committee on Human Research, which is concerned with the protection of volunteers in
research projects. I may reach the committee office between 8:00 and 5:00, Monday
through Friday, by calling (415) 476-1814, or by writing: Committee on Human Research,
Box 0616, University of California, San Francisco, CA 94143.

I. CONSENT:

I will be given a copy of this consent form to keep.

()
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>

PARTICIPATION IN RESEARCH IS VOLUNTARY. I am free to decline to be in this
study, or to withdraw from it at any point. My decision as to whether or not to participate -

in this study will have no influence on my present or future status as a patient, student or 2
employee at UCSF.

–7.

Date Signature of Study Participant r x

Date Signature of Person Obtaining Consent

4. *

_*:

L
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Appendix D ~

Demographic Data Sheet M

Study Code ny
Date

''.
Maternal Information (To be obtained from medical chart)

1. Maternal age

2. Maternal race
1. Euro-American 4. Asian *

2. African-American 5. Native American 4. "
3. Hispanic 6. Other _*

3. Maternal marital status
-

L

1. Married 2. Single 3. Divorced º,
4. Gravida Para

-

5. Mode of delivery
1. Vaginal 2. C-Section

6. Previous preterm baby?
1. Yes 2. No

7. Is the baby (s) currently alive?
1. Yes 2. No

Baby Information (To be obtained from medical chart)

1. Date of birth
Sex
1. Male 2. Female

3. Location of birth
1. Inborn 2. Outborn
Weight at birth (grams)
Gestational age at birth (weeks)
Current age (days)
Apgar scores: 1 minute 5 minutes

:
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Table 5

Appendix E

Tables

Participant Demographic Profile (N=12)

Mean (SD)"Participant Range Frequency
Race

Euro-American 7

Latina 4

African-American l

Age 31 (7.3) 20–43
Years of Education

< 12 6

13-16 4

> 16 2

Relationship Status
Married 10

Partnered l

Single l

Hospitalization During Pregnancy
Yes” 10

No 2

Location of Delivery
Study Hospital 10

Community Hospital 2

Delivery
Vaginal 5
Cesarean 6

Combination" l

* SD = Standard Deviation

*Yes = Ante-partum hospitalization > 24 hours
* Combination = 1 participant had twins: l vaginally and 1 by cesarean section
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Table 6

Participants' Entitlement Status (N=12)

Type Frequency
Health Insurance

Insured (Standard/HMO)
Medi-Cal

California Child Services (CCS)"
Disability Insurance

Paid Disability (Employer)"
Social Security (SSI)

Unpaid Leave of Absence from Employment
Aid to Families With Dependent Children

3

.
* CCS = California's program for handicapped children; based on eligibility
provides financial assistance to those families who are partially or wholly
unable to provide/pay for their child’s specialized medical care or
rehabilitation

* Paid Disability benefits ranged from 60% to 80% of full time wages
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Table 7

Premature Baby Profile (N=14)

Baby No Mean(SD)" Range Frequency
Singleton 8 8°
Twin 6 4°

Sex

Male 10

Female 4

Gestational Age (weeks) 30.1 (2.50) 26-34

Birth Weight (grams) 1,503 (584.9) 680-2,830
Length of Hospitalization (days)" 47.6 (26.0) 9-118
Type of Discharge

To Home 9 74

To Community Hospital 5 5°
*SD = Standard Deviation

*8 = refers to number of mothers with singleton birth
*4 = refers to number of mothers with twin birth

*7 = number of mothers whose babies were discharged to home
*5 = number of mothers whose babies were transported to a community hospital

º º
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ParticipantCoding ParticipantRaceAge
Gravida/ParityMaternalDelivery*BabyGestationalAgeVisitation"

Hospitalization(Weeks)

KimEA40GaPi—,3No
CombinationSam/David
33
Commute Beth"EA26G|Po

,
YesCesareanKaren26GuestHousing Claire"AA27GaPi—,2YesCesareanAlex27°/,

Commute Dolores
H34G3Pi—,2YesVaginalAnthony29
Commute Carmen

H43G3Po–,YesVaginalPaul30°/,
Commute FeliciaEA38G3Po_,YesCesareanCole28

Commute SallyEA25G|Po-,YesCesareanTara27
Commute AnnaH22G3P2-,3NoVaginalJustin30

Combination SarahEA31G|Po-2YesVaginalLara/Karl
32
Commute CarolEA38G|Po

,
YesVaginalMartin34
Commute MegEA20G|Po-,YesCesareanJesse27GuestHousing LindaH26G|Po

,
YesCesareanTimothy
31GuestHousing

*
Onetwindied

*
Racewascoded.EA=

Euro-American;
AA=AfricanAmerican;
H=
Hispanic

*

DeliverywasCoded:Combination
=onetwindeliveredvaginally,onetwinbyCesarean “Visitationwascoded.Commute

=
commutedfromresidenceeachNICUvisit,GuestHousing
=
stayedinlocalguesthouseformostof

baby’shospitalization;Combination
=
commutedfromresidencethenstayedinguesthousingforvisits

324
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Table 9

Mothers' Actions to Safeguard Their Babies and Themselves in the NICU

Action Description
Vigilant Watching Over

Negotiated Action with Health
Care Provider

Judicious Use of Challenging
Institutional Authority

An ongoing, interrelated process of the mother’s
information gathering, awareness of cues and situational
dynamics, and reflection upon their meanings. The
mother's active presence is accomplished by being
present at their babies' bedside and/or maintaining
contact with nursery personnel to monitor her baby's
progress and needs.
A process whereby the mother is attempting to reach an
understanding and come to terms or an agreement with
health care providers about her baby’s care and her own
care (and that of her family). It is best accomplished
when there is an explanation and/or conferral about
routine interventions and new treatment plans before their
initiation. Problem identification and solution are

accomplished jointly by the mother and providers.
Negotiated action is successful if the mother feels
respected and supported in her efforts to recognize and
advocate for her baby's needs and those of herself and
family, even if she and health care providers may initially
reach different conclusions. Health care providers
acknowledge and respect the mother’s expert knowledge
of her baby and her authority to participate in and make
decisions about her baby’s care and her own care. An
essential element for the mother’s success with negotiated
action is having empowering information on which to
base her evaluations and decisions.

The mother's judicious thought about when and under
what circumstances to voice her wishes, questions or
concerns including calling a halt to an intervention, in the
immediacy of a situation or at a later point in time
concerning caregiving practices or policies or the
institution’s structural provisions. It can entail face to
face interactions between the mother and providers or
activities such as writing a letter of complaint.

º
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Action Description
Use of Institutional

Knowledge to Challenge the
Institution's Authority

Authoritative Weight of Peer
Practice

Seeking a Higher Authority

Building Supportive
Relationships with Other
Mothers in the NICU

Garnering Support From
Spouse/Partners, Families,
and Friends

Institutional knowledge refers to the body of scientific
knowledge upon which the health care is based, the
organization of the health care system, the organizational
structure of the institution, and the institution's rules,
policies, and practice. The mother uses her
understanding of institutional knowledge to call into
question such issues as health care policy and the
institution's structural provisions, standards of care,
proposed treatments, and actual caregiving practice. For
example, the mother uses the institution’s written
standards of care for the storage and use of mother's
breast milk to question contradictory practice by a
provider.
The mother employs her understanding of what the
institution's standards of care and policy are based on
her direct observations of caregiving practice and other
sources of information (e.g., conversations with other
providers or parents or family members) when voicing
wishes, questions or concerns, or otherwise advocating
on behalf of her baby or herself or family.
The mother seeks out persons in position of higher
organizational authority to seek clarification of or
question or raise concerns about caregiving practice or
policy. The mother may choose to seek out a higher
authority as a first line of action rather than risk a
misunderstanding with a caregiver who provides direct
hands on care.

Refers to the mother's practice of offering support to and
receiving support from other mothers experiencing
having a baby in the NICU. The range of support
includes offering their presence, informational,
emotional, appraisal, validation, advocacy, and resource
support. Resource support can include financial and
transportation assistance, food, clothing, etc.
Refers to the mother’s obtaining the same type of support
as in relationships with other mothers in the NICU and
support in maintaining family relationships/functioning.
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10.

11.

12.

13.

14.

Appendix F

Ethnographic Interview Guide

What is it like for you to have your baby here in the NICU'?

How are your visits with your baby in the NICU going?

How does your baby look to you? Is there anything about your baby's appearance

and behaviors that reassures you, or conversely, worries you?

How is it for you being here and doing things for your baby?

Do you have expectations about what you'd like to do with your baby when you

visit? If so, what are they?

What are your actual experiences compared to your expectations?

What will it mean for you and your family to take your baby home?

How do you learn the things you know about taking care of your baby?

What is it like to be around all the equipment and procedures?

What is it like getting information from the NICU staff

If you could make changes in the way you and your baby are being cared for, what

would that be? **-

What has it been like for you interacting with the NICU staff. I'd like to hear

about those experiences that have gone well and about those that have not gone so

well.

Are these the type of questions you thought I might ask?

Are there any topics we didn't cover that you think it would be important to talk

about?
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10.

11.

12.

Appendix G

Assessment Guide to Ethnographic Interviews and Participant Observation

How is this woman like me?

How is she not like me?

How are the similarities and differences played out in our interactions?

How is that interaction affecting the course of the research?

How is it illuminating and/or obscuring the research problem?

What is my role in how a participant engages in conversation or how a story is

told, how it is constructed and developed, and what it means?

How does the information given during in-depth interviews differ from that told in

other contexts, such as naturally occurring conversations?

What is my role in the actions a participant engages in?

How do my questions, assessments, silences, and responses enter into the

responses given and actions by the participant, by other interactants (e.g., nursery

personnel, other families in the NICU)?

If, and how does the research relationship alter the resources and/or options

available to the participants?

What are the goals that motivate what my responses and actions are?

What are the goals that motivate the participant’s responses and actions?

-

º
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Appendix H

Participant Observation Guide

What is the exact physical location of study baby in the nursery?

What is the technology at study baby's bed space?

type of bed (radiant warmer, isolette, large/small open crib

type of monitors in use

type & number of lines, catheters (UAC, UVC, chest-tubes, etc.)

ventilation, type, ventilator parameters

number of IV's

medications

source of nutrition (parenteral vs. breast milk/formula; gavage, bottle or

breast feeding)

ongoing therapies/treatments (e.g. phototherapy, water-bed, gastric suctioning,

blood transfusion)

surgical procedures

personal belongings in and around baby's bed (e.g. toys, pictures, balloons)

presence or absence of clothing on baby (e.g. hat, booties, shirt, diaper)

chairs for visitors and/or staff

heat/temperature at the bedside (e.g. increased heat from phototherapy lights)

Are there changes in the location of study baby since the last observation?

Current age of baby (days)?

How does the mother access and leave the NICU'
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10.

11.

12.

13.

14.

How does the mother approach her baby at the beginning of the visit?

What are the mother's spontaneous actions as related to her baby?

What are the mother's actions when the nurses provide care to her baby?

What actions are directed by the NICU staff or other visitors in the NICU)

What conversations does the mother initiate with the researcher?

What words does the mother use in her conversation?

What events related to her baby and occurring in the NICU does the mother attend

to or ignore?

What are the activities occurring in the NICU during the mother's visit?

What is the technology in the general area of the NICU'?

What are the mother's verbal and nonverbal styles of communication that she uses

with the NICU staff)

=
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