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ABSTRACT
"It's Like a Different Kind of Parenting":
Constructions of Good and Bad Parenting in Neoratahsive Care
Joanna Cohen Kallan
Temple University, 2013
Doctoral Advisory Committee Chair: Dr. Gretchen Gan

This research examines the structure of the NIGidriatal intensive care unit), a
venue that juxtaposes a highly technological andica¢ setting against the care and
nurturing of child by her parents. In this sitargnts must construct and refine their
definition of what it means to be a good parerthecontext of the environment, medical
professionals’ expertise, and their child’s hodja&dion. At the same time, the health
professionals on the unit are also impacted by then experiences, preconceptions, and
faith in medicine. Particularly relevant actors #ne registered nurses, who care for
babies but interact with parents; how nurses ceecei the parenting role influences the
nature of this interaction, and therefore the elgoee of the parents in the unit. Yet
nurses’ definition of good parenting in the NICUesf contradicts that of parents, and
those who fail to meet the nurses’ definition miag themselves labeled bad parents.

Data for this research was collected in two urb#&UWs. Mixed qualitative
methods were used in the form of participant olket@ya and in-depth interviews with
both parents and staff members at both institutit;mthe end of uncovering themes
regarding commonalities of characterizations ofdyand bad parenting.

Findings demonstrate that in constructing a dedinibf good parenting, parents
medicalized themselves in the context of the NIQlAny incorporated medicalization

into the parental role by accepting the notion thay could help to heal their baby, not

just through care work but by actively taking osgensibilities that they felt could be



beneficial. Parents’ definitions of good parentatgo included relying on the opinions of
medical experts, which demonstrated a faith inptlegessionalization of medicine and
the medicalization of childbirth and child care.

Nurses’ conceptions of what made up a good panehtded deference. Many
believed that parents needed to do what was betiddaby, defining this in part by
stating that it meant listening to the expertsludimg themselves. Taking a Foucauldian
approach to examine the position of nurses in tspital, this fulfiled a need many
nurses had to be respected for their skills anidpi@eerful on the unit. Additionally,
nurses would label those whom they did not feelewseeting their parameters for being
a good parent as bad parents, which often invglveging parents on the basis of their
actions before or during their pregnancy. Parest® also judged based on how they
acted in the unit. The bad parent label was agflah to parents who had confidence in
their own abilities to parent while in the NICU,daalso to mothers with a history of drug
abuse. In accordance with labeling theory, ontel#bel was affixed, it impacted the
way that nurses and other staff treated parentviameed all of their activities.

The recent nature of this work reflects the impddhe newest technological
innovations on the parental experience. This ohesuthe increasingly sophisticated
medical equipment in the NICU, what this has méamterms of pushing the limits of
viability, and the ability of parents to accesmfation via the Internet. It also
demonstrates the gap in parents’ and nurses’ idghg NICU, validating the place of

sociology in discussions of family-centered care.
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CHAPTER 1: INTRODUCTION AND LITERATURE REVIEW

The experience of pregnancy and childbirth has ineceelatively routine in
Western culture, and is accompanied by a set cfaapons. For many, these include a
healthy pregnancy, trouble-free childbirth, andeapedited hospital departure for mother
and baby alike. Yet for some, this is not alwdysdase. With or without warning, a
woman may experience problems in her pregnancegloratty that necessitate
emergency medical care for herself or her infaving in part to the medicalization of
the experience, far fewer women die in childbidtiay than centuries past, while the
development of the field of neonatology has helmede premature and ill babies survive
now than only a few decades ago.

With the rise in neonatology has come greater oca¢#nowledge about concerns
related to premature birth and infant care, yetdogy has been relatively slow in
examining issues in the field. Although some arghsuch as Anspach (1993) and
Heimer and Staffen (1998), have focused on isslated to decision making in neonatal
intensive care units (NICUs), medical sociology AHsrded less attention to the
experience of the actors in the NICU, particuldhlg parents of the infants. While some
research has recognized the tension that existedse parents as their own conception
of parental roles gives way to the necessity ofic@dreatment, authors have only
recently begun to focus on the experience of pargirt the NICU (Lupton and Fenwick
2001; Berkowitz 2005).

This research will examine the structure of the M@ venue that juxtaposes a
highly technological and medical setting againke“inost private and precious

responsibility:” the care and nurturing of child bgr parents (Fox 1988: 679). In this



setting, parents must construct and refine thdindiens of what it means to be a good
parent while affected by the environment, medicafgssionals, and the context of their
child’s hospitalization. Health professionals atswe their own ideas regarding the
attributes that make up a good parent in the Ni&d, are impacted by their own
experience, preconceptions, and faith in medicirexamine both parents’ and health
professionals’ views regarding parenting in the N)@s these are clearly influenced by
different factors yet both impact how parents eigrare the NICU.

The Western model of childbirth is decidedly madlked, and many parents may
seek out medical expertise in raising their chitdrethe form of parenting books,
websites, and frequent contact with pediatricidviar{in 2001; Lareau 2003). Having a
newborn in the NICU, on the other hand, is an elytidifferent experience. It is the
extreme of medicalized parenting, played out imitical care environment within a
hospital.

New parents must negotiate physical and emotiomaédiments to parenting
their child within this complex and highly specrdd medical field. In order to do so, as
| will demonstrate, they must adapt their own débns of what it means to be a good
parent, their expectations of their role, and t&mn comfort level with medicine. In this
way, they are socialized into parenting in the tegdearning the norms of the
environment and the meaning of their role withinAtditionally, | will show that while
there are parents of varying sociodemographic angheconomic statuses, for most, it is
being a parent to a child in the NICU that is nsadtent.

For parents with a baby in the unit, one of theshsignificant groups with whom

they interact is the registered nurses. Nursesdsp®re time with hospitalized patients



than other healthcare practitioners, and are censidby many to have an enlarged and
important role during a patient’s hospital staygZman 1992). In the case of the NICU,
their impact is felt more by parents than by pdseas parents can be considered
patients-by-proxy because many suffer through tttaid’s illness, and also become an
advocate for their passive infant. Nurses cardédmes but interact with parents; how
nurses conceive of the parenting role influencestture of this interaction, and the
experience of the parents in the unit. Therefibre nurses’ notion of what makes a good
parent, while differing from parents’ ideals, hassiderable significance.

In constructing this definition of good parentitige medical staff judges parents
based on, among other qualities, their backgrouwwapliance with medical orders, and
assertiveness. Those parents who for various measmnot fit the staff's conception of a
good parent may be labeled bad parents. Theyoaidered to deviate from the model
NICU parent, and because of this may experienceemprences during their child’s time
in the hospital.

In this project, | spent over six months in twifetient urban NICUs, during
which | observed parents and health professiomalsraerviewed members of each
group. The end goal of my research was to andweeqestions: How do NICU parents
define what makes a good parent in that settingW #bes this differ from nurses’
conceptions of good NICU parents? And finally, vare the bad parents: those who fail
to meet the staff members’ definition? The belterature review examines the existing
bodies of work in the fields in which my researeim de located. These include issues in

parenting, as well as in the medicalization of paegy, childbirth, and childhood. | also



examine the extant research on the NICU, so astabksh where my work can be
situated.

Additionally, | apply studies of parents of sidkildren to examine parenting in a
medical context and develop my argument of mediedlparenting. Finally, | examine
nursing, and how the place of the profession irhtbepital hierarchy leaves nurses with
less power among staff members, while the posdfamurses in the unit gives them

greater opportunity to exert authority over parents

Literature Review
Parenting

Sociological literature has examined multiple fagelated to parenting,
particularly emphasizing how the cultural relevantéhe practice can vary widely.
Generally speaking, Western culture views parerdsig more individualized practice,
eschewing the idea that “it takes a village” (KorB001). Yet there is still much
variation in how different groups within the Unit&tiates conceive of parenting, as well
as contextual differences demonstrating that par@md a social construction that
changes depending on the circumstance.

As Maccoby (1992) demonstrates, parents’ rolélerupbringing of their
children have evolved over time. Parents are aftersidered to be the primary
socializers of children, supporting and supplenmgnivhat children learn from peers,
teachers, and other sources. Parents are alsovadiwed as playing important roles in

advocating for their children, fostering their madavelopment and helping them to



mature into their own in becoming responsible ad{(iRyan and Cole 2009; Smetana
1999).

The degree to which parents succeed at thisne small way impacted by their
class. Taking the financial perspective, ZeliZ€&385) has examined how children, once
an economic advantage, have become an increasiogflly investment. Hays (1996: 4)
argues that “intensive mothering” puts children #melr needs above all else, which
involves extensive time and resources. This mitlolepper class approximation of
parenting is discussed by Lareau (2003), as ltissgroup which has the resources to
provide children with greater opportunities. Laredso highlights how society favors
and rewards middle class parenting above lowes gasenting strategies, as the former
are more in line with an accepted value orientatih@t focuses on success and is more
likely to lead to a child’s achievement (Francid2p

Middle class parenting also relies on experts karger degree than lower class
parenting. Whereas working class and poor parehtsnore on the advice of family
and friends, Litt (2000) discusses how middle appeu class parents seek out the
opinions of physicians and childrearing manualssping medicalization to alleviate
their anxieties about any potential problems thexggive their child to have (Martin
2001; Francis 2012).

While Brubaker (2007) discusses how the concepihaft makes a good parent is
classed, mothers of all socioeconomic groups dcethe high standard. They are
expected to “be there” for their child, providingqualified love and support (Lupton and
Fenwick 2001: 1011). For babies, breastfeediradsis part of the current ideal of the

good mother, and mothers are expected to putthéd’s needs first from the time they



are aware that they are in their womb, if not befewven if the fetus’s needs conflict with
their own (Murphy 1999; Cherry 1999; Markens, Brawvand Press 1997).
Parenting a Sick Child

When parents have children who suffer from a dlggpwhether it is physical or
mental, their role may be intensified and prolong@dyood deal has been written on the
experience of parenting children with emotionapsychiatric troubles (Harden 2005;
Fite, Stoppelbein and Greening 2009; Hudson, DadibiBovopoulos 2011). Bodies of
literature are also growing with regard to paremtthildren who are physically ill,
whether chronically, acutely, or terminally. Irethsychological literature, Rosenzweig
(2012), Davies, et al. (1991), and Frank, et &9() have all discussed how differences
in parenting styles can depend on the nature ataheaf a child’s iliness.

Sociology has also begun to address parenting siqaily ill child, with a focus
on how these parents conceptualize their roleisndbntext. Young, et al. (2002) have
examined how mothers of children with cancer carcséd their roles in the face of their
child’s iliness, both in the case of chronic anuni@al diagnoses. Grob (2008) has also
looked at how an awareness of a cystic fibrosigrihais affected how parents realized
their position and appropriated different type&kmmdwledge in the face of the illness.

Lewin, et al. (2005) have discussed how caringafoill child is typically a
stressful experience for parents. Nursing litemhas also examined how sources of
stress for parents include managing the daily famgleds and responsibilities while also
contending with a child’s pain, treatment, andriesons (Gallo and Knafl 1998; Sallfors
and Hallberg 2003; Gale et al. 2004). Dependintherdegree of their disability, some

children may never be able to advocate for thenesedwnd may need their parents to



serve in this role throughout their lives (Ryan &uade 2009). In this way, disabled
children can be likened to NICU babies, as infamésclearly unable to be their own
advocates in the hospital.

Parenting a NICU Baby

With the rise of neonatology as a specialty in1B60’s came debates about the
importance of parents in the NICU. Though parergse ultimately allowed limited
visitation in units, their physical presence wagpexted more than their opinions on their
child’s care (Lussky 1999). Parents were eith@rthy encouraged or subtly
manipulated into allowing health care professiomalsiake all decisions, and historically
have often been viewed as powerless, easily infe@nand constrained (Guillemin
1988; Anspach 1993; Frohock 1989). While moremetends in critical care medicine
involve adopting policies of family-centered camhich incorporate the family into care
of the patient and the family’s needs into thettresnt plan (Griffin 2003), the efficacy
of this ideal has not yet been fully evaluatedal$b cannot be considered widespread, as
institutions vary in considering and implementihgge guidelines.

The goals of neonatal intensive care technologyraanifold. For babies born
slightly premature, the NICU may be a place to faed grow; for those who are
considerably early, it is where they finish theawgnd system development that should
have been completed in utero (Lussky 1999). Whikebirth weight and gestational age
are the primary indicators of NICU placement fagmpature newborns, full term babies
also are admitted to the NICU for various reasorduding but not limited to infection,

birth defects, and injuries incurred in deliverygdian 2005; Shelp 1986). According to



an explanatory pediatric hospital website, appratety nine percent of newborns in the
United States require placement in a NICU annuy&iOP 2009).

Biomedical technology has changed our conceptibhealth and illness by
expanding the limits of not only medicine, but loé thuman body (Casper and Koenig
1996). Technological advances in fertility treatineontinue to make conception a
possibility for women who have had fertility troelbr are attempting to conceive at an
older age. Symbolically, this has come to demanstihe cultural change of women
delaying childbirth until they have undertaken eeea, while at the same time showing
the enduring importance of motherhood regardlesgonhen’s other roles (Martin 2001).
Biologically, many of these treatments allow wongenodies to release more than one
egg at a time or receive multiple embryos, prodyeirhigher percentage of multiple
births than in past generations. These are comsgldegh risk, and the babies are often
premature and of low birth weight (Miracle et &002). For problems occurring in
single births, medical advances allow babies whg have once not survived to be
treated and live, helping to reduce overall infauatrtality rates (Lussky 1999; Anspach
1993; Heimer and Staffen 1998).

Higher rates of neonatal survival confirm thateshhology and medical
advancements increase, the point of viability deees (Heimer and Staffen 1998;
Gortmaker and Wise 1997). Babies who once were Sowarly or sick that they could
not survive at all are now delivered having a cleaaica life which, for some, can be as
healthy as their full-term counterparts’. Citingdhs (1968), Guillemin and Holstrom
(1986: 13) apply the “technological imperative’neonatal intensive care, stressing that

physicians are expected to test the limits of tethgy in treating patients aggressively,



bound by the Hippocratic Oath to intensify treatinamtil it is deemed futile (Parsons
1951).

At the same time, the technology that allows fasthlive births leads to new
problems and predicaments (Goldstein and Gold2@di; Fox and Swazey 1974). Fox
(1988) discusses the ambivalent attitude we hawvartbmedicine, as with scientific
breakthroughs comes new uncertainty and risk. bleelialso pushes the boundaries of
the already “...widely divergent beliefs and intetpt®ns of the meaning of life and
death, health and handicap, childhood and paredtlara the family and its
relationships” (679).

In the NICU, this means that the same componeatsstive babies’ lives greatly
complicate those of their parents. Like othenaaitcare units, the NICU is a highly
technical environment. It has been describederlitarature as “very busy...dense and
active” (Frohock 1986: 2); “far from tranquil” (Lagn and Fenwick 2001: 1014); and
“busy, bright, crowded, and equipment-filled” (Adtlk, Tennen and Rowe 1991: 12); and
“spaceshiplike” (Rostain 1985). Unlike a typicalspital nursery for well babies,
neonates do not lay side-by-side in ctilisstead, many occupy incubators to maintain
their body temperature and prevent infection, hdake by wires and tubes to machines
that record their vital signs and help them to tihrear eat (Frohock 1986; Heimer and
Staffen 1998).

According to Heimer and Staffen (1998: 37), in HI€EU environment, “the
emergencies of laypersons are transformed intootEnes of professionals.” Parents

fret over ventilators and transfusions while foctiws and nurses it is just another day at

! Rooming-in, in which a healthy baby and mothey &tea room together after delivery, is becomingeno
common. Mardorossian (2003) acknowledges thatrasther usually must have a private room to room-
in, not all new parents have the financial meareldot this option.
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work. In this context, some parents may find fficilt to disagree with their child’s
physician, as what is likely a novel and intimidgtexperience for a parent is a part of a
health professional’s daily routine. Experienogestise, emotion, professional
knowledge, and parental autonomy are all signitieema conflicting components in the
NICU, contributing to how actors conceive of whagaod parent should and should not
do (Anspach 1993; Heimer and Staffen 1998; Berko2@05).
Doctor-Patient Relationships

Ultimately, “medicine will always be essentiallyeationship of persons”
(Pellegrino 1971:79), and sociologists have longneéxed the doctor-patient
relationship? Though like many aspects of functionalism it haen the subject of
criticism, the Parsonian notion of the sick rolesvaa early and influential contribution to
medical sociology. Among other points that hertgdies within the concept, Parsons
discusses how the physician-patient dyad findsiemtan need of special services that
only a doctor is technically qualified to competgmirovide. The patient in this
functionalist model is relatively passive (Pars®851); a neonate would be particularly
passive, having been born into the sick role.

While Parsons would eventually revise his desitipdf the sick role to provide
for more agency on the part of the patient (19fB)pasic notion regarding the
asymmetry of the doctor-patient relationship haanltaken up by other theorists. Szasz

and Hollender (1956) proposed three models of dgutient relationships which

2 While 1 will discuss here the doctor-patient ridaship as it has been addressed in the literaltai@ so
mindful that authors such as Lupton and Fenwiclo3@nd Zussman (1992) have demonstrated that from
an interpersonal standpoint, the nurse’s relatipnafth the patient is the more significant oneeiitical

care. There are many distinctions that can be mizatween doctors and nurses, and | acknowledge tha
while this discussion is of the former professiony, application will often be to the latter professias |
discuss further below. In addition, the relevatationship in the NICU is not that with the patidmut

with the patient’s parent.
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allowed for varying levels of patient participatioft is their first model, the activity-
passivity model, which is most relevant in the NICld describing how the patient in
this model not only does not contribute to careibwirtually inanimate, they actually
use the metaphor of a baby, stating, “There isn@aiity here between the patient and a
helpless infant, on the one hand, and betweenhiigi@an and a parent, on the other”
(586). Though the model is considered to havarmatgd in urgent care, it is equally
appropriate in the case of critical care, wherdigoas vanish,” sickness becoming their
most salient characteristic (Zussman 1992: 43)t t& &lICU parents, a micropreerier
severely ill infant is not invisible, it is theihid.
The Rise in Professionalization and Medicalization

The medicalization of childbirth is a relativelgcent phenomenon in the history
of reproduction, the merits of which are now beiiedpated. In many cases, medicalizing
aspects of pregnancy has saved lives. Germ thpmgatal care, surgical instruments,
and medication have greatly reduced the once lagghaf maternal death in childbirth
that threatened women'’s lives (Loudon 1992; Scramt®87). Prior to the development
of neonatology as a medical specialty, problem& siscprematurity, congenital defects,
and unanticipated crises during delivery potentialeant a death sentence for the
affected infants (Anspach 1993).

Despite the advantages that science has broughilttbirth and infant care,
attitudes about the medicalization of these evardgsas complex as medical technology

itself. Kitzinger (1978) postulates that childhirs also a social process, a “cultural act

% Micropreemies weigh less than one pound, twelvees at birth, or are born before 26 weeks gestatio
(Takahashi, Endo and Minato 2003). Parents aiiedlp told that barring major complications these
babies can be expected to be discharged from t6& round their due date. Even if they are disphar
earlier than this point, it can still mean a sthynany months.
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in which spontaneous physiological processes opevilhin a context of customs” (83).
The medicalization of pregnancy and birthgiving bhaen particularly controversial
among feminist authors including Bordo (1993) anakrfih (2001), who argue that these
are normal experiences of womanhood (bookendeddmstruation and menopause)
that, when medicalized, become viewed as pathabgic

The rise of medical professionalization has bearudwnted in detail by Starr
(1982) and Freidson (1970), who examine the origim$ consequences of sovereignty
and autonomy in medicine. Fox (1988) applies Danki's concept of the sacred and the
profane to medical practice, explaining how we hgiven physicians sole license to
“pronounce’ death” (573). Doctors delineate thedical and legal boundaries of when
life begins in determining the point of viabilitgrfa premature baby. This is currently
around 23 weeks gestation, with some variabilitgtage and practitioner (Morgan,
Goldenberg and Schulkin 2008). Given the sanofifife, it can be argued that there is
no greater duty than determining when it beginserds.

Casper and Koenig (1996) discuss the importanpewer and the culturally-
specific arrangement of social relations in the donof medicine. This draws largely on
the Foucauldian notion of power as inherent initasons, rather than in individuals
(Foucault 1977). Foucault specifically addreskedhistory of physicians’ power ifthe
Birth of the Clinic(1973). Describing how physicians took on the i sage,
combining their vast education with experience lamolwledge, he writes:

The clinical gaze is not that of an intellectuat ¢lyat is able to perceive

the unalterable purity of essences beneath pheramniéers a gaze of the

concrete sensibility, a gaze that travels from bimdyody, and whole

trajectory is situated in the space of sensibleifestation. For the clinic,
all truth is sensible truth... (120)
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Foucault acknowledges here that physicians aremaipotent, but rather are able to use
their acquired knowledge and training to assesgelahd ailments with superior skill.
The “gaze” allowed the physician to have an undading of the patient and the
mysteries of the human body that far exceeded theatintrained could surmise. To
Foucault, institutionalized legitimation is at there of medicalization and the exercise of
power by physicians over their patients. Educatiechnological proficiency, and the
utilization of medical discourse contribute to reging lay participation in this process.
Professionalism is further justified by deemingeestific body of knowledge essential
for medical decision-making, and the highly-speze language that accompanies this
further restricts the ability of many lay peopleptarticipate in these discussions or
decisions, even when they involve themselves orlyamembers (Casper and Koenig
1996; Waitzkin 1991; Foucault 1973).

Crossing paradigms, functionalism considers issfi&igist in medical expertise.
Parsons (1951) writes:

The patient has a need for technical services lseda® doesn’t —nor do

his lay associates, family members, etc.—"know” tikdhe matter or

what to do about it, nor does he control the nesgdacilities. The

physician is a technical expert who by speciahirey and experience, and

by an institutionally validated status, is qualifi® “help” the patients in a

situation institutionally defined as legitimatedmnelative sense (439).
Though he was not referring specifically to pedéatrParsons’ mention of family
members as not knowing “what is the matter” isipalarly relevant with respect to the
NICU.

Yet while patients may lack professional expertisey may still have their own

opinions about treatment which are shaped by patswents, past experiences, and

advice from non-professionals sources such asdsigiamily members, and the Internet
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(Gabe, Bury and Elston 2004; Williams and Popay71®8oom 2005). Because of this,
professional medical opinion may come into conflvh what Waitzkin (1991: 25) calls
the “voice of the lifeworld,” and contributes td@dash of perspectives,” as expert
evaluation and lay belief may jar (Scrambler andt®r 1987:45). This clash is
particularly evident in the NICU, where medical fessionals’ expertise may challenge
parental belief, something which is often considenstinctive or innate in other venues.

The popular notions of mother knows best or mothietuition are not given
credence in a NICU, where, as Greenhalgh (1998udses, evidence-based medicine is
seen as objective. Despite Kleinman’s (1988)feoalpatient experience to be recognized
as a part of illness management, the validity diep& and parent narratives as a part of
treatment is not respected in this view. Advocafdsomebirths, the antithesis of
medicalized childbirth, have also argued that mashatuition is discredited in the
medical field and can actually be an unquantifiatgset in delivery (Craven 2005).

Given doctors’ claims of professional authorityhuit the framework of women'’s
simultaneous entitlement to pregnancy and childpthere is a potential for conflict to
occur. Applying Habermas'’s theory of communicatetion to woman-doctor
interaction in the context of childbirth, Scrambdiermonstrates that physicians and
mothers come from very different viewpoints witlgaed to reproduction (1987). A
woman'’s intuitive knowledge and control of her ba@dy potentially be at odds with
physicians’ reliance on medical knowledge for decisnaking.

For NICU births, this potential for conflict contias after delivery. Often when
an infant requires a stay in the NICU, emergencg oy mean that mothers are denied

the opportunity to hold or even see their newbdter anonths of gestation, and are
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immediately separated from their new babies. N&snare thrust into a highly
specialized scientific world, cared for by healtbfpssionals rather than by their parents
for a longer period of time than if they are bogalthy. In contrast to the efforts by
women'’s health and feminist movements to demedieand dehospitalize childbirth,
these parents must surrender not just their autgnbut their babies, to health
professionals while in the throes of an extremehptonal experience (Goldstein and
Goldstein 2001; Anspach 1993; Fox 1988).

Interacting with Medical Professionals

The strangeness of a preterm or ill baby, whethieainew mother or a woman
who has previously delivered a healthy child, is cangruent with many mothers’
expectations of a newborn. Dissonance theory stiagespsychological discomfort
results...when knowledge and action are inconsist@dbs Egner 1967: 276).
Mothers’ reliance on the expert opinions of phyaisi may be attributable in part to a
cognitive dissonance experienced when their newisgotaced into a NICU.

Parents interact with their child’s healthcare palevs in the context of this
dissonance and uncertainty. Doctor-patient intevas can vary depending on many
factors, including the demographic characteristicthe patient (Cooper-Patrick et al.
1999). Doctors have accumulated a wealth of infdirom during their lengthy education
process, and their credentialing reminds othethisef They have also attained a high
degree of status and prestige, both economicatlyoanupationally. Many patients do
not have as prestigious an academic backgroundahasd who have not had a lot of
education may feel particularly unqualified to aegur even advocate for themselves

against doctors. Those with higher education aaitis are often rendered greater
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agency in speaking with their physicians, althotighspecialization of physician
knowledge still routinely privileges health professls (Lupton 2003).

The patients who are in neonatal intensive camjgh they are the focus of care,
are not able to express themselves. If thereli®tany advocacy on behalf of an infant
in intensive care, this defaults to the guardiaparents, who as Lupton and Fenwick
(2001) show is usually the mother. The vulnergpof the infant, and the significance
of the parent-child relationship, marks parentpatgents-by-proxy who are responsible
for ensuring the well-being of their child. As R{€000) writes, this situation can be
comparable to the critically ill adult as well, peularly if there is no advance directive.
Decisions need to be made on behalf of a personisioo sick to be her own advocate,
regardless of age.

Some of the key decisions that have to be mateiiNICU include course and
duration of treatment, such as which babies shbeltteated, and for how long, if at all
(Anspach 1993; Shelp 1986). Decisions to treabfien based on the subjective and
difficult to define measure quality of life, whidan include speculative assessments of
pain, as well as the significant but uncertain ¢joaf future discomfort or hindered
functioning (Strauss 1975). While physicians wgk their own education, background,
and opinions to rate these items, it has also beewn that these decisions are based in
part on physicians’ assessment of parental alsilite even more subjective idea
(Frohock 1986; Shelp 1986).

Although it may appear as if parents are givenaaghin what should be done for
their child, Anspach (1993) found in her resealdt this was in reality an illusion; as

with many other medical decisions, the staff tyjjycdecides on a course of treatment
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prior to consulting a family, and usually is segkassent for a choice that has already
been made. While lay knowledge of medical issuag be increasing in other venues
(Gabe, Bury and Elston 2004), in the NICU few avefdent or knowledgeable enough
to challenge the expert medical authority (Anspb@83; Berkowitz 2005). Most parents
lack not only the medical education and technigpkeetise to fully comprehend the
meaning of the scales, charts, and numbers thesafseir baby’s progress, but also a
comparative framework through which to judge amm® chances for survival or the
likelihood of future disabilities. Given this, Hdraprofessionals consider themselves to
be the best equipped to make suggestions and alexisind often expert parents to
accept these without question.
Nurses in the NICU

While classic social control theories most oftearaine the patient-doctor
relationship in a medical setting, Lupton and FekwR001) argue that the relationship
that must be examined more closely in the NICU& of the patient’s mother to the
nurses. Particularly true in intensive care, hiadiged individuals have praised nurses as
being “much more important to sick people thandbetors” (Zussman 62: 1992). Both
theoretical and empirical works have called foragee examination of the role of nurses,
as they may represent larger issues of genderrgashiaations (Lupton and Fenwick
2001; Zussman 1992). Applying a Foucauldian petsgeof power and relationships, it
would follow that NICU nurses may exert some contreer decisions made in the
NICU, employing medical discourse and their owncggdezed training in application of

moral regulation.
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Stein (1967) termed the hierarchical relationst@ween nurses and doctors the
“doctor-nurse game”. Registered nurses’ familjantth patients, yet lessened position
in the hospital hierarchy, puts them in a positdrere they must maneuver to make
important recommendations, while at the same tiraking it appear that these were the
doctors’ suggestions. Radcliffe (2000: 1085) staébat “the nurse [is] responsible for the
wellbeing of her patients and the nourishment efdbctors' sense of professional self.”
By interacting with parents in the NICU, while aisfluencing doctors’ decisions with
their own specific knowledge (Anspach 1993), nutsge a great deal of power in the
setting, even if they do not receive an equivaganobunt of recognition.

The organizational context of the NICU also conttds to a structure that affords
great importance to nurses. Fox (1989) describesesias conceiving of themselves as
“guardian angels” for patients (60). Dependinglomsize of a hospital, there may be
any number of neonatologists on a rotation. Commamiits to surgery, office hours, and
other engagements make it so that rounds, in whgicians interact directly with
patients or their parents, occur only once or tvaickay. Nurses, on the other hand,
spend eight to twelve hours at a time on the urdtare assigned to care for a small
number of babies on each shift. As a result theyoften most familiar with an infant’s
condition and changes. They have observed the g closely and more often than a
physician, and are able to provide direct caregivuith more frequency than the child’'s
mother (Lupton and Fenwick 2001; Heimer and Statf@88; Anspach 1993). While the
nurses’ power may be limited in the hierarchicaldure of the hospital, their impact in

day-to-day caregiving far exceeds that of most jmieyss (Fox 1989; Zussman 1992).
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Lupton and Fenwick (2001) discuss the power steggktween nurses and
mothers in the NICU, referring to how the two greupegotiate differing definitions of
what makes a good and bad mother. Though socatigtructed labels, the
consequences of these are very real for their babeeording to one nurse they
interviewed, “I don’t want to look after the bahf} | can’t stand the mother” (1018). To
the mothers’ disadvantage, the authors found Hostet who began to exercise their
parental authority while their baby was still irethospital were considered to be
unsuitable if their actions were not in accordawaé the nurses’ wishes. Heimer and
Staffen (1998) also examine the way in which mdditaf determine if a parent is
“appropriate” (178), and how this determination anfs the staff’'s response in helping

the parents and treating the infants.

Overview of the Dissertation

In this project, | examine parenting in the NICUatsk: how do parents construct
their definition of being a good parent with a dhih the unit? In contrast to this, | ask
what the nurses’ definition of a good NICU paremtand look at how this varies from
parents’ definitions. | also examine who wouldcbeasidered the bad parents in the
context of this; that is, who in the NICU does nohform to the health professionals’
conceptions of good parents, and what are the qoesees of this?

Chapter 2 outlines my methodological approach, hirctvl employed a modified
form of grounded theory. As | had observation emerview guides when | went into the
field, | veered away from traditional grounded theoYet | did borrow from the

constructivist branch of the practice, as | wasceoned with the social production of
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knowledge and the social construction of realitthiese NICUs (Anspach 1993;
Charmaz 2009). My methodological approach allomedto focus on situating the
meanings created by respondents, along with therscthey performed, as part of
broader social conditions.

In Chapter 3, | examine how parents construct gargim a NICU and what they
feel they need to do in the setting in order talgood parent. As | will show, this
involves a heavy reliance on medical professioaalexperts, above and beyond that of
parents of a healthy baby. NICU parents learnipeoles and rules that govern
interaction with their own child. They seek walgattthey can directly help their child,
often medicalizing themselves to supplement andptement the work done by health
professionals on the unit.

Chapter 4 examines the registered nurses’ construat a good parent ideal.
Nurses are also influenced by a number of diffefactbrs in determining what makes a
good parent, factors which are related to theirtfwsin the institutional hierarchy of the
hospital as well as their experience and experidgrses have more contact with parents
than any other health professional in the NICU, as@ result help to socialize parents
into the culture of the unit. This often givesrthéhe opportunity to mold them into their
own definition of a good parent, yet as | will shdie qualities that nurses consider to be
part of a good parent often conflict with thoset lu@ part of the parents’ definition.
Additionally, | will explore if nurses treat parantifferently based on characteristics
such as class or educational background, or ifgoaiparent in the NICU equalizes

parents in the face of the intensity of hospitaliparenting.
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In Chapter 5 | examine the parents who do nohéttiealth professionals’
conceptions of what makes a good parent in the NEZId who are essentially labeled
bad parents because of this. Staff have theirmotions concerning how parents should
act, but some parents consciously or unconscialeshate from the doctors’ and nurses’
ideals. This can occur because parents, in theapof nurses and other health
professionals, do not appear to be acting in tisé ibgerest of their baby. Yet it can also
occur when parents feel that they are the experther own child in the hospital setting,
and as a result do not defer to health professsboginions in care. While this chapter
looks primarily at nurses, | do include some otmealth professionals’ views where
relevant.

Finally, in Chapter 6 | discuss some ways in whithfindings could be applied
in program-building, as family-centered care beco@re increasingly important focus in
NICU medicine (Griffin 2003). | suggest how mydings can contribute to building a
collaborative, interactive approach to developimgriventions to improve outcomes for
families and health care practitioners. Finallglidcuss the directions that future research
could take and address the limitations of my figdin As with any qualitative research,
“no empirical investigation can be complete or edtae” (Ferguson 2006: 5).

While my research questions look specifically & M CU, they can be applied in
a broader sense to the experience of having amyllone in a hospital setting. The
NICU can serve as a microcosm for topics that @evant throughout the hospital,
including medicalization and the impact of techigglon interpersonal relationships. It
epitomizes the intensity of having a loved onejost in intensive care but in any part of

a hospital. | will explore these themes throughMCU, studying how they pertain to
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parents who must practice their parenting consthby institutional conditions, physical
difficulties, and high degrees of uncertainty. @dlthis will contribute to an
understanding of the many different relationshipthie hospital: those between parents,
their babies, and health professionals, as weheaselationship of people to technology.
Neonatal intensive care is concerned with the ggraftnew life, and imbued with the
responsibility of preserving life and health in rewns. Yet while | am studying the
NICU, it can be considered a device by which tgpheiderstand other relationships in

the hospital setting, as well.
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CHAPTER 2: DESCRIPTION OF METHODS AND SETTINGS

In this chapter, | will outline the methodologiaisign of my study, including
how | gained access to the facilities in which $etved. | used mixed qualitative
methods, and my methodological approach can bed¢daibed as inductive, using a
modified grounded theory. As | was conducting aeske in two different hospitals, | will
describe the process and each facility in turnyelsas addressing the similarities and
differences between the two, and the methodologigglications of being in two sites.
Where applicable, | will also discuss the practtaeonatal medicine in general, so as to
best explicate the medicine as | came to understasda layperson.

Before beginning my research | sent emails toraber of hospitals with NICUs
in a large Northeastern city. As a centrally lecatirban area with a large population,
there were no fewer than eight appropriate insbitist which would have been suitable
sites, and Northeast Memorial and Children’s Urbaspital§ were the first two
facilities to respond positively to my requestdiastinstitutions either gave a firm “no,”
or did not respond at all to repeated inquiries.

Fortunately, these two hospitals were similar irtaze ways, and being at both
hospitals increased the scope of issues about Wicahld write. Both NICUs are Level
[l facilities, meaning that they are able to paithe maximum amount of care possible
for a variety of conditions, although there aré stfants at each hospital who do not
require anywhere near this level of care. While N&4 40 beds in the NICU and CU has
30, both facilities make use of other departmemtbeir hospitals as needed if their

census is high.

* Both names are pseudonyms, and | will refer tchthepitals as NM and CU, respectively.

23



Describing the Settings
Northeast Memorial Hospital

Although | received an affirmative response to mguest to conduct research at
Children’s Urban Hospital first, changes in the adstrative and bureaucratic
organization of that unit set my start date baaksaderably. At Northeast Memorial,
once | was directed to the correct person in thikadéd School of Nursing, | was able to
navigate the process of gaining access. My cantactthe inside helped me a great deal
in getting through the gatekeeping process, whiaimderstandably rigorous at a hospital
(Berg 1998). Working closely with the administvatiassistant for the head of the unit,
as well as with a member of the Institutional Rewv®oard, | was able to explain to the
physicians how my work was necessary and non-inwegudefine qualitative research for
scientists who were primarily trained in quantitatwork, and fulfill the IRB
requirements both in terms of completing my owrifteation and writing a
comprehensive informed consent form. This haddo lae approved at my own
university, where | met several times with the IBBe sure all involved institutions
would be satisfied. The entire process of gaigiogess to NM, from my first phone call
to my stamped consent form, took a year and fourth® | was classified as a
volunteer, and given that | was not a student tHead a faculty member in the School of
Nursing as my principal investigator.
Patient Population

Northeast Memorial is located in the center ofdltyg, an area that is both
commercial and residential. It has many busingssstaurants, and hospitals; as it is a

desirable part of the city in which to live, theidential population tends to be wealthy
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families living in expensive new condominiums ostbrical homes, as well as younger
professionals who may be renting or owning in ranles or converted spaces. The
neighborhood is primarily middle and upper andredpminantly white.

Despite the setting in which it is located, Nortstedemorial treats a wide
socioeconomic range, extending from wealthy prodesd families in the surrounding
neighborhood to those from poorer sections of ttye dt is a non-profit teaching
institution, and has achieved magnet status (agreton from the American Nurses’
Credentialing Center of positive patient outcomad laigh nursing satisfaction). The
NICU is an extension of its maternity and pediafaicilities, and therefore many of the
babies in the unit were born in the hospital’s nratg ward and transferred to the
intensive care nursery for a variety of reasong.pifevent outside infections from
entering the unit, Northeast Memorial typically epts only outside patient transfers of
babies who are very ill and require the sophistéidaechnology NM can provide; even
infants who are born at the hospital or initialdnatted to the NICU will be sent to the
pediatric ward or pediatric intensive care unitGB) if they have to be hospitalized after
they have been sent home, not back to the NICU.

The greater NM healthcare system has a numbedofidual hospitals within its
jurisdiction, as well as specialty branches andféihated university. It also includes a
large methadone treatment program. Women whanates program, once they disclose
that they are pregnant, are sent to NM obstetacséatment as a high risk pregnancy.
Once born, their babies typically are admittethesNM NICU for observation and, if

necessary, therapeutic withdrawal treatment fraheeeiheroin or methadone if they are
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diagnosed with neonatal abstinence syndrome (NASthough the constant turnover in
the unit makes it difficult to provide an exact gamtage of how many of these babies are
on the unit at any one time, physicians there ed@rthat at times it has been as high as
40 percent of the total census.

Other babies at NM include those who were borhathbspital prematurely and
require anything from time to feed and grow to é&sgale interventions to assist
underdeveloped pulmonary, respiratory, and gadesiimal systems. Babies born in the
hospital with a risk of having infections, suchtlagse caused by meconium aspiration or
by a maternal fever, are also held in the NICUdioservation and precautionary courses
of antibiotics. Finally, babies requiring statetbé&-art technological interventions, such
as ECMO or head or body cooling to prevent brain damageakso in the unit; this
population typically is comprised of both the babweho are born at NM and those who
are transferred from other facilities.

Staffing

In terms of staff, the unit is equipped like conglde Level 11l NICUs for a large
urban area. It has nine attending physicians vievigllows (physicians who are post
their residency, but still part of the teachinggmam), and thirteen nurse practitioners

(NPs). Besides having additional physicians or NiPsall, there are also at least two on

® While there are may be no known long-term physijwal effects of being exposed to these drugs in
utero, in the short-term, these infants’ neurorémspare not developed enough to handle the daugrig
their system. Although the NM medical team ackremlgled that treatment of NAS is not a firm protocol,
they typically used doses of pain killers and otlygpropriate pharmacologic interventions, such asah,
to treat withdrawal. Infants are also given higlode formula or supplements to counteract thergal
burning effect of shivering, wakefulness, and otlighdrawal symptoms which can be detrimental to
newborn weight gain (Johnson et al. 2003).

® Extracorporeal membrane oxygenator, or heart-hypmss, this is often used to treat cases of puanyon
hypertension that do not respond to medicine cerdtierapies. Respiratory therapists informedhmae t
innovations such as synthetic surfactants haveepited many infants in respiratory distress fromimgto
go on ECMO, further sparing them the additionadtsief being on bypass.
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the unit at all times. There are 100 registeradesiwho work in the NICU, each of
whom typically has one, two, or three infants teedar, depending on what each child’s
needs are; children who need to be monitored glagalll times will have one-to-one
nursing attention, while babies who receive mostindard care such as feeding, diaper
changing, and bathing will share their nurse witleast one other infant. The NICU is
also staffed by the hospital’s respiratory therdpgartment, keeping two respiratory
therapists on the unit at all times, absent ontlieéfy are assisting with a high risk
delivery. There is also a child life specialistamvorks primarily out of the pediatric
ward but runs occasional parent support groupsishaofants, and works with families.
Finally, the unit has a dedicated social worket ease manager. Being a teaching
hospital, there are frequently additional persamshe unit in the form of residents,
interns, and students of all of the health protassrepresented.

The gender breakdown of the staff at Northeast M&happears to be in
keeping with the overall national statistics on mabworkers. Neonatology is a
subspecialty under pediatrics; like pediatrics asale, there are more female physicians
in neonatology than in many other fields (Sibert 20 Although there are more male
attendings than female attendings at NM, the abfi¢fie unit is female, and there are
more female than male fellows on rotation. Alkloé nurse practitioners are female, and
of the one hundred registered nurses, only twareale. These men did not often work
the day shift and did not work every night shift;aresult, | saw one male nurse twice,

and the other only once.
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Procedures and Layout

As the NICU is carefully guarded against stranggiging access, all individuals,
including parents, must be “buzzed” into the NICabclerk. The first room
encountered upon being buzzed in is a scrub roath,medicated sponges and surgical-
grade hand sanitizer available, along with detaistiuctions on how to use both. Like
all visitors, | was also required to scrub up upotering the unit, and noticed that there
is no enforcement of these procedures; all area®&gddo scrub up, but parents and
visitors fulfill these expectations to widely diffieg degrees. There is also a degree of
ambivalence regarding how often one must scrutewen | wondered, if | left the unit to
use the washroom or make a phone call, if | hagbtthrough the full scrub up
procedures again, or could merely wash my handsudir and use the antibacterial hand
sanitizer ubiquitous on the unit. Parents arertdkeough the scrub procedure one time,
when they first visit their baby. They are alsweey a wristband with an identification
number on it, which they are required to show dank they enter the unit (until the staff
begins to recognize them) or recite when theyfoalinformation.

Parents do not have 24-hour visiting privilegeBlisk, mothers who are currently
in-patient may visit their infants at any time, blubse who are not in-patient are
restricted like everyone else to visiting betwdss hours of 10 AM and 10 PM. All
visitors must leave the unit between 7:00 and PBD when most nurses change shift.
Infants may have no more than two visitors at aslok] one of whom must be a parent;
exceptions are made for infants who are nearingtigeof their lives and for whom

parents have decided to cease supportive carthese cases, entire families, including
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young siblings (six being the minimum age underdglcircumstances), may be brought
in to see and take pictures with the baby.

There are seven separate rooms in the NM NICU, efalhnich has four to six
beds, at least two computers, sinks, and a mediarte These rooms flank a hallway in
which there are two nurses’ stations, passcodeegied supply closets, more sinks, and
refrigerators for breastmilk storage. Usually thedule doors are left open to the
hallway, welcoming visitors and parents and makiregsier for staff to get in and out;
sometimes they are closed for various reasons, asicbise in the hallway disturbing
infants or interfering with hearing tests, or besmthere is a procedure going on inside a
room. Occasionally a procedure will necessita# #i visitors, including parents, leave
a room. This may be for a brief time, such as wdren-ray is being taken, or when
extreme measures are being taken to rescue oerawaby. Visitors are also asked to
temporarily vacate a room after a baby in it hasldi

Also accessible from the hallway is a lounge inakhinothers could use hospital
breast pumps; mothers who are breastfeeding thfaints may do so by the bedside, with
a screen for privacy; those who are pumping camigoa room with comfortable chairs,
mechanized pumps, a television, and spring watei.will discuss later, while the
pumps are of good quality, they require that matheasve the bedside to pump. Not only
do they miss out on bonding time with their infdmit being away from the baby hinders
milk production. It has been speculated that tonping mothers, whose milk supply is
not stimulated by the act of sucking or being chasthe child, the sight of the baby is

essential to keep up a supply (Wall 2002). Fa thason, it is often recommended that
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they pump immediately after holding their baby, #@nidig a picture of the child to look
at while pumping.

The above are just two of the tips for pumping whatound in the breastfeeding
lounge, along with literature and posters toutimg benefits of the practice. It is also
decorated with pictures of happily breastfeedingh®is of various ethnic backgrounds.
Similar posters could be found throughout the Ni@akticularly during National
Breastfeeding Awareness Week, during which | hapgéa observe.

Other decorations throughout the NICU are geareshtd making it feel like a
regular nursery, with cheery characters and webtvkmchildren’s literature figures
represented in pictures and room borders. Eachula@dso has a wipe board naming the
babies who are there, along with each provider wmgrivith them for the shift: the
registered nurse, nurse practitioner or physiaad, the attending physician. Intended to
make it easier for the parents to know who wasgawith their child as soon as they
entered the unit, | noticed that these boards wet@lways current, and sometimes
would not be updated until a few shifts had passed.

While parents could generally decorate their childib as they chose to and
were encouraged to bring in their own items (ag las the decorations did not interfere
with treatment), the staff also contributed to ¢hreeup the medicinal design of the beds.
Each infant’s bed would sport a handmade sign fighor her name on it upon
admission to the NICU, and nurses would put uppdmek pages and photos that they
themselves had made or taken. Seasonal changeseapeesented in stencils of leaves
or the local baseball team mascot in the fall, e &as holiday-themed decorations.

Parents were given all of these adornments tovatkethem when the baby was
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discharged; as one nurse told me, they were intetadbe even more significant
keepsakes for parents who lost a child who had rethre NICU.

The child life specialist and nursing team at Neat Memorial also maintained
beaded bracelets for babies, which hung on thetorsrattached to each bed. Called
“Beads for Babies,” the beads on these bracelptesented certain milestones in the
babies’ lives, such as when they first ate fronotilé or had a surgical procedure. The
placard explaining what the beads signified enagenigparents to remind their nurse
when a new bead was needed; some parents didstiintbughout their time in the
NICU, and even those who were not vigilant durimgit child’s stay on the unit would
often ask for beads to complete the bracelet befsaharge.

Like the stencils and the name plates, these atscelere intended to be
souvenirs of the NICU stay. They also served agés of honor for babies and parents.
A parent, as a layperson, may not know what a Ri@Cs, but the blue dolphin bead
signifying its removal could be a point of prideobserved one mother, who had visited
her micropreemie daily, completing the string catbe when her baby’s discharge was
imminent. Even the nurses commented on how happyooked as she beaded the
string, and many joked that her baby would havgumsita bracelet, but a matching
necklace to take from his NICU stay.

As per the protocol established when | was negongahe terms of my research,
after | entered the unit and scrubbed up, | wooddle the charge nurse, let her know |
was there, and ask if there was any room | showta She would usually tell me no,
sometimes informing me if any one room was busudllg an enticement for me to

enter). The only time | was asked to stay out ifaan was on my second day in the
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unit, when a baby had died unexpectedly; the halsgiaff was in the process of cleaning
the space the baby had been in, while simultangausiking with the family in the first
stages of their grief.

Given that there were so many separate rooms iNIG&, | would often walk
from room to room to try to determine the best placwhich to observe. Generally
speaking, | was able to move freely between roohwgould eliminate rooms without
parents in them; however, if more than one rooméapdrent in it, | had to decide where
to go. In the four months | was observing at NIivarely stayed in one spot for the
duration of my time, which was usually two-to-fdwurs at a stretch, three-to-four days
a week. | tried to stay out of the way when | wathe rooms, always asking nurses
upon entering if it was okay for me to observe ¢hand trying to stand or sit where |
could see a lot of what was going on without irggrfg with it. | informed parents of my
presence by placing an informational letter by dastiside, as well as hanging one in
each room.

Children’s Urban Hospital

As mentioned above, Children’s Urban Hospital oesfed immediately to my
request to conduct research there. A teachingutiseh, the nursing director informed
me that they were favorable to nearly any kindesearch being conducted on the unit.
Again, though, as the nature of my research wlkeuany that they had seen before, the
process of gaining entry had a number of hiccugheasorrect procedures for my study
were determined. Between hold-ups with the IRBjadavork, and volunteer services (I
was again classified in this way), it was one yaat ten months between my initial

contact with the nursing director and my first adogerving on the unit. Like NM,
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because | had no formal educational affiliationvitie hospital, a faculty member served
as my principal investigator.
Patient Population

Children’s Urban Hospital is a non-sectarian petidtospital which came under
the umbrella of a national healthcare managemeanization in 1991, a for-profit
corporation which owns and operates acute caretatspnd outpatient facilities
throughout the United States. CU is located ioveel income area of the same major
city as NM; commensurate with the neighborhood Imiclv it is located, it attracts a
largely inner city population, the majority of whamre Hispanic and African American.

However, it does see patients who are referrad sther parts of the region, as well as
those who travel a greater distance because aéthe@ology and expertise available at
CU. As a children’s hospital, it specializes igraater number of pediatric fields,
something which is reflected in its NICU.

Like Northeast Memorial, the NICU at CU is a Lelléfacility, and supports a
number of critical care modalities. Unlike Norteelemorial, all parents (whether in-
patient or not) are permitted to visit 24 hoursag (Wwith the exception of the shift
changes, also from 7:00 PM to 7:30 PM and 7:00 AM:80 AM). Nurses told me that
despite having permission to do so, most paredtsali visit in the middle of the night.

CU also had a more liberal policy regarding wholdaisit, allowing up to three
people at a bedside, while NM allowed only twokd_NM, the only exceptions to this
policy were babies who were known to be nearingetinek of their life; in these cases,
entire families were brought in, including younglgigs (the minimum age for visitors

usually being fourteen). Staff tried to move thiegants to more private parts of the unit
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when the families were there, both to allow fowpdy and so that the other babies in the
unit were not exposed to any young children and tterms. Both hospitals would not
let visitors come in without parents present, exéepgrandparents whom parents had
identified as being allowed to visit in the abseata parent.

In both hospitals, the trend of changing familynigrwas reflected, but also could
make visiting situations more difficult. Compliceg visitation were issues of paternity
and extended families; the birth father was notgkwthe mother’s partner while the
child was in the NICU, and on occasion great-graneipts were as involved as
grandparents. At times, grandparents may have ineea involved than parents. While
the act of giving birth emancipates minor womemfrheir parents, grandparents of
underage girls would occasionally legally challetiggr child’s abilities to be a parent to
an il newborn. More than once, social services a@ntacted to handle situations both
in the long-term and short-term, and | saw secwatled at both hospitals to resolve
acutely volatile situations between family members.

As CU did not have a maternity ward, all NICU patgewere transfers from other
facilities. While a high percentage of the Nortstedemorial population was made up of
infants withdrawing from heroin or methadone, Clelds Urban did not have nearly as
many NAS babies. Instead, it had a very largeisakrgopulation; being a children’s
hospital, it performs surgeries that are unavadlalNortheast Memorial, including
neurological and cardiothoracic surgery on neonaBgh hospitals offer sophisticated
treatments such as ECMO and head and body codlipgbies require surgery in
addition to these treatments, they would be farenliéely to be treated at Children’s

Urban than at Northeast Memorial.
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Because of this large surgical population, baleesd to be patients in the CU
NICU for longer periods of time than in the NICUN®. Although | inquired, it was
not possible to get an estimate of the averagdherfgime that babies are hospitalized in
each unit (owing to the high turnover and varyiagsons for being in the NICU, the
hospitals do not keep aggregate statistics forthkeajadmission time). | noticed,
anecdotally, that | would see many of the samedsadii Children’s Urban far longer than
| saw most of the babies at Northeast Memorial.
Staffing

The training and organization process at CU, al®aehing hospital, was similar
to Northeast Memorial. There are 100 registeradas) four nurse practitioners, and
twelve neonatologists. There are also two regmiyaherapists on the unit at all time, a
social worker, and a dedicated child life spediaéis well as an environmental technician
and a number of administrative staff (more of wheme on site in the daytime hours than
during the night shift). These numbers do notudelany of the staff from the surgical
units, who constantly come and go from the NIClérhaps because of the myriad of
different individuals moving around the unit attahes, | felt that my presence at CU
was even less noticeable than it was at NM; | wasshg one more person in the unit.
Procedures and Layout

The layout at Children’s Urban was very differenainfi that at Northeast
Memorial. Although there were two side rooms, oherhich had the more intensive
cases (such as babies on ECMO and cooling), thedbdhe unit was one large room.
This room consisted of three large hexagonalastatieach of which could hold six

babies. | was told that this NICU was built durengme when nursing theory dictated
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that this design, without a nurses’ station, féatiéd better care; by 2012, it was widely
agreed that this was not the case, and the hexiagesign was more of a hassle for those
who had to treat or wanted to visit the babiesis Tbuld also be problematic if a baby
needed a serious procedure done, given that sungergl on occasion be performed at
the bedside. To best replicate a sterile surgioaironment, if a baby at a hexagon in

CU needed surgery, all parents and non-esserdidhgbuld have to leave the room.

Like Northeast Memorial, Children’s Urban was deted to downplay the
medical aspects of the space and play up the nuiesglras much as possible. Children’s
art and fairy tale characters decorated the watid,seasonal signs and cards hung from
each bed. Parents were also encouraged to britegms from home, including clothing
and linens, and there were a great deal more tagach bed at CU than at NM. | believe
that this is because CU, as a children’s hospitd,a much more developed child life
department, and the child life specialist for tiné works there full time. During her
day, if she noticed an infant was awake and nestiedilation, she would take it upon
herself to set up adapted mobiles or crib toysnase the babies; at NM, parents needed
to bring these in if they wanted their child to baliem, and the toys were not always
compatible with the hospital equipment.

The large room was also difficult for me in my obsdions, as while there were
far more babies in the large room than in any ildil room at NM, it was impossible to
see all of them at once; while looking at one sifithe hexagon, babies and parents on
the other side could not be viewed. | moved ardartie unit as best as | could, trying
to see the most babies at one time on each Gsitalso had an isolation room that held

a single bed; I rarely observed in that room, adadlyout was not amenable to blending
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into the background, but rather necessitated teatite a small space with parents while
they stood over their child’s crib.

| followed generally the same procedures in ChiithéJrban Hospital that | did
in Northeast Memorial: | would scrub up, get buziedy the clerk, then find the charge
nurse to let her know that | was there and adkeféd were any rooms | needed to avoid.

Like at NM, the only time | was asked to stay ol room was when extreme measures
were being carried out to rescue a baby, or iftaythed just died.

A final significant difference between Children’sldan and Northeast Memorial
hospitals was the number of critical care unitsifidants in the hospitals. The NICU at
Northeast Memorial included transitional babiesthmse who were very near discharge
and did not require serious care. On occasiongdmabies might be moved to their own
room in pediatrics if they were relatively healthyt not quite ready to leave (such as
NAS babies). At Children’s Urban, the transitionalsery was on a different floor; there
was also a separate cardiac intensive care uniflmnts. For consistency, | only
observed in the designated neonatal intensivewsatgeas this was what | had done at
Northeast Memorial. However, as a result of treaw fewer transitional and cardiac
cases in the general CU NICU than would be expeatéte infant population of the
hospital. | did see some, though, as the censtireinnits would often dictate where
babies would go; if there was space available@NICU and the nursing staff had a
manageable caseload, a transitional baby was ltkedyay there, rather than move.

Although researching in two facilities created geealifficulty in terms of

gaining access and maneuvering through gatekeegsngell as meeting the demands of

" Also like at NM, this did not apply to just me;rpats at CU were also asked to leave a room ifibero
measures were being undertaken to save a babgs alle to interview one mother when she had i®lea
her baby’s side while resuscitation attempts weiadmade on another infant in that room.
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two different IRBs and medical staffs, | believattbbserving and interviewing in both
hospitals increased the breadth and depth of suessabout which | was able to write.
Of course, | cannot claim that this makes my wgekeralizable, any more so than any
gualitative research can be (Berg 1998). Howehersites were similar in terms of their
level of care, the quality of the medical and mgysstaff, and the reputations that they
have on both the local and national stage. THerdifices | elucidated above, specifically
those regarding the patient populations of eaciitig@rovided me with the opportunity
to observe and interview parents whose babies wetergoing a number of different
treatments, and as a result were subject to anarge of technological and medical
intervention. Nursing and medical staff with whospoke were also more diverse in
their specialization because of this. Finallyngein two facilities allowed me to speak
with parents who were more diverse in terms ofrteeciodemographic and
socioeconomic characteristics, including but nwiteed to race, ethnicity, education, and
income.
Methodology

While there have been studies that use statstidgjuantitative variables to
measure aspects of neonatal intensive care (ses,Nfilink and Kasper 1991; Bruns and
McCollum 2002; Cleveland 2008), | was interestedomething not quantifiable:
capturing experiences as they were meaningful @UWNparents. Although | did not have
a research question in mind when | began my projeaent into the field with an
observation and interview guide, and therefore roykvean be referred to as modified
grounded theory. Following the constructivist maf grounded theory, | was

concerned with the social production of knowledge ene social construction of the
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reality in these NICUs (Anspach 1993; Charmaz 2009)is approach also allows the
meanings created and actions performed by resptsttebhe contextualized in the larger
social structure. As | will show, factors thabuhd to be most pertinent to my research
included medicalization and power relations; whilg respondents may not have been
conscious that they were playing out these relah@s, | was able to reflexively and
continuously analyze and redirect my researchsgo alentify the theories most
applicable to my findings (Charmaz 2009; Strauss@orbin 1990).

This is the heart of grounded theory: letting dla¢a drive the theory. It stresses
the use and analysis of qualitative materials terahof theoretical explanation, rather
than using theories to inspire hypothesis testiflgis flexibility makes this practice
particularly useful in the study of human behawnod interactions (Strauss and Corbin
1990). Grounded theory is often used in studies@dical settings, and “much of the
field research using grounded theory methods haseed the treatment and experience
of illness” (Emerson, Fretz and Shaw 2005). Wieatal. wrote in their 1979 paper that
“an essential feature of medical-nursing work et ihis work on and with humans”
(1997: 230). Humans can be unpredictable, padrtuivhen thrust into an unexpected
and often uncomfortable setting such as a NICWtulying this, it was essential to be
open to the development of themes that | may ne¢ lkeapected, even having
familiarized myself with the relevant literature.

Grounded theory posits that theory developmend me¢ wait until the
conclusion of data collection. In my case, usimgaified grounded theory, | had some
ideas about what | wanted to focus on in entetiregfield. | began with an observation

guide and interview schedule (both IRBs required tiprovide data collection tools for
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approval); true grounded theory does not have guatithe outset. Yet as | developed
my ideas, the guides evolved significantly with timye in the unit; see Appendices A, B,
and C to see the guides with which | entered tld fand those | was using when |
concluded data collection. As a result of thighemterview and episode of observation
is not directly comparable; as time wore on, ibuiid that a topic was not significant, |
would stop asking about it. As | detail more belowny discussion of the interviews,
open-ended questions allowed respondents to bargpics that | had not considered at
the outset, and which could then be added to futuesview guides, either as probes or
to be asked directly. While | therefore did ndt agactly the same questions in each
interview, | was able to identify the relevant thesracross them (Ryan and Bernard
2003).

Strauss and Corbin (1990) write that the succegsooinded theory as an
approach lies in the focus on the research proeesisiising this to position a theory
within reality. It goes hand-in-hand with sociahstructionism, which views reality as
constructed by the subjects themselves. Sociataationism is particularly relevant in
medical sociology, as this paradigm “acknowledg#ja} experiences such as illness,
disease and pain exist as biological realities alsg emphasize[s] that such experiences
are always inevitably given meaning and thereforgenstood and experienced through
cultural and social processes” (Lupton 2003: 14).

As | conducted my observations and interviewscinee interested in the idea of
how parents not only make sense of their experidngehow they contend with the idea
of how to be a good parent in a medicalized enwvirent. This definition was not

constructed in isolation; it came from the parentsh ideals of parenting before their
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child’s admission to the unit, as well as messéigeg received from health
professionals. Given the more regular contacsteged nurses had with parents than
other staff members, | found nurses and parertte the most relevant actors to focus on
in my research. The concept of medicalization alas very relevant to my work. As

the entire experience of procreation can be madex| from fertility aids through
delivery, the NICU can be seen as the final stepnbherging of medicalization and early
parenthood. As I will show, parents themselvebexmedicalized in the NICU.

In the NICU, some parents have experience witbr mhildren while others are
preparing to learn the rules and roles of beingramt for the first time. Regardless of
whether they have other children at home, beirthenNICU requires parents to change
not just their expectations, but also their beh@vio the first few days, weeks, or months
of their child’s life. Many must also adapt to tldea of taking home a child who may
have special needs, some of which cannot necesbaridetermined at the outSefis |
will show, not all parents do this as easily orfwily as others, and even those who are
amenable to conforming to the expectations of #adth professionals still may bring
conflicting frames of reference.

Along with these ideas, | also adapted models ofatepatient interactions, as the
patient was not my focus, but the patient’s parkthterefore consider parents to be
patients-by-proxy. While clearly an infant canbetan advocate for herself, as
Kleinman and Seeman (2000: 231) state, “The expegief illness is not bounded by the
bodies or consciousness of those who are illedthes out to encompass a household, a

family, or a social network.” In addition, physacis were also not my primary focus; as

8 For some infants who may have incurred some degfrbein damage, the extent of this may not be
realized until they grow and fail to meet developtaé milestones.
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has been found in intensive care units, the careighed by the nurse is far more salient
on a day-to-day basis to the patients and theidiissrthan what physicians do (Zussman
1992).

Grounded theory fits well with symbolic interactism, the overarching paradigm
| drew on in my analysis. Symbolic interactionistresses pragmatism over positivism,
acknowledging multiple perspectives rather tham@aasg a single value-free reality
(Charmaz 2009). As Blumer (1969) wrote, humanoads dependent on the meanings
that people ascribe to situations, and these mgaminse from interaction. Individuals
continuously interpret these interactions to strretheir lives. It is the meaning
attached to situations and symbols that deternbebavior; the job of the symbolic
interactionist is to understand these situatiortssyimbols as they have meaning to each
participant. Participant observation and intervieyare valid and compatible qualitative
methods for doing this, and are often used by gtedrheorists (Kvale 1996; Lofland
and Lofland 1995).

Of course, the acknowledged shortcoming of styoil®olic interactionism is that
its microlevel focus may ignore the larger, macreleonditions in which interactions
play out. Aware of this, | was careful to conteadize the individual interactions | saw,
and the personal experiences about which | askdtegilarger social structure. | also
considered the relevance of the institutional sgitas well as the general design of
hospital and medical work. While the ethnograg@mnd in-depth interviewing favored by
Blumer was a large part of my research, the maouetstral approach popularized by
Stryker (1980) also helped me to integrate lardeas such as power and organizational

context as these became evident in my reviewseofi#tta.

42



Observing and interviewing are methods with tle@mn shortcomings. As |
discussed above, | often had to make choices idarly observations concerning where
to focus my energies. As a lone researcher, ldcobserve only one event at a time, and
could have only my perspective on it. While |dri® be as objective as possible, there
may have been some bias, as well as plain human armhow | wrote my notes and
depicted a setting and interactions. This coubtlise how | described tone of voice, as
well as how well | overheard a conversation (somes a challenge when participants
kept their voices low in otherwise noisy rooms}riéd to correct for some factual errors
by asking nurses, when appropriate, questions abtartictions or individuals about
whom | was taking notes. There is also the perpérld issue of how my own presence
impacted the setting (Berg 1998). | minimized #wssmuch as possible, and will discuss
the impact of this below.

There are also limitations in interviewing. Theselld come on my side or the
respondent’s; | may have missed opportunities abgyror asked a leading question that
failed to elicit information in the best possiblayMrom a respondent. At the same time,
interviews are self-report (Berg 1998). In usihgrh as data, there is an implicit trust
that the respondent will tell the truth, both abihet facts and their feelings. Differences
in cultural capital are also brought out in intemws, as the more educated respondents
could not just speak clearly, but at times moregedémtly about their experiences
(Bourdieu 1984). Bourdieu’s concept is the best teasummarize this phenomenon
because it exemplifies both the more educated nekgras’ broader vocabulary and

heightened ability to express themselves, as wdlha less educated respondents’
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inexperience with giving their opinions and speglatout their feelings, particularly to
the end of an academic projéct.

While they may have their limitations, observinglanterviewing are
complementary (Heimer and Staffen 1998). | was &dblsk respondents to speak about
things that | had observed, enhancing my understgraf their experience and the
setting. In addition, topics brought up in theemiews by subjects, either in response to
my questioning or introduced in their own narragivieecame things that | would focus
on in my observations. The use of the two methadged me to continually adapt both
my interview and observation guides.

There are multiple variations of grounded theogpired by the divide between
Glaser and Strauss, the originators of the approatB67. As | stated above, | utilized a
modified constructivist approach, based on theuSsian branch of grounded theory and
developed further by Charmaz. Among the largdedhces between this division of
grounded theory and Glaserian theory is the idabdbtncepts are constructed, not
emergent. Concepts are created by the subjethe oésearch themselves, as they “try to
explain and make sense out of their experiencefoalinkes, both to the researcher and
themselves” (Strauss and Corbin 1990: 39). Themar studied in the NICU were
under stress and dealing with changed expectaf{oager et al. 2005); | could see and
hear them making sense of their situations eachtusychild was in the unif At the
same time, the health professionals whom | studier@ also immersed in complicated

relationships and the intensity of life-and-deathagions. They bore the burden, or

° The specifics of many aspects of my researchu(iol what is meant by qualitative work, as welttzs
aims of sociological research) were not always wetlerstood, even by well-educated respondents.
19 As | will discuss later, the interview seemed éoabform of therapy for some parents, some more
consciously than others. One mother asked me ¢opw of the transcript of our interview, so sheldo
reread her own words to understand her experiegiterkand remember it in the future.
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benefit, of being far more cognizant of this thaositrof the parents with whom they
worked.
Coding

Prior to theory development, coding is an esskpé# of using grounded theory,
particularly given that codes emerge from the daté is being collected (Strauss and
Corbin 1990). As | will describe below, | wrote mes to myself during my time on the
units (Glaser 1998). Yet | also needed a relitdatbnique for comprehensive coding
(Ryan and Bernard 2003). For this | used ATLAStgualitative software package often
relied upon in social scientific research for itsliy to handle large amounts of data
(Konopasek 2008). | kept track of developing tkerthroughout data collection by
entering my data regularly into ATLAS. After | hadtered a week’s worth of fieldnotes
or transcribed two or three interviews | would cdlde data using the software. Each
time | did this | would look for new themes, or skthe codes | had already created
applied; if | found that something that | had ialty thought would be relevant was not
appearing enough to be significant, | dropped lbigh from my conscious data collection
and my analysis.

Besides line-by-line coding, continually running ehgta through ATLAS helped
me to discover and draw connections between thémaesvere not as explicit, and also
helped me to further develop my ideas. When Idmadpleted my data collection, |
continued to use ATLAS to ensure that | was nosmggthe forest for the trees, since |
had at that point been analyzing a growing bodgaté one piece at a time. My final
step in data analysis was to look at the wholdefdata | had collected, and to apply my

thematic development to my entire body of datansonths of observations and fifty

45



interviews. This allowed me to comprehensivelyecall of my data as a whole, so as to
minimize the possibility that | would miss importahemes throughout the fieldnotes
and interviews.
Observation

As previously stated, | began my observationsatidast Memorial Hospital.
As | was utilizing a modified grounded approactid not have specific ideas of what |
would be looking for in beginning my observatio@gser and Strauss 1967). Although
| was informed by the sociological literature oronatal intensive care units, | tried to be
as open as possible to the themes that could enretige units. It was nearly a month
before | had begun to focus my observations moeeigpally (see Appendix A for the
initial and final observation guides that | use@he themes | focused on in my time at
NM | also examined at CU; while | was open to add@l ideas that might arise in the
new setting, my observations were more focused.atsthice | was already familiar with
a NICU environment and had been analyzing my data NM.

While some ethnographers talk about the importanhaavisibility in
observation, so as to “capture the essence okthiag and the participants without
influencing them” (Berg 1998: 134), | was not futlpvisible”; under the terms | had
discussed for my entry onto both units, | alwaysrimed the charge nurse when | had
arrived, and | would ask nurses if it was okay Ibgerve in their rooms before entering.
In addition, as Anspach (1993) discusses, it wasssary to form a number of
relationships at the outset, not knowing who wdgdntegral to my theory development.
As | briefly mentioned above and will discuss ieager detail below, | would on

occasion ask nurses questions about medical igsaes)t demographics, or the details
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of a situation so as to know with more clarity whatas observing. Being respectful of
the nurses was a must; being friendly with them avasnefit to my data collection. As |
would typically observe the same people over midtgays, weeks, or months, most
would eventually say hello to me each time they saav

Invisibility is not the only way to reduce an obgars impact on a setting; |
believe that the openness that made my being bigisin impossibility also allowed me
to blend into the background, as | was just oneenparson working in the NICU. Given
the often hectic nature of the units, health psifesls did not have time to focus on my
presence. Parents were also able to ignore menastioned above, | put an
informational letter at each bedside so it wasnaatessary for me to introduce myself to
each new parent (something | would typically doyasshen approaching to ask for an
interview). Those whom | saw repeatedly would lsejo to me and then go back to
focusing on their babies; those whom | did notreggilarly or who were not in the unit
for a long time seemed to barely register my presEn Over time, particularly as
people became used to seeing me, | could give plsigneeting and then be unnoticed.

Although | was aware that | needed to remain gesotiie as possible and not be
swayed by friendships, | nonetheless found thaeing friendly, | could elicit informal
interviews and commentary from nurses (Dewalt ard/&lt 2002; Lofland and Lofland
1995: 18). Disclosing my status as a researchemwtonly ethical, but, as was the case
in Becker, et al.’s 1961 study of medical studeh&dped me to be more successful in

getting answers and information. Nurses would @nsny questions about the setting

' The IRBs in both units required that | providejsats with an opportunity to decline being observed
Between both settings, only one person asked nm:ta nurse at NM who said she was a “very private
person.” Although | would not leave the rooms ihieth she was working, for the duration of my
fieldwork | would not observe or describe her in figjJdnotes.
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and participants, explaining certain pieces of papgint or procedures so | could better
understand them, as well as talking to me abowntsr This commentary was often
unsolicited by me, but once nurses saw me as athay would often make remarks to
me. These could be about anything from the frequenth which a parent visited to his
or her perceived mental state or ability to careafehild. Casual conversation therefore
enhanced the information that | gained from my falrmterviews.

Nurses at each hospital were informed of my presé@ma group email which was
sent by a nursing coordinator. This allowed msayp each time | encountered someone
new, “I'm the researcher the email was about.” IQwee, most nurses knew me on
sight, as did the clerks who admitted me to thésunireminded nurses, when they asked
more questions about my study, that my focus wgsanants, not on them. This had a
two-fold benefit: it allowed them to relax and daoat their business without feeling like
they were being watch& and some of the more interested nurses wouldmesbut
when a parent would enter their module.

Fieldnotes

In the course of my observations, | wrote detailetes describing the settings,
participants, and encounters that | saw. Stanolirgitting out of the way, | was able to
openly take notes while in the setting. | alscktbme after each day | was in a NICU to
write down my immediate impressions of what | hadrs any ideas about how to further
focus my observations, or what | should considefdture observations (Emerson, Fretz,

and Shaw 2005).

12 One nurse, when first seeing me with a noteboske@ nervously, “Are you writing down how often we
wash our hands or something?”
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My fieldnotes were structured so that my initibservations of each infant would
be consistent. When | saw a dyad (parent-chilgaoents-child) for the first time, |
would use my observation guide to begin my notetherfamily. Subsequent
observations of the same family would refer bactheoguide only if something had
changed; if a baby had moved to a different betthere were different restrictions on the
parents, | would make note of this. As | discussieove, in keeping with theory
development | made notes and wrote memos to mgsetfeas began to emerge from my
observations. These memos helped me to track eagjdefocus my research and revise
my theories (Glaser 1998). When something newrbhea&levant to my research, |
would make an effort to focus on this in subsequéservations (Strauss and Corbin
1990). Along these same lines, if something |l inatlded in my observation guide was
not relevant, | ceased fixating on'it.

| also typed my notes into a word processor sdtan bhad written them by hand.
This allowed me to further reflect on what | hagetved while it was still fresh in my
mind, and also to correct or clarify any words tiate difficult to read in my
handwriting. This was not an uncommon occurreasd,tried to record as much as
possible and often sacrificed legibility. Typing motes up on a word processor also

was ultimately necessary because | used compusednalysis, as | have discussed.

13 For example, | had thought that the degree to waibed was decorated might be indicative of arpare
level of participation or involvement in the NICWpeerience. | found that a number of things, inaigd
but not limited to the style of bed, the lengthiofe a baby was in the NICU, and whether parentishzeal
time to have a baby shower influenced crib deconatind that there was no real sociological sigaifce
to the practice.
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Interviews with Parents

After | had been in the field for nearly a montkpnducted my first interview in
August of 2011. This was with a mother at NM. das be seen in both my initial parent
interview guide and the final parent guide | wamgsvhen | finished my research
(Appendix B), my questions were open-ended, allgvtite parents to tell their own
stories of pregnancy, childbirth, and the circumsé&aof their child’s NICU placement.
My questioning was also guided by my observatibasiapted my interview guide to
reflect some of the issues | had begun to noticayrrtime on the unit, but did try to leave
it open enough to allow parents to bring up whas wast important to them (Berg
1998). Interviews were digitally recorded, andddsbetween 25 minutes and one hour.

My interview guide was semi-structured and desigioddt parents tell the
narrative of their experience, beginning with pragey and moving through childbirth
into how their baby or babies ended up in the NIGUthough the guide is detailed,
many of the questions listed in the guide functbnere as probes, to be used in the
event that the global question did not elicit timddrmation. More often than not,
although there were over thirty questions in tharhef my interview, parents would
answer many of these in their own recounting oifr teperiences. | began with a very
broad question (“Tell me about your pregnancy”idljng if necessary to learn why the
child was still in the hospital. The open-endedsiions where | asked parents to tell me
generally about their experiences also functiorsed method by which respondents
could tell me what was important to them. Wheaourfd that multiple parents were
bringing up a topic, | would then add it to my iiew guide, and use it as a question or

probe in later interviews.
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In keeping with symbolic interactionism, parentgevable to tell their own story
and relate their experience as they understoadtitough it was clear to me that some
parents comprehended what was happening to thédrkmtter than others, what was
important for my purposes was less the accurat¢iyesf own medical knowledge, and
more how they experienced the medical world offtbgpital. Adapting Kleinman
(1988), the experience of a medical situation rgextual, and further applying symbolic
interactionism to the medical narrative, “that gtenmeshes the disease in a web of
meanings that make sense only in the context afticplar life” (96). Some parents had
learned about the NICU in anticipation of the exgrece or after their child was
admitted; others were less informed, with one mo#iven asking me what the acronym
stood for.

Other topics | asked about included parents’ cgifti@s on the technology in the
unit, as well as their level of comfort in intenact with health professionals. | stressed
that their interviews were confidential and anonusiand would not be read by anyone
at the hospital; in doing this, | was trying to befcit their opinions about the staff and
how the staff treated not just their baby, but thelwves. Notably, most parents were
quick to praise the hospital staff and the job theye doing with their child; this could
be a sampling bias caused by the fact that | mastityviewed parents whose children
were alive and usually in stable condition at fheetof the interview!” resulting in a
generally positive attitude toward the unit andgitzd.

Initially I had hoped to interview parents sepalgtand when approaching

couples asked to do so. In three instances, thaagiples wanted to be interviewed

4 The one exception to this being a mother of twihe had lost one baby, but whose other son wds stil
being treated in the NM NICU at the time of oueiniew.
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together. This was because neither parent waatspend any more time than necessary
away from the child’s bedside; as a compromisesdalo®uples were willing to sit

together in a private space to talk to me. AltHougttempted to do so, | was never able
to interview two parents of the same child sep&yase the only way | was able to get
both a mother and father’'s perspective on the daabg was in a joint interview.

Mindful of the focus group effect and the fact thatne personalities may dominate
others, | was careful to try to directly addressheaarent for their perspective

individually (Berg 1998). Although fathers wouldfdr to mothers in stories of
pregnancy and childbirth, I would turn to the fathad ask questions such as, “And what
were you doing at this time?” Mothers, particyldHose who had C-sections or other
procedures that resulted in the use of strong gkard would tell their version of the
events with qualifications, typically saying, “Bla¢ probably remembers better than |
do.”

The majority of my interviews were with individuasnd mostly mothers. The
table below provides the demographic breakdownyfespondents. In two cases, |
interviewed fathers alone: one whose wife was pagpnd not interested in
participating, and another whose girlfriend wasyoang to be interviewed. Mothers
who were interviewed alone were usually either leipgrents, or had partners who were
at work. There were a couple of cases in whicHatteer visited the unit but had limited
time there owing to his work schedule; these mentegito spend the time they were at

the hospital focusing exclusively on their child.
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Table 2-1: Demographic Characteristics of Parentinterviewed (N = 25, 28

Age 20-42, (%=30.2)
Race
White, Non-Hispanic 13
White, Hispanic 4
Black or African American 11

Marital Status
Married 15
Committed but not married 8
Single 5

Relationship
Mothers alone 20
Fathers alone
Couple together

W N

Number of Children Already at

Home
Zero 14
One 8
Two 2
Three 1

Religion
Catholic 9
Other Chrisian 14
Muslim 1
Buddhist 2
No Religious Preference 2

Social Clas$®

Class A — Upper Middle Class 4

Class B — Middle Class 6

Class C — Lower Middle Class / 13
Working Class

Class D — Lower Class 2

5| interviewed 28 parents in 25 interviews; 3 casphsked to be interviewed together, and so the age
marital status, race, and religion statistics mftee characteristics of individuals for an “N"28. For the
other variables, | treated couples as one responithen“N” for these variables is therefore 25.

18 Social class was operationalized using an adaptafi Erikson and Goldthorpe’s social class scheme
(1992), as has been done in other dissertatiotiseoNICU (Berkowitz 2005). | was not consisterdlyle

to obtain the information required to operatioralizass in other ways, such as using respondestshts’
education or occupation. Instead, | used knowledgespondent occupation, education, and income of
both parents, where applicable, to construct mggmies. See Appendix D for the full taxonomy.
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Only one parent outwardly refused to be interviedwen asked. This was a
father who was a physician in the hospital (Northédemorial) and said that he came to
visit his baby on breaks and would not have timreafointerview. Other parents |
considered to be passive refusals; those who, Whpproached them, would say they
were interested in being interviewed in the futimat, would noticeably avoid me for the
remainder of their time in the NICU. | did not pukese parents, but did learn from
these experiences; | would try to convince paremtonduct interviews when |
approached them, or set up an appointment to dotbe immediate future.

| also recruited interview respondents by atteggiarent groups held by the child
life specialist in each hospital. These were leslery other week in the evenings, and
would bring parents together in a shared activigaaized and moderated by the
specialist: scrapbooking, onesie painting, and siocally, at NM, an informal support
group featuring a talk by a mother whose child baen in the NM NICU and had made
a full recovery from her birth illness. | wouldrasunce my presence at the beginning of
these groups, take notes during them, and reqoestaview if | identified an
appropriate parent.

Unfortunately, these groups were not very widetgraded in my time in either
hospital. Held from 6:00 through 7:30 in both fieis, parents would often not want to
leave their baby at the time that the groups bedaore parents might come to the group
at 7:00, when shift change necessitated they lgsevanit; unfortunately, this was also
dinnertime at the Ronald McDonald House, where npargnts stayed. (This was more

of an issue at Children’s Urban Hospital, which wesy close to a Ronald McDonald
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House; there were fewer parents at NM who woultbgany of the facilities, as they
were not as close to that hospital.) At both hadpi did gain interesting information
just by sitting in the groups as a participant obse and was able to conduct some
interviews immediately after they had concludedsaredule them in the days that
followed.

Although | did want parents to feel as comfortablspeak openly about their
experience as possible, not all interviews weredaoted in private spaces. This was
because it was difficult to convince parents towéetheir babies’ sides, as that was their
purpose of being a the hospital. | conducted sioeeviews during nursing shift
changes, when as | have mentioned parents wergedda leave the unit, and others
when babies were undergoing procedures and patiehtet need or want to be present
at the bedside. Some mothers agreed to do theigtewhile in the pumping lounge at
either hospital, and one mother at NM had just liesarsferred to a private room on the
pediatric floor, so we conducted the interview ¢hefwo mothers at NM were still in-
patient, so we were able to conduct the interviewheir private room on the maternity
ward. Parents who did not want to leave their &abut were still interested in
participating would do the interview at the bedsslametimes holding the child. 1
followed my interview guide in the same way andeisthe same questions and probes
as | would for private interviews; these parentsrabt avoid questions about the nursing
staff, or even subtly indicate they had more to(saigh as by lowering their voices or
glancing around). | feel that these are parents gdnerally had positive things to say

about the staff anyway, and did not feel the neetehsor themselves in front of the
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nurses in the room (who were typically occupiechwiteir responsibilities, and not
listening to our conversation).

There was some bias in my parent interviews, aetalways will be in a
convenience sample (Babbie 2006). As I recruitsapfe whom | saw in the course of
my observations, | do not have the perspectiveaodmts who rarely or never visited their
baby. I also tended to go to the units in therafiens and stay into the evening, as this
was when parents were most likely to be therearned early at both facilities that few
parents visited in the morning or early afternoausl typically only went to the units at
these times when | had scheduled interviews. Toergparents who came earlier in the
day or much later at night (a possibility at CUygvaot a part of my sample.

My sample is also not racially or ethnically reggrtative. While |1 do not have
statistics for the overall racial composition oé tfvo hospitals, my minority interviews
are limited to African Americans and a few Hispap&rents. This is in part because of
language issues; | approached two Hispanic couplesin each facility, who were not
comfortable speaking English. To obtain a tramslahd receive approval for a Spanish
language consent form would have been prohibitiveims of time in the field. There
were not as many Asian families in the units, arshynof the Asian families at NM were
not native English speakers owing to the facilifgyteximity to the Asian neighborhood
in the city. |did approach a South Asian couplBlisl, but | consider their response of
subsequently avoiding me to be an instance of yassfusal. As | will discuss, though,
| did not find a great deal of variation by racgher through observations or interviews.

| did not keep track of babies once they had hedtNICU, with the exception of

finding a mother with whom | had already schedwadnterview and whose baby had
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been transferred to pediatrics earlier that dayetefore do not know the long-term
outcomes of the infants | observed or whose patantsrviewed; generally, once they
had left the NICU I did not know if they had beeansferred to another unit, discharged,
or if they had died. The unpredictability of theuese of many of the infants makes it
impossible for me to speculate as to what happanede than once | would hear a
parent or nurse talking about a baby going homweorg transferred the next day, only to
see that infant stay in the hospital for days lonigan anticipated. Fortunately, my
rapport with nurses allowed me to inquire aboutsamhants if they were no longer on
the unit, satiating my curiosity about their disceor transfer.

The table below provides information on the infamtese parents | interviewed.
Most had been in the unit for at least a week whaterviewed them, as | did not want
to approach families who had just been admittecbbuaburtesy for their privacy and
adjustment to the experience. | typically wouldtwatil | had seen a family visiting for
at least three days and then would then ask thgdabrse if she thought they would be
good candidates for the study. Although | did want to allow the nursing staff to pick
my sample, | did want to be deferential to them aotinterfere with their
responsibilities with the patient. Notably, no seiever told me not to approach a parent;
instead, | was given helpful information that pretesl breaches in my protocol, such as
when parents were under 18 or drug-addicted (vabierpopulations whom my IRB
approval did not cover). As both hospitals alsorpited grandparents to visit without
parents present, nurses would also inform me &d inadvertently been observing or

interested in interviewing a grandparent, as theyewot part of my target population.
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Table 2-2: Characteristics of Infants of Parentsterviewed (N = 32)

Length Stay in the NICU at time 2-180, (=34)
of interview (days)

Prevailing reason for
Hospitalization

Prematurity, single birth, no 5
other issues$

Prematurity, multiple birth 1%
Gastrointestinal issues 5

requiring surgery

Pulmonary hypertension

Preventative antibiotics

Observation, various reasons

NAS™ 1

P

While | was not allowed to interview either drudeécted mothers or parents
under 18, as mentioned above, | was able to obsleeve. | attempted to obtain IRB
permission to interview these groups, but was tiodd it would take a great deal more
time because it would require a full review dunmigich non-social scientists would be
assessing my work. While it is unfortunate theddild not interview these populations, |
did inform them of my presence via my informatioleter, and spent a good deal of
time observing them. | aimed to capture as mucivexsation between the mothers, as
well as interactions between the mothers and nuasgsossible. In my observations, as

RNs would confirm in interviews, these mothers wameong the most talkative in the

7 Although few premature babies truly have “no otissues,” by this | mean babies who are too srall t
maintain their own body temperature or suck, bubahe working toward these milestones without other
significant factors. This does not include infawtsose prematurity was likely the cause of muclate
distress, such as the micropreemie who suffered frecrotizing enterocolitis. He is listed under
“gastrointestinal issues requiring surgery.”

'8 This total includes a baby whose mother | inteméé after he had died, and whose his twin brothas w
still being treated in the NICU.

| interviewed the adoptive mother of this babyowtad been present since childbirth (the birth mioth
had invited her to witness the delivery). As shieribt have a drug history, | was able to interviesvy
without violating the terms of my IRB approval.
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unit; listening to them talk to each other providedealth of information, even if a
formal interview could not be conducted (Dewalt &elvalt 2002).
Interviews with Health Professionals

As can be seen in the table below, my staff inésvs were not particularly
diverse by either race or sex. The majority ofittierviews | conducted were with
registered nurses because they had the most conthgiarents. In terms of statistical
representation, it appeared that most of the nwees Caucasian, and | do know that the
vast majority were female (this was the case fdh hospitals). However, as this was
again a convenience sample, | cannot claim tha&st in any way representative.

Table 2-3: Demographic Characteristics of Staff lterviewed (N = 25)

Race
White, Non-Hispanic 22
Biracial (Caucasian and African 1
American)
Asian 2
Sex
Female 20
Male 5
Role
Physician
MD 3
DO 1
Nurse Practitioner (NP) 5%
Registered Nurse (RN) 9%
Respiratory Therapist 3
Social Worker 2
Child Life Specialist 2
Number of own Children
Zero 6
One 5
Two 11
Three or more 3

% This includes a nurse practitioner who was alsBCcoordinator
2 This includes a registered nurse who was also E@bifddinator
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| Length of time practicing (years) 1-36 012) |
It was also difficult to find the time to interwiethe health professionals in my

study. | felt that some interviews were rushed;ghortest was 20 minutes long, the
longest lasting 55 minutes. RNs would generallago be interviewed on their break,
but other staff members did not have the samed§gehedule and coverage and could
not take the time out of their service. | intewes respiratory therapists in a room
within the NICU, leaving the door partially opentbat they could hear if they were
being paged. No nurse practitioners felt comfdetddaving the unit, even to go into a
private room within it, and so | interviewed thetraanurses’ station. As physicians had
their own offices, | interviewed them when they ant on service on the unit.

Clearly, I interviewed many more registered nutbes other health
professionals. This is because, as | stated,gpeyd more time interacting with parents
on the unit than does any other group of healtfegsionals. Although respiratory
therapists, nurse practitioners, and physicianspamd their NICU time primarily in the
unit (both hospitals made sure that they wereedaffith these positions around the
clock, rather than having them only on call at@iertimes of the day) they carry a much
greater caseload and spend less time with eaactnpafTheir time is also primarily spent
with the patients, while RNs communicate more itk family as a whole. Finally, |
found in my interviews that RNs were far less ljka preach the party line; while MDs
were sometimes quick to dismiss the idea that qmmnents’ behaviors might be less-
than-ideal, and would tell me that all patientseiies and are given the same treatment,
RNs would tell me if they felt that some parentsevi@deed more difficult to work with
than others, or potentially less well-equippeddmedor their baby. Physicians did not

have to tend to an inconsolable NAS baby or tegeéwrant how to change a diaper
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around leads and ventilators; this was the worthefRNs, and their honest feelings
about parents, running the gamut from admiratiolnustration, were expressed in our
interviews.

My health professional interview guide was moredtured than my parent
interview guide, as | was specifically interestedhe staff's view of parents. Although I
would ask general questions to expand my own knigdef the medical setting and
procedures (Anspach 1993), as well as to learnebiondent’s views on the science of
neonatal medicine in general, | focused the mgjafitmy questions on parents,
particularly regarding the respondent’s belief @nag the role they should have in
various aspects of the NICU experience.

Transcription

| took time to write comments to myself regardiman-verbal cues for both parent
and health professional interviews, and also tonceany other information | thought
would be useful. | also wrote my initial refleat®on each interview after it was
concluded, as | had done for my observations.

The Glaserian branch of grounded theory does naicade recording of
interviews (or the use of technology in generaly] &laser rejected the initial emphasis
on line-by-line coding after he and Strauss dewadiogifferent variations on the theory
(Glaser 1998; Charmaz 2009). But in accordance $ttaussian grounded theory, the
branch which | more closely followed, recordingrmkrviews is acceptable (Emerson,
Fretz and Shaw 2005). | used a discrete digitainder in my interviews; | informed my
respondents of this, but the recorder was smallgmdéo be disregarded if not forgotten.

Recording of interviews allows for the most “confpgasive means of accessing
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information” (Berg 1998: 92). Completed and thaybunotes can be repeatedly returned
to as a potential a source of insight at a latez,dster additional data collection and
analysis (Emerson, Fretz and Shaw 2005). Thisoagprmeshed best with my
methodology.

| transcribed 14 of the 50 interviews | completegself, utilizing a strict
verbatim method of transcription (Gordon 1992).e Tést of the interviews were
transcribed by a professional transcriptionist eximize my time in the field and doing
analysis, after which | would read them throughlevhstening to them, both to ensure
accuracy and add in the non-verbal cues | had nofée transcriptions were then
entered into ATLAS-ti for coding, after which ineews and observations could then be

analyzed together for content and themes.
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CHAPTER 3: PARENTS’ CONCEPTIONS OF BEING A GOOD PART

It kind of makes you feel like it's an elite typeexperience. | guess it

puts you into a different box.... Me personally,iid of feels weird to

come home when your baby is not home with youit'Squst a whole

different type of experience, not everybody goesubh that or has to go

g;gfzaugh that (Sally, 23, African American, singleiddle class, reflux, day

As the mother in the above quote contends, havimgpg in a neonatal intensive
care unit is both an atypical and unexpected e&pee for parents. The focus of this
chapter is to explore how parents in a NICU devimat it means to be a good parent in
that setting, taking into account the circumstarafabeir child’s birth and the
expectations that change because of this. Giw@nlaby’'s status as a patient in the
hospital, parents need to find a place for thenesein this highly medicalized
environment; as | will show, this is often donerbgdicalizing themselves.

The medicalization and professionalization of appects of women’s
reproduction, particularly pregnancy and childhitibs long been discussed in the
medical sociology literature. While medicalizaticen refer to the pathologizing of
social problems, in the context of women’s reprdiduncit is more relevant as the
treatment of occurrences of daily life as healtbbpgms. When this occurs, health
professionals become the experts on the issue,jmbibw it is defined and how it should
be treated (Conrad 2007; Lorber and Moore 2002).

While the professionalization of aspects of repatdun has rendered

obstetricians and pediatricians the experts onranecy and babies (Rooks 1999; Starr

1983), feminist scholars have argued that hospittis are not always necessary for

22 Names have been changed but all other identifgitgils remain the same. For each quote by a paren
am listing their pseudonym, age, self-described,ratarital status, class as defined in AppendigHild’s
reason for being in the NICU, and the number odagir child had been in the hospital when the
interview took place.
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healthy babies (Martin 2001, Wertz and Wertz 198)rdo (1993: 80) has further
suggested that in the context of medicalized pregnanothers may be seen as no more
than “maternal incubators,” gradually losing legghts to the embryos and fetuses that
they carry.

These arguments support the notion that medicgliomen’s reproductive
processes is not always necessary and can be dastyeexcessive (Martin 2001).
Therefore, while the NICU may be seen as an exdards the medicalization of
childbirth, it is also unique in that for many besi it is essential, and not always
excessive. The live delivery of premature or divborns nearly always represents an
immediate medical problem. Though the scope o\l has widened to include cases
that are not necessarily critical, including newisowho are under observation and
ultimately deemed healthy, it was developed to saNeally ill babies’ lives (Lussky
1999).

More than just an extension of the medicalizatibohaldbirth, the NICU also
contributes to the medicalization of parenthood.c@ding to Kanieski (2010: 2),
“Motherhood has become an experience that is ddtand regulated by external
authorities.” Others have also examined how mégicdessionals endeavor to control
women as they parent (Apple 2006; Brubaker 200;2000). This can result in
“conflicting frames of reference of physicians andthers” (Scrambler 1987:183).

Though more limited, the medicalization of fathestios also a growing topic.
Initially revolving around ethical discussions @ling of sperm posthumously (Corvalan
1997), the medicalization of the fatherhood role bagun to approximate the treatment

of the motherhood role. While some have arguetrtelicalizing childbirth essentially
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alienates fathers from the process (Williams 2006 (2009) has written about the
recognition of male post-partum depression, a nessdication of emotional disorder
that further legitimates the place of medical pssfenalization in parenting for both
women and men.

Litt’s concept of “scientific motherhood” (2000: P@epicts women as requiring
the help of experts to raise their children; inngka medicalized approach to parenthood,
health professionals assert their status as exjoeldgitimate the primacy of their
opinions regarding the best care for children. Wparents may seek this out when they
are not in a medical setting, such as the trendidélle and upper middle class parents of
healthy children relying on parenting manuals, wtelsand frequent calls to
pediatricians for guidance (Hays 1998; Lareau 2003t while parents who are at home
can accept or refuse medicalization, NICU pareataat have a choice while their child
is in the hospital; in this setting health professils are the undisputed experts on patient
care, and parents are relegated to secondary.

Despite a lack of formal education in medicine go#s “carry out their lives in
relation to [science]” (Litt 2000: 38). It has lmeecognized in the literature that there
are multiple ways to “know” a baby in a medicatltisgt Grob (2008) writes about the
difference between parental knowledge and scierkifowledge of a child and her
needs, while Lupton and Fenwick (2001: 1015) belinat in the NICU, “*knowing
one’s child’ was a highly medicalized phenomeno@iven this, some parents do take
on characteristics of medical professionals as #peyd time with their hospitalized
infant. Heimer and Staffen (1998: 68) describe Ipanents search for a “job” in the

NICU: with health professionals working around thehey also seek tangible
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responsibility in the unit, and with it some agemtygetting their child home. Although
parents and health professionals typically commfvery difference perspectives and
reflect different interests (Heimer and Staffen 809 will show below how health
professionals, particularly registered nurses foete the notion that parents also have
work to do in the NICU,; it is just different workan the skilled, paid employment which
they themselves do.

Parents’ work in the NICU can be practiced in atitude of ways, ranging from
providing breastmilk for nutrition to simply demdreging love for the baby. In addition,
parents in the NICU are also medicalized in thahany ways, they themselves take on
medicinal qualities. The staff can reinforce ttiea that parents are there to help their
baby get well, and encourages parents by constgutiteir presence in the NICU as
having medicinal and healing properties for theitcc Framing parents as part of their
child’s cure mediates their position in the NICUcastsiders, as has been discussed in
both the sociological and nursing literatures (lBilc¥1986; Anspach 1993; Holditch-
Davis and Miles 2000).

Young, et al. (2002) and Lupton and Fenwick (20t8ye demonstrated that
helping to make their child healthy is part of hparents construct their meaning of
being a “good parent” to a sick child. As | wilav, another way is by trusting medical
professionals. As Heimer (1999) found, deferencmédical professionals and their
opinions is a common trait of NICU parents, patady at the beginning of their child’s
stay. Although I will address this more in Chaptemany parents are also deferential to

nurses, and respect their schedules and preferéaraegen non-medical aspects of care.
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While parents are reliant on expert medical opisionthe NICU, part of a
parent’s job in the unit is to advocate on beh&Her child. The notion of serving as a
proxy for their child is another way that parergs shemselves as good parents; doing so
also serves as a coping mechanism when dealingavgittk child. Young, et al. (2002)
discuss how mothers of children with cancer, thopigysically well themselves,
vicariously suffer through their child. Psychologjititerature has also addressed the
notion of parents as proxies for their childreeating this as a mental disorder that
results in parents seeking attention and causigig thild to suffer as a result of inducing
illness or symptoms of illness. This pathologyijawlly known as Facetious Disorder by
Proxy, leads parents to assume the sick role thrthegyr child, thereby fulfilling a need
for attention (Sanders 1995; Meadow 1982).

Yet outside of the psychoanalytical point of vighe idea of family members as
proxies does not have to be a mental disorder. iddttyg speaking, physicians and nurses
working with elderly or infirm patients who are dob@ to communicate for themselves
may use family members as proxies to assess swigj@seasures of satisfaction or
quality of life during a hospital experience (Wdaé 2011). From a sociological
perspective, White (2002: 429) has discussed #ssification of parents by staff as
“good/bad parents and/or good/bad patients” inoueripediatric treatment capacities.
While 1 will discuss this more in Chapters 4 andt %5 relevant to state that she clarifies
that even though staff may treat parents as patiéntreality they are patients by proxy
only.” Although parents are not the subjects oflica treatment, their position as
advocate for their child, and the potential theyehtb accept or refuse expert help on

their child’s behalf, involves them heavily withetimedical practice in the hospital.
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Baning (2009) agrees with respect to ICU patiemygairticular, for whom proxies may
intercede and interact with healthcare professgnklven adult intensive care patients,
as Rier (2000) discusses, are often unable to atlwdor themselves given the severity
of their illness.

This chapter seeks to answer the question: Howadenps define being a good
parent to a child in the NICU? In my results sausi below, | detail my findings with
regard to how parents conceived of good parentimtevtheir child was in the NICU.
Given the fear that a sick child engenders, mosgrga did not see themselves as experts
or even primary caregivers for their own child;rigea good parent takes on a different
meaning with a child in the hospital, and as otlerge discussed, parents struggle to
find what this is (Grob 2008; Davies et al. 199I).order to be a parent to their child in
the NICU, and to help their baby get well and gmbpmany of the parents | observed
sought out any way they could to be involved wit&it child. As I discuss below, this
could include anything from being present at theésiee, to the slightest physical
contact, to more hands-on care. The level of wemlent a parent desired, and how they
constructed their role, was impacted by a numbéacaibrs. These included, but were
not limited to, the child’s physical acuity, theatgh of time the baby had been on the
unit, and the level of involvement that healthgarafessionals encouraged. While
gender was a significant factor in how parents egpeed the NICU, with mothers
generally feeling more comfortable than fathers sulasequently playing a larger role
during their infant’'s NICU stay, class and raceegpd to have little impact on the

experiences of parents in the NICUs in which | obse.
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“I Didn’'t Know What NICU Stood For”: Becoming a Mexl Parent

Like other socio-cultural institutions, parentings a different meaning depending
on the environment in which it is addressed (Phoand Wollett 1991). The parents |
observed and interviewed agreed that parentingNiCaJ is, first and foremost, a
medical experience. The doctors and nurses céoite babies utilize medical
terminology, and for many parents, understandingtwas going on with their baby
required that they learn at least some of the tersesl. Language is a key component of
culture; if parents did not understand what wasdpsaid about their own child, they
were at a discursive disadvantage in the hospatiihg, and were unable to be a part of
discussions of their child’s medical condition {L2000). To counter this, Lupton and
Fenwick (2001) discuss the appropriation of mede@on by the mothers they studied,
stating, “This knowledge at least partly substidufier the knowledge of one’s child’'s
wants and needs that other new mothers learn thrihvggeveryday handling and caring
for their infant” (1015). Understanding medicatdmage was part of being a good NICU
parent.

Parents in both NICUs in which | observed useat @f the same language as
health professionals in gauging what their babasb daten; infants did not take bottles or
ounces, but their consumption was measured in *€Cdhey learned how to take their
baby’s temperature in Celsius, conforming to wideagd hospital use of the Metric
system but contrary to the standard Fahrenheit¢esyre scale most Americans use.
They also tried to become familiar with the morstattached to their child, many

learning what the desired range for certain vighs, allowing them to determine for

2 Cubic centimeters, a measure of volume equivateatmilliliter. There are just under thirty cubic
centimeters in an ounce.
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themselves if their child was within reasonabletiin Some parents also asked questions
about blood gases and different types of breatbupgort, trying to understand their
baby’s changing status.

Hakeem was one of these parents, and he toldYoe,re looking at a monitor
and...if 150 was supposed to be good, if it's less1th20 it's not good.” He had learned
enough to get by in the NICU for his comfort levéle did not know why the heart rate
monitor was fluctuating; he was only concerned éntered a range that he perceived as
being dangerous for his daughter.

There were a handful of parents | interviewed wélbthat they had had medical
knowledge before entering the NICU, owing to caseeithe medical field or
surrounding occupations. Although no parents witlom | spoke were physicians or
nurses, those who had some experience, even sgretiucation, felt that they were
better able to understand what was going on. Qmeistas a pharmaceutical technician,
and told me:

| know the medication because | work at a pharmadye side effects and

stuff like that...| know too much. There’s a reasdny they say in the

ER, medical staff that's family is not in there lvthem. It makes it

harder for the doctors and patients to communiwéteeach other

because there’s a wall, a barrier there. Thet@iat about this side

effect, what about that side effect?” And it makdsarder and it creates

conflict. (Christine, 30, Caucasian, working classirried, prematurity,

day 38)

Although the physicians in the NICU might have digged with Christine’s classification
of herself as “medical staff,” she felt that hedigidnal knowledge was actually

detrimental to her comfort level. She believed 8te was too informed; her questions

about treatment could “create conflict,” and wislee ultimately consented to what the
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doctors recommended, she did so with much moresppsion, she felt, than less-
informed parents would.

As a radiology technician, Tina felt that she bettederstood why certain
decisions were made with regard to her daughters.c

Actually the one test | kind of thought they wollave done, and maybe

due to radiation they planned not to do it, becdliaeextended radiation

exposure is a lot. But | kind of expected themdaca CT of the lungs and

they didn’t do it for that purpose. (Tina, 25, €Casian, working class,

married, low oxygen levels, day 4)

Whereas parents without her medical knowledge nodhave expected this test, or may
not have understood why it was not being condudiatd was able to take comfort that
the decision that was made was in her daughtessibirest in the long term.

Promise did not have a medical background, buekperience as a NICU mother
had convinced her to go to nursing school in thertu She also felt that she was more
involved than many other parents, but believedtthiatwas helping her son.

One of things is | am just so overly involved. niokv what's happening

before it happens. It's almost to a point | caagdose him myself if he's

having a high heart rate or... he's vascularly drigis happened two

weeks ago, | told them he's vascularly dry, he sdiedtls. They didn't

believe me, they gave him morphine. Five hours lae had to give him

two fluids bottles, as he was vascularly dry. like you know what...It

took you guys five hours to figure out what | didfive minutes.

(Promise, 24, African American, single, middle slasEC*, day 71)

Promise maintained that her own knowledge of hangas superior to anyone else’s.
Her level of involvement and certainty regardingdial issues was not always
appreciated by the nurses, as | will discuss inendi@tail in Chapter 5

While 1 did not observe a class or race-based miffee in appropriation of

medical language, the parents who visited frequeatided to be the most eager to learn

4 Necrotizing enterocolitis, a potentially devastgtgastrointestinal disease.
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as much terminology as possible, while those whkndt visit as often would listen to
the physicians then simply ask, “Is he doing bedtian yesterday?”, "All those labs and
stuff, what do we really have to worry about?", 400 you think he’s getting better?”
More often fathers than mothers, these parents oleagly less interested in
comprehending the details of treatment or conditiointheir baby and were more
concerned with overall status. Given their retbsence from the unit, they may not
have been exposed to medical terminology as extelgsor taken the time to teach
themselves about it; doing so was the responsilafithe more involved parent.

Some healthcare professionals understood how tsdned less command of the
medical aspects of treatment. | observed an @decasian female attending who was
communicating to a younger African American mottier severity of her daughter’s
condition. Although she did not mince words widispect to the problems from which
the baby suffered, she did often rely on basic pteies to explain her diagnoses, saying
things like, “It's just like a clogged sink.” s observed surgical teams drawing
diagrams for parents of what they would be doing baby. Keith, a young African
American father whom I interviewed, was lower clasg undereducated. He told me
that the physicians would draw him pictures, whigdre “pretty impressive, and help a
lot.” Physicians concurred that this was a comm@ctice, which was also used to help

to confirm parental comprehension of proceddres.

% Due to the emergent nature of many neonatal ishagésvould preclude contacting parents each time o
occurred, parents signed informed consent forntiseaputset of their child’s admission giving persis

for any number of procedures which their baby mighte to endure during her stay. However, this did
not mean that they necessarily understood whéat¢laéments entailed when they arose. It was the
responsibility of the physicians to explain eagatment as needed, gauging parental understantiing o
procedures in order to minimize confusion.
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“The Doctors are the Experts”: Parental Acceptasfddedical Professionalization

Whether parents always fully comprehended the naégiocedures as health
professionals explained them is doubtful; regasdtéghis, most parents accepted the
recommendations of the medical team and usualgnéssg quickly to procedures. This
likely occurred often because, as many authors deeeissed, having a child in a NICU
is an upsetting, disorienting experience (Ansp&931 Heimer and Staffen 1998;
Berkowitz 2005; Lupton and Fenwick 2001; Mesman3)00n the face of this,
accepting the advice of medical experts was agddreing a good parent.

The first time that parents saw their newborn emMCU helped to establish their
distress and distance from their child. Babies ateonew to the unit, regardless of the
reason for their admission, are on a type of bexhknas a radiant warmer. Essentially
open tables that maintain body temperature viatmagt warming units, these allow for
instant and total access to the neonate, but ikaxeak and vulnerable in appearance.
Stern and Hildebrandt (1986) have written aboutthiganced difficulty that parents have
becoming caregivers to their babies when they perd¢bem to be frail. While the
nursing staff can take initial measurements antbparcare on the babies more easily on
these beds, their design exaggerates the sickkydbthe baby, and in turn creates
greater hesitation in parents. Compounding thisedact that even if they want to hold
their babies, parents are also not usually abtetso while they are still on the warmer,
and so the initial impression of the newborn ig the fragile and unapproachable.

NICU babies are not in keeping with many parentstpnceived notions of their
newborns, regardless of whether they had previaleliyered a healthy child. Parents |

interviewed described seeing their baby in the NIGtthe first time as “scary,”
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“weird,” and “a wild experience.” Even those whadhdone research or taking birthing
classes (typically the middle class, educated pa@nLupton (2012) and Hays (1998),
among others, have found) had not been preparatidaight of their NICU baby and
how much it varied from that of a healthy newboFRarents of premature babies
commented on how small they appeared, while padritdl-term babies admitted fear
at the sight of breathing tubes, or the swellingseal by fluid retention. While childbirth
in a hospital is medicalized by definition, NICUd@s are even further medicalized, and
can get lost in the life-sustaining technology taah they are connected.

Mary, knowing in advance that her premature trgplgbuld be in a NICU, was
nonetheless surprised at the sight of her balsewed as at how much the medical
setting and her own physical state served as imp&us at the outset of their admission
to the unit.

It didn't faze me that they were in the NICU af aljust fazed me that

these are my babies. And | really couldn't stamtioo well, because of

the [wheelchair], so | got little glimpses of themtheir Isolettes. And |

just saw them with all the little things hookediem. And it added a

little bit more to the emotions, because it was jaggh to see them with

all that stuff.(Mary, 35, Caucasian, married, middle class, praneat

multiples, day 15)

The “material conditions” of the NICU contributeal Mary’s initial experience (Lupton
and Fenwick 2001: 1012). The technology sustaihegrbabies created an additional
burden in that she could not easily see them withtaneuvering herself, yet because of
her own health condition she was physically unablstand. Ball’s theory of
microecology contends that space is not just aipalyand objective dimension, but is

subjectively experienced by actors in a “copresental contract” (1973: 8). Health

professionals’ comfort level in the NICU, in coméation with parents’ physical trauma,
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emotional trauma, and unfamiliarity with the envinoent, helped to render the parents
visitors to their own children, and staff as expénttheir care.

Jessica and Mike, a married couple whom | intere@wogether, epitomized the
acceptance of medical professionalization by NIGlkepts. Their son had arrived over
two months early, and they felt that they were eppred for anything concerning an
infant; Jessica admitted, “We hadn’t even readiek...we need a crash course right
now.” Given this, they did not consider themselpespared to argue with the
physicians, and believed that their job, as goadna, was to listen to and trust the
health professionals completely.

The general attitude of Jessica regarding all dwwisthat the hospital brought to
her was if the staff suggested something, it mastdressary for her son’s health. She
and Mike were each upper middle class, well-edudcptefessionals who were experts in
their own fields; as they were both consultantsytivere accustomed to giving their
opinions within their own specialties and havinggl respected. Owing to a kind of
professional courtesy and a philosophy that prateprofessional knowledge, their
attitude was that the physicians were the expertisd hospital, and their opinions
deserved the utmost respect. Mike stated it plainl

The doctors are the experts, when they tell mé shisten to them...Just

like people pay me money to give them advice, wiieine here, I'm not a

doctor, so...I'm not going to go clashing with theidike, 37, Caucasian,

married, upper middle class, prematurity, day 12)

As their son was making steady progress, meetimgejuisite milestones to be
discharged in a timely manner, they also had nsare# question the medical team. For

parents such as these, being a good parent meapirgj back and letting the experts do

their job, as well as heeding the advice they vgaren.
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Christine had taken a lot of agency for her stve'slth, as she felt he was not
getting sufficient care to improve in the NICU & birth hospital. She told me that she
had personally pushed to have him moved to Childrdrban Hospital. There he
gradually began to get better, so she once agaihgodaith back in the doctors. She felt
that parents who did not find their children imprayneeded to speak their minds.

They never don't listen to your choice [sic], blagit primary goal is to

take care of your child. And parents should quesfithey’re not seeing

improvement. | have no reason to question CU...kafs at the moment.

| mean, I'm seeing improvement where | wasn’t sg@mprovement at

[the birth hospital]. (Christine, 30, Caucasianskiog class, married,

prematurity, day 38)

Demonstrating the salience of being a NICU pareet sociodemographic
characteristics, Christine did not have the edooatr professional status of Jessica and
Mike. Yet like them she was willing to rely on theofessionals when she was satisfied
that their expertise was making her son healthi#nlike Jessica and Mike, whose son
made steady upward progress, Christine’s son’'siegaurse led to a somewhat different
definition of being a good parent. She believeduestioning the physicians when she
was dissatisfied with his progress, but acceptiiy texpertise when she was pleased
with the amount of improvement that she saw.

Like Christine, parents whose babies had beenfeaed from other hospitals
(usually because they were not able to offer tlie oaprocedures that the infant needed)
tended to be more disparaging of the birth hospitéley were accepting of the facility to
which their child had been transferred if they felvas helping their baby. When | asked
if she would want her baby transferred back tdolmigh hospital, which was much closer

to where she and her boyfriend lived, Dora told thejould like him to be here for his

rest of his care because | feel like he is recogeiaster here.” Mandy felt similarly
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about her premature daughter, and expressed tles site criticized a decision another
mother had made. This mother had transferreddreback to his birth hospital, and had
kept in touch with Mandy on Facebook. Through thedium, Mandy discovered that he
was not doing very well; she attributed his dectméeaving Northeast Memorial
Hospital, as he had been doing better while hethere.

It bears noting that according to a nurse with wHampoke, the other mother’s
baby had been very ill, and her child may haveidedino matter where he was.
Similarly, | observed a young African American matlat CU whose baby was
extremely sick. The hospital brought in a chapfaimher, and social work and child life
were involved in caring for the mother’s needs wiiile doctors and nurses cared for the
baby’s. When it became clear to the staff thatidey would not improve, it was
suggested to the mother that she cease careumrehe demanded that her baby be
transferred to another children’s hospital in thg. cWhen | spoke with staff about this
instance, they scoffed that not only would the bdbyo better at the other hospital, but
that the child was so unstable that the ambulaideeto get there was a risky proposition.
Although I do not know how the baby ultimately fdyéhere was no doubt in the mind of
the staff at CU that if she continued to survivee sould have little quality of life and
minimal physical and cognitive abilities, if any.

While staff were critical of the mother mentiondzbege for not listening to their
recommendations, what they had suggested was dbyiauifficult thing for a new
parent to hear. It could also be difficult for @ats to be told that their baby needed a
treatment that they perceived as causing painsoodifort. Therefore, a contradictory

element of good parenting in the NICU was agre&ngptentially painful or
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uncomfortable procedures for the long-term godieiter health for the baby. Promise, a
single African American mother whose baby had bedhe NICU nearly three months
at the time of our interview, was one of the ordygnts | observed who was not bothered
by the sight of a breathing tube down her son’sahr She acknowledged, “It doesn’t
bother me. He was really struggling without iBeeing her baby struggle to breathe
made the alternative, an uncomfortable-looking tudmn his throat, relatively desirable.

Similarly, when parents watched nurses or physgteeat or care for their baby
in a way that appeared to cause discomfort, thehrguestioned why it was being done.
This supports the findings of Young, et al. (2008parding parental tolerance of short-
term discomfort for their cancer-stricken childhere was the potential for long-term
health gains. The reliance on health professicamlenowing what was best for their
babies was the driving force, and if health prafessls insisted that something that
appeared to be painful for the baby had to be diwewas generally accepted. NICU
parents thus were made to assent to their chillis. pAs discussed above, particularly
when outcomes were positive and a child was gdggradgressing, parents did not
guestion hospital staff, even in the event of thaioy’s potential distress.

Mandy was upset that her daughter needed a blaasdftrsion, both because she
was uncomfortable with her child receiving a stengyblood, and because it meant she
would not be able to receive feeds, and valualdteries, until after the transfusion. She
told me,

| got a call at 12:30 saying, “We’re going to hawelo the transfusion,

just to let you know we’re going to hold her feentsil the transfusion

stops.” Okay then, no problem. | was okay withlitwas tough to take it

in...But | know that it's the best thing for her. dithat’s why she is here.

| think that's really it. (Mandy, 28, Caucasian,nkiog class, married,
prematurity, day 26)
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Despite her displeasure with both the proceduretlaadessation of feeds it necessitated,
she still believed that the transfusion was whatidde best for her baby. The objective
of her daughter’s stay in the NICU was to get lvette if the health professionals on the
unit told her the baby needed something, to questiaefuse it would contradict the
purpose of her hospitalization entirely. For m&H€U parents, particularly those of the
sicker babies, faith in physician competence taglcg@dence over the desire for parental
authority. To be a good parent in the NICU waaltow the institution to heal the baby,
and not to assert a biological imperative or ingiat they knew what was best for their
own child. While parents like Mandy would ultimbteonsent to decisions and
procedures, as Anspach (1993) detailed, this wae dfier the medical team had decided
the best course of action; at times, like that Whias described above, it was not even
posed as a question.

Another reason that parents were inclined to listéh little or no question to
health professionals was that some had chosen tlospétals because of their reputations
in the field of neonatal care. Mary, who was dféss as high risk because she was
giving birth to triplets, knew that her babies wibble premature and therefore wanted to
deliver at a hospital with a good NICU. Once slasthere, she turned her trust over to
the physicians and nurses to help her babies detpaeticularly while she was still
recovering from her C-section.

I've taken a couple of days off [from visiting],da@ise | know that they're

in a good place and there's nothing that | carodtéhem. So I've taken

up to two days in a row off at once...But I've alwgyst felt like I've

trusted my health, my husband's health, my fatiheddth to NM. And

that | was going to trust my babies’ health to NWWhat they're with the

best possible team that there is. So they're goifgst take care of them
and do everything that they can, and that me asra rnight now, there's
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nothing that | can do. (Mary, 35, Caucasian, mdrmaiddle class,
premature multiples, day 15)

She clearly delineated between what the hospaé#fl @uld do for her babies at that
point in time, and what she could do as a good erotRlainly put, she felt that that was
“nothing.”

Nakisha had also chosen NM when she became predraaing been told that
her prior premature birth made it likely that shewd deliver early again. Her first
child, born at 23 weeks and one day gestation, idi¢ite delivery room; her second,
born just a day further along, had already livedratiree weeks at the time of our
interview. Speaking of her first child, she said:

He died, | had him in a different hospital andeémed like, well to me it

just seemed like they didn't do everything in thpgiwer to save him, so he

didn't make it. He did come out moving but thegrdli put him on any

machines or like, rushing him, try to save him.KNha, 19, African

American, committed relationship, lower class, paamty, day 22)

A nurse | interviewed referenced Nakisha, sayirag sine felt that the young woman had
unrealistic expectations regarding her child’s deasnfor survival and quality of life. To
Nakisha, the fact that her daughter had alreadyiad over three weeks and was
gaining weight was a sign that she had made tin cigpice in this hospital, and she felt
that she could have faith in the extreme measueemstitution was able to take.
Anything short of those, as she describes above nota sufficient effort to save her
baby’s life.

Many babies in the NICU are not nearly this illdaome parents are not as
accepting of professional authority as the parkdescribed above. They desired to

assert their will as their baby’s guardian, antiéaconsidered an expert on their own

child. They also sought more recognition of th&ss, particularly as they would
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become the person who would be most responsibléochild’s care outside of the

hospital. | will discuss these parents in gredegail in Chapter 5.

“He Can’t Do It For Himself”: Parents as Patientsfroxy

Feeling it was their duty to operate in the betrigsts of their child, many
parents accepted medical professionalization aheMeel in the expertise of educated
health professionals. Parents also tended tchpuatgelves in their child’s place.
Although the babies could not elucidate their suriigin any way beyond crying, parents
would attempt to empathize with their child’s paMany would speak to the idea of
knowing how it felt to experience what they belid\tbeir child must be feeling, relating
to aspects of the sickness and treatment. Prasitessther own C-section to commiserate
with her baby, who had incisions from gastrointestsurgeries to treat complications
from NEC. A father | observed had to turn away whes daughter’s nasal-gastric tube
was being reinserted, likening it to a scope arythga“I've had those done, | know how
they hurt.” As discussed above, though, despitef@nmed perception that their child
was enduring pain, parents conceded to these proeeteing performed.

Fathers were also particularly sensitive to theirssbeing circumcised. After an
infant reaches thirty days old, circumcision becsmeaurgical procedure. If they are
healthy enough, boys may be circumcised befor¢hiinty day mark while in the NICU,
something doctors encouraged to avoid potentialptioations from future surgery. In
my fieldnotes below, | describe an African Americ@uple | observed. Their full-term
baby had undergone head cooling, but was doingat¢ie time that | saw them.

The doctor, a Caucasian woman, asked the pardiesyifvould be having
the baby circumcised before he was discharged. midther said yes.
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The father asked, “Is he ready?” The doctor repliéve won’'t do

anything we think he’s not ready for.” The fateas concerned with the

baby being in pain. The doctor told him the westt is strapping the

baby down for the procedure. The mother steppea ieassure the father

that the doctor does them all the time, and theefafinally relented.

“Well, | guess it’s better to do it now than later.
This baby, who had been treated on a serious mbtocontain the effects of potentially
devastating brain damage, had endured that proeedlt enough to be looking to
discharge relatively quickly. Despite the factttha had suffered a significant brain
injury that could still have lasting consequendbs,father’'s concern was with the
circumcision, something he could understand anditabbich he could commiserate.

Beyond commiseration, in empathizing with thefairts parents could also
comfort themselves with the idea that what helpedint to feel better would help their
child to feel better, too. Destiny frequentlydren the notion that her baby, who was in
the only isolation room at CU, must be more contetihat space because it was the
quietest and darkest spot in the unit.

When you're in pain, you don’t want to be botheraal] little babies like

that get in distress. | know when I'm in pain, whgu’re in pain it

makes your pressure go up... so when they smalthi&e they don’t like

noise, and they don’t like light, because they sigggd to be in the belly,

where it's quiet and warm and dark. And she dbket the

noise...(Destiny, 35, African American, working classgle, NEC, day

4)
Having suffered from hypertension herself, she pasicularly attuned to the association
between pain and high blood pressure, and feaffollood pressure issues plaguing her
child. Although her reasoning relied on her laynpoehension rather than scientific

evidence, it comforted her when she saw her daughteer incubator in the isolation

room.
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Sally also defined her baby’s illness in terms toch she could relate, describing
what made her physically uncomfortable:

He wasn’t keeping his food down. | knew that, &edvas cold all the

time, he couldn’t keep his body temperature stablene time, because

they told me that too. So once you understandyganformed, you

understand the reality of the situation. | doikelto be hungry, | don’t

like to be cold. Someone has to do something. Wandan’t speak, you

know, and he can’t do it for himself. (Sally, 23ridan American, single,

middle class, reflux, day 8)
As a mother, Sally felt it was her responsibilyadvocate for her child and ensure that
he not suffer, as she could empathize with hisodigort. Being a good parent meant
operating in her son’s best interest: consentingéqhysicians’ recommendations as his

advocate.

“It's Like My Job”: Parental Attitudes on Being the NICU

Advocating for their child was one of the thingkCNJ parents felt was their
responsibility in the hospital, and part of beingamd parent there. Most of the parents |
interviewed visited the NICU often, many cominglgand spending hours at a time on
the unit. When | asked them about their time thérey felt that there was no better place
they could be while their baby was still in the pital. To this end, many described it as
their job, echoing a sentiment expressed by sontieegbarents Heimer and Staffen
(1998) also studied.

This was a particularly common sentiment amongiei who were middle class
with partners whose incomes could support the @fdimily while the baby was in the
NICU. This describes Lindsay, who told me,

So I'm kind of thinking about this being a littlé lof my job right now, so
my job right now is to be a mom in the ICU. | dbhave to go to work
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which is nice, | have a really supportive partnee.ishfloating us

financially so | don’t have to worry about that, ialnis really nice. |

don’t have to worry about not working a little biore, having money for

a cab to get here, any of that stuff so that'dliotaonderful because |

don’t have a huge savings right now. (Lindsay,G&casian, committed

relationship, upper middle class, prematurity, @@y
Lindsay was acutely aware that her partner’s fir@rstipport enabled her to travel to
and spend her time in the unit without having tonyw@about going back to work for
financial purposes; for women without this secyrityvas sometimes necessary to go
back to work relatively quickly after delivery, sag any maternity or Family Medical
Leave for when the baby was home.

To use this metaphor was a classed phenomenorgadmitvas not significant in
its usage. Sally and Promise, both young, mididigscAfrican American women who
were supported by their parents, also utilizeddea of being employed in the NICU.
Sally had taken leave from her sales position leefiiving birth, and spent most of each
day visiting her child, like Lindsay above. Shiltme, “Now you would think | have a
time clock here, like | don’t punch in, I'm herd day pretty much, that’s a real job...”
Princess had also stopped working before havindpaley, and made the same linguistic
choice as Sally to describe how she felt aboutdgeirthe NICU with her son. “If I'm
not working, this is my job. You're here takingeaf him, I'm here taking care of him.
So I'm punching the clock with you.” She juxtapb$erself against the nurses (the
hypothetical “you” she speaks to in the commerdj,nginimized the notion that she and
the nursing staff could be at odds with each oiiéne institutional design of the unit,

something Heimer and Staffen say, “...fits only awkdyainto the unit’s life” (1998:

68).
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As | will discuss in Chapter 5, staff could respatents who took the idea of their
job in the unit as far as trying to perform medicate, given that some parents felt that if
they had seen a medical procedure performed engugh they could do it themselves.
Yet while Heimer and Staffen discuss the poteritiaktrife that can occur when parents
deem themselves employed where the nursing stadtiped their paid, trained careers, |
found that in both hospitals, there were nurses alko analogized the parents’ place in
the NICU to a job. This was most typically doneentthe parent’s “job” did not
interfere with the nurse’s, or when it helped these.

One nurse confirmed this belief in commending anc&h American mother who
had brought in a large quantity of breastmilk shd pumped at home. In response to the
compliment, the mother demurred, “It's like my joll.he nurse replied in the
affirmative, "It is your job! It's an important j&b Another nurse, after asking a mother
to wait while she finished tending to another babid the parent, “Thank you for being
so patient. Can | put you to work?” Not only dhelr linguistic choice support the notion
that parents also “worked” in the NICU, but the @sothat she gave to the mother
including taking the baby’s temperature and othsk$ that nurses would do as a part of
their care on shift. Transferring these practtogsarents was one of the ways nurses
transitioned parents into more of a caregiving melpreparation for taking their baby
home.

While there were differences in how mothers anldefiss were treated by staff,
fathers could also conceive of their time sperh&éNICU as being a job. | observed a
nurse counseling a Caucasian couple on breastfgeafier the mother had ceased trying

to breastfeed and had left the room to pump, theenspoke with the father as she helped
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him give the baby a bottle. She first commentethaw important it was for the baby’s
mother to take care of herself and pump her mil&ntshe told the father, “And you've
hung through it all there. That's a tough jobDad.” Yet as | will discuss below, the
idea that a father’s primary job in the NICU issugpport his partner was not always

fulfilling for the men on the unit.

“I'm Doing My Part”: Helping the Baby

With health professionals dominating the environtraamd largely controlling
their baby’s care, NICU parents sought out waysttiey could feel that they were still
parenting while their baby was in the hospitalr Fany parents | interviewed and
observed, the most fundamental way that they cbeld part of their baby’s life and feel
like good parents was to visit. Yet they had tasdawithin the constraints the institutions
put on them. Parents were socialized to act aptepy, which included following the
hospitals’ written rules regarding visiting timesdaprocedures, as well as the nurses’
unwritten rules of parental involvement. In retuparental love was medicalized and
seen as a part of their child’s recovery, contifiuto a sense that even their presence
was an agent in healing their baby.

Rier (2000), in his own experience in critical ¢agdt that it was important for
him to believe he was his own advocate during biphalization. Obviously, babies
could not advocate on their own behalves; yet pati@nt-by-proxy, Lydia felt that her
daily visits provided her baby with peace of mibhdcause, “She knows that we are here
to kind of be her voice.” This also helped pardatteel useful; with a lack of other

options, being a good parent could mean being ptesel vocal.
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The desire for proximity, and the need to be nesclachild, has been found by
others studying parenting of sick children (Youn@le2002). Erin’s baby was on
ECMO (extra corporeal membrane oxygenator), andvstsenot able to hold him until he
was two weeks old. She felt that it was importaat she make up for the lost time and
let her baby know that she was there.

| mean, love is always a good thing to feel, seel fike that could be part
of the healing process, too. He knows that somgbmaes him. He
didn’t get to see his family for really two weeksdause his eyes were
swollen shut, so maybe like two or three days agbirfally was waking
up from being under the anesthesia and everytsmgthink it's working.
He knows people love him now. (Erin, 22, African &mncan, committed
relationship, middle class, meconium aspiratiory, b

Like many other parents, she felt that love, initold to medicine, could help him heal.
This supports Kanieski’'s (2010) study of materoakl as medicalized, as Erin
reappropriated her own emotions as having mediandlcurative properties. She is not
just loving her child; she is loving him well. 8aagreed, and used an academic
argument culled from her undergraduate degreeyiohmogy to support the idea.

| remember reading this article and it was likesge children who are

sick and it scares us so we don’t want to give tbemove, but that’s the

number one thing that they need to help them getigh it...that's how I

felt the first time I'd seen him, and my mom isdjKAre you kissing him?

You got to make sure that he knows that you'reghgou got to make

sure that he knows he’s loved.” (Sally, 23, Africamerican, single,

middle class, reflux, day 8)

Promise drew a direct connection between hersvasit her baby’s eventual
discharge, relying on a lay comprehension of a nadirgument:

It makes him want to go home, and it makes himlfmedd. As far as

babies, developmental-wise, it's important for therhave connections.

They have to be able to look around and see the ganson...he looks

right at me. So when I'm there, and | walk awag/|Itook for me.
(Promise, 24, African American, single, middle sladEC, day 71)
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Like some of the other educated parents, Promiseint@rested in doing her own
research on her baby’s health condition; she ta@doring our interview that, “When it
comes to him, | actually did research. | camertovk everything.” She therefore
justified her proximity to her baby as medicallydadtevelopmentally necessary to help
him get better.

During the months that | observed at NM | watchdxhly become extremely
sick, for whom | was eventually told in an infornc@inversation with a nurse that staff
was recommending care be ceased. The medicaluasithg team thought that the
mother was near the point of allowing life-sustaghmeasures to be withdrawn after they
had tried to communicate the futility of continuiogre to her. Even after this, | observed
the mother arguing with a doctor over her babyesust. She insisted, “...as long as she
knows I'm there...when I'm here, it's a move forwardl.| don’t show up, it's a setback.
She knows that I'm here.” She believed her presevas positively correlated with what
she perceived to be her baby’s improved status.

Taliyah, whose twin micropreemies had already be¢he NICU at CU for over
three months by the time | interviewed her, hatetaind her babies’ father how
important his presence was to his children, anolaknt as far as to assign healing
properties to love, like the mothers above.

| told him, “You have to get out of the stage oirtgescared... 'Cause they

your kids. You need to hold them. | mean, | ustierd, you come here,

you see them, but just standing there and not gayothing, they not

gonna know you. You know, they don’t know whattsrgy on...” Like

he didn’t even want to stick his hand in to toueén, no nothing...I

understand that they’re small, but they need that because they're

premature babies. That's what helps them prog(€asiyah, 24, African
American, single, lower class, premature multiptes; 105)
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This father was not the only man who did not wartbé more involved with his children
in the NICU. Christine’s husband was so fearfaitthe refused to visit at the beginning
of their son’s hospitalization. Once his baby betgaappear less fragile, though, he
became less trepidatious. She told me:

He doesn’t like hospitals, he’s scared of thingie’s held the baby once

so far...we had to trick him into finally holding himmHe didn’t break

him, he actually fell in love even more. Now henas to see him, and

since he started gaining weight, he’s really irgerd. (Christine, 30,

Caucasian, working class, married, prematurity, 38y
This was a common theme in stories mothers relaipedt their babies’ fathers: when
the child began to get bigger, fathers would bs fearful and more involved. Many
fathers, at the outset, were too hesitant to frirae presence as healing; instead, like
Christine’s husband, they were afraid they might their baby even more.

Paternal fear may have contributed to, or resuttad, the increased number of
opportunities mothers were given to find a placa parent. Mothers were more often
encouraged to become involved with their infantsl #he staff offered more suggestions
to them regarding how they could help their batantthey offered to fathers. While
there were more mothers present on both unitsfdthers, both hospital staffs took a
gendered approach to parental participation. Ex¢gnded more opportunities to the
women than to the men to be involved with theiribab To the disadvantage of present
fathers, the staff fed into the notion that “matémmbodiment” renders women innate

caregivers (Lupton 2012: 2, Martin 2001), even tifothe NICU positioned health

professionals as the experts.
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Breastmilk

First and foremost in how women were constructed part of their child’s
recovery was through the production of breastmitkthe medical community, the
current doctrine of infant feeding emphasizes the¢ast is best,” making breastfeeding
an essential part of good parenting (Stearns 199B& unique benefits of breastmilk are
widely touted by many, and psychological theoryemths the belief that breastfeeding
is an important part of the bonding process (Vaieiils1989; Blum 1999).

Even for mothers who wish to do so, exclusive lifeading can be challenging
under the best of circumstances. From a biologitzaidpoint, not all mothers and babies
are able to breastfeed easily. Some mothers eeqalp from lactation consultants,
while others are never able to produce enough foilkheir baby or babies (Wall 2001;
Stearns 1999). Mothers may suffer from their owaltih concerns, which can make
breastfeeding difficult if not contraindicated. dddition, social constraints may limit
feeding options. Mothers who work outside the honag not have the ability to
breastfeed or even pump their milk during the waatly; few workplaces offer facilities,
and these are far more likely to be found in wha#ar or professional establishments
(Waitzkin 1991; Van Esterik 1989).

Yet while any mother may contend with the pressurgsicit in the message that
“breast is best,” the NICU mothers with whom | spdé&lt they had little choice but to
attempt to breastfeedn the context of a sick child, the benefits adédstmilk take on
medicinal properties. This was true for babiesesufg from nearly any health
condition. Crossing class, racial, and age linesthers believed that if the health

professionals and pregnancy books told them trestdbmilk was the best thing for their
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baby, then the least they could do to help thalddn was provide this. Given this, the
pressure to breastfeed was driven by an interread teehelp as well as by institutional
pressures.

Complicating feeding in the NICU is the fact thaamy babies are unable to
breastfeed because of developmental issues. Thegueflex does not develop until
the last few weeks before full term gestation; balliorn prematurely are often not yet
able to suck, and are instead nourished througledirig tube. Babies who are full term
but critically ill may rely on intravenous lipidefore being able to sustain any liquid
nutrition. Even once they are consuming this, samag never take to the breast, and
will only drink from a bottle (Layne 1996).

Given this, for many mothers who want the medicaligained benefits of
breastmilk, the only viable way to secure thesgiik a breast pump. This is one way
that the NICU experience forces parents to changie preconceived notions of how
they would want to care for their baby, as welldst they may have initially thought
were traits of a good parent. As | have mentiotieel pumps in the units were not
located by the infants, but rather in a separatenroWhereas many parents may want to
be by their baby’'s bedside, the location of the psifiorced mothers to choose between
being by the bedside with the baby and going awgydduce medically-indicated
breastmilk. In addition, pumping is an alienatprgcess that attaches the mother to a
machine, demanding time and energy that NICU metheay not be willing or able to
give.

Even those women who produce milk and desire te their child this

exclusively may find that it is not the best optmmits own; supplements may need to be
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added to the milk to increase the calorie contmalking exclusive breastmilk not
actually the best choice for their baby’s healfithealth professionals told parents that a
supplement or additional formula was best for thaioy, even those who had initially
favored exclusive breastfeeding or breastmilk vwecéned to follow the
recommendation.

The issue of time was why Mary gave up the notibpumping for her triplets,
born at thirty weeks. She expressed no sorrowegret to me about this decision.

I'm sure that I'm making something out of it that not, but I didn't like

the idea of breastfeeding. So | said | was goingtriictly pump. Because

one, I'm not going back to work, so it would beremmical, and two, it's

best for the child. But I'm like, how am | goimrgdo this, I'm tied to a

machine, eight to ten times day. And all I'm gadiadpe doing is feeding

babies, taking it from the breast to the bottlenfrthe bottle to the baby.

And it's like, times three. So I'm just like yondw what, this is just not

working out, so | stopped. (Mary, 35, Caucasianyiad, middle class,

premature multiples, day 15)

A mother of triplets who was no longer working adésthe home, Mary cited the
economic benefits of pumping in addition to the @l benefits. She believed that
she could reduce the money her family spent ondtarny pumping. Once her babies
were born and she was faced with the reality osth&tion, though, she decided to stop
trying.

Nonetheless, many mothers with whom | spoke watfteid babies to have
breastmilk, seeing it as an essential part of Hi®yls recovery and a responsibility that
could be met only by themselves, thereby competlegn to make every effort to pump.
Nakisha, who was African American, poor, and undecated, had been planning on

breastfeeding even before her premature delivEhe birth of her daughter at 23 weeks

and two days gestation was not changing her plaimgh may have seemed even more
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important given that she had lost her first prem&ahaby not long before this birth. She
told me, “Yes, it's just the healthiest thing, dked into it before | got pregnant.” She
pumped regularly, at home and at the hospital, itkeipe fact that the layout of the
NICU necessitated her taking breaks from visitieg lbaby to go to the pumping lounge.

Invoking both the medical benefits and medical taotogy, Mandy told me:

| thought about that today when | was writing olib&her labels for her

milk bottles, that I'm doing my part and this i$tlat | can do and I'm

humbled to do it. It's my daughter, and even’d &0 cc’s that she gets or

if it's 40 cc’s that she gets, it's mine, whichgsod. (Mandy, 28,

Caucasian, working class, married, prematurity, 2@y
In this statement, Mandy reaffirmed not just hepamance in the NICU and what only
she could do for her child, but her position aslbeyy’s mother. This gave meaning and
significance to her role on the unit and even gre@atport in her daughter’s life,
particularly when juxtaposed against the lifesaweffgrts of the health professionals.
Providing breastmilk was something no health pitesal could do; only she, as a good
mother, was able to.

Promise, whose child was suffering with NEC, hembged pumping shortly after
the baby was born, framing it as a decision madesibest interest.

He had some breastmilk, it was there...when he wéseimospital |

wasn't pumping. | wasn't going to pump becausedsepremature and

the high calorie formula, | thought that would kedtbr...So | let them

[give him formula] and | actually wish... what I'veticed from doing

that research is you lower the chances of gettiBg Nsurprisingly, by

feeding with the breast. (Promise, 24, African Aiteam, single, middle

class, NEC, day 71)
Promise was aware that the high calorie formulasige more calories than breastmilk,

helping to promote the weight gain that prematuaieiés need; she therefore framed the

decision to give formula as being a better chomcéher baby. After her son developed
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NEC and she learned the fact she referenced abbegttempted to stimulate her body
to produce breastmilk, despite the fact that sliedii@ady experienced natural lactation
suppression. This attempt was not successfubwadihh she rationalized her inability to
provide more milk by telling me about another bahg knew of who had severe NEC
despite being breastfed. Her awareness of thecaleslipport for breastfeeding was
tempered by her understanding that nothing initeeature was guaranteed.

Lindsay'’s initial ideas about childbirth and pareg were opposed to the
biomedical model. Not only had she been planninigréastfeed, she had prepared for a
non-hospital birth with a midwife before she suéi@ia placental abruption at 34 weeks.
Upper middle class and college-educated with anpasho was supporting her, she was
able to spend up to ten hours a day at the hospitialher baby. While she still desired
to ultimately breastfeed, calling it a “natural”ashe also solicited and followed the
medical advice given to her as closely as possillilee hope that she could improve both
her own milk production and the baby’s suckingibilShe acknowledged that it was a
challenge, but felt that it was best for both hiérmed her baby.

So | feel like I'm kind of screwed...actually onetbk things that's hard is

if ’'m holding her and she kind of wakes up | wamtvork with her on

sucking skills or something and | can’t always kdattbecause, well no, |

do do that but then | can’t always get in and purepause I'm working

with her. So it's probably better for me to beéneshen | can and do the

things | can and psychologically to breastfeed, saothis is the way that

I’'m connected with her, which they say is also jus¢ of the biggest

things about having a preemie. Yes, the breastsitietter for them, but

| think it's also better for me too, that I'm alitedo something for her at

this point since | can’t do everything for her.r{tlsay, 30, Caucasian,

committed relationship, upper middle class, premigtuday 10)

The medical advice that Lindsay followed recommehiti@t she bond with her daughter,

provide sustenance for her, and help her to devaogucking reflex. She was torn

94



between multiple desires with the same end: helparghaby get healthy and reach
discharge faster. She clearly saw herself as senéal component in her daughter’'s
recovery, and medicalized her role in the NICU.

Yet despite having the time and resources to @eteothe challenge, Lindsay was
still not able to do everything that the healthdaan suggested, as the layout of the
NICU made that virtually impossible: in order tonpo as much as possible, she needed
to leave her baby’s side and go to the lounge angbd At the same time, she was
attempting to follow the healthcare professionat¥’ice that she stay by the crib and
help her baby to improve at sucking. Undertakimg &dditional task as part of her job
as a mother in the NICU complicated her visits,dsb helped her to feel useful, like
Mandy above. Unable to do “everything” for her dater, she was willing to do
anything that she could. Ultimately, she streskedmportance of bonding and of
providing breastmilk not just for the nutritionadroefits of the practice, but in fulfilling
her emotional needs to be a good parent and “detwng for her.”

The medicinal properties attributed to Lindsay’sknwok precedence over her
station at the bedside, displacing her from beirntg her baby at times. This was a
choice that pumping mothers had to make; given ttieer mothers | interviewed felt
that because it took them away from their childnping was simply no longer the best
option for them. They viewed their presence afibdside as a more important
component of good NICU parenting than providingaistenilk, and this view was often
supported by health professionals. Taliyah's twbtgn at 24 weeks gestation, each

suffered from their own issues due to their premigtu At one point shortly after they
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were born, one was still in the birth hospital fihe other had already been transferred
to CU.

| had to stop, because it started getting hectic.eiMid come here [the

nurses] would be like, “You can pump.” But I'd bvanting to be with my

kids, | really don’t be wanting to pump and stufnd they would be like,

“You know, they’ll take the formula. That’s notdh& Well, they got the

breastmilk in them first, before they got the fofmauSo that’s all that

matters! (Taliyah, 24, African American, singlewkr class, premature

multiples, day 105)

Unlike Lindsay, Taliyah could spend no more thao twurs a day in the NICU, as she
was a single mother with two other young childreh@ame who spent additional time
taking public transportation to and from the haapitGiven her social situation and
limited visiting time, she chose spending time widr babies over pumping for them,
agreeing that her presence was an essential plaer tlabies’ recovery. The nurses
supported her decision to cease breastfeedinieasays that they told her formula was
“not bad.”

Like Lindsay and other mothers, though, Taliyateéinition of being a good
parent represented a combination of relying omseglay beliefs, and her own needs.
As Markens, Browner and Press (1999) found in twerk on women who refused
prenatal screening, she justified her decision wathfidence in the medically-supported
idea that the babies had benefitted from havingesbraastmilk at the beginning of their
lives. The constraints on her time, imposed bysoeral situation, made this amount of
milk sufficient for her children.

As mentioned above, most of the NICU babies hadisi¢hat healthy babies did

not; they had to consume as many calories as pegsilgrow, and those who were

learning to suck could not burn too many caloriesrdy the feeding process or it became
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counterproductive. Parents were constantly rendirdddnow important weight gain was
for their babies, not only by health professioralsin assessing their tiny stature. Many
seemed to feel that if high calorie formula or &iddial supplements were needed, then as
good parents, they could not deny their baby theseficial options. | observed this
episode, which was a conversation between a nagsa another:

The nurse asked the mother if she brought bredstamdd the mother said

she was going to go pump. The nurse explainedhlegtwere out of her

breastmilk at the moment, and told her what theyldide giving to the

baby instead for the next feeding. She told théherahat it was “second

best to breastmilk,” and the mother replied, "l'aod either way.”

This mother was pumping, but did not mind thatpremature daughter was given
formula. As I will discuss in Chapter 4, her laktade was also appreciated by the
nursing staff, in that she easily accepted thejgsstions.

Jessica was pumping but had a milk supply thatskag to come in, a common
issue with premature deliveries. Because of theés,son was given a combination of
breastmilk and formula. Like other mothers, tha+eaclusivity of breastmilk did not
bother her. “First time | was like | don'’t like reg whatever it is to make him healthy.”
While the lactation consultants were working withr ko stimulate her milk production,
she was not bothered that her baby was receivipglemental nutrition, as she felt that
if the hospital staff wanted to do something to oy, it must have been because that
was what he needed to “make him healthy.”

Evelyn was not only pumping but trying to meet deenands of learning to
breastfeed her twins. When | asked her if she edrilat her babies were also given

formula, she understood that her breastmilk pradoavas not yet adequate for feeding

two babies. Told that she had not produced enauitihto feed them, she easily

97



acquiesced to the notion of giving them formulgjrsg, “They’'ve got to eat, you know?”
Aileen had also pumped for her premature twinsa@mdinued to do so after one died.
Initially wanting them to receive only breastmilihen she was told by the staff that a
supplement would help her surviving baby she cowolddeny it. She told me, “l was a
little iffy about it, but if it's going to help...”

Christine’s son was born at 29 weeks and had dpedIdEC, the precipitating
factor for his transfer to CU. She had also rataxer views on feeding, given his
restrictions and the circumstances.

I’'m pumping every 2 hours. The goal is to get lhreastfeeding when

he’s able to suck. But if that doesn’t happereast we know we gave

him breastmilk the first however many months, wettie best. And in

the NICU it's not uncommon for parents to not havikk for their kids,

because after a while it dries up. (Christine,@&jcasian, working class,

married, prematurity, day 38)

Christine minimized any potential problems she rolghve with breastfeeding in the
future with the support of the scientific literagusaying that any amount of breastmilk a
baby could get was beneficial, as Taliyah had etgmused above. Yet she also believed
that the norm for many NICU babies was to receitie breastmilk if any. Given this,

any amount her son had received was an advanthgeMICU babies might lack, and

she was a good mother for providing this.

The way many NICU mothers felt about pumping wasmmed up by Sally, who
said, “I pump like my name was Bessie.” Althougle svas relying on humor to make
her point, feeding her baby during his NICU expecemade her feel like a barnyard
animal. Not only was her breastmilk medicalizedif® curative properties, but her body

became a part of the technology. The depersonglauiality of medical technology, as

Brown and Webster (2004) discuss, was also a pameamagery upon which Aileen
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drew to describe how she felt, speaking specifidallthe impersonal nature of the breast
pump and how it was contrary to the intimacy ofadstéeeding.

| felt kind of like a machine. It’s like a machiné&e I’'m pumping the

milk, but you just hear the sounds of it and itt&.nyou know, you

breastfeed, you are looking at your baby...You akenggthat boob to

baby, you are holding a baby. With [pumping],stjéelt like, | don’t

know, | remember going on a trip when | was in $thand you go to the

orchard or wherever and you see the cows and thiethg little machine

thing hanging from them. That's what | felt liK@ileen, 34, African

American, committed relationship, working classmature multiples,

day 35)

Kangaroo Care

For those whose premature babies were stable ertowgipport it, a similar
closeness to breastfeeding could be achieved thrkaiggaroo care. Also known as
skin-to-skin, this was another way staff could gpagents the opportunity to be involved
with their children, and involved taking a prematbaby out of an incubator and placing
it inside a parent’s shirt, directly on the cheSurrent research in the medical
community has found it to be beneficial to infartslping them to regulate their body
temperature and heart rate without technologidahientions (Charpak et al. 2005).
Like with breastfeeding, parents are medicalizedhay themselves become the
technology assisting their baby.

Unlike pumping, though, kangaroo care also presepéeents with the
opportunity to be close to their infants. They dat have to feel alienated or
mechanical, or that they had to choose betweemglvei their baby and providing
health benefits; kangaroo care permitted them jmyehat closeness in addition to

feeling that they had helped their baby. Joellgg@natologist whose premature twins

had also been in a NICU, advocated the practicedbas her own experience as a NICU
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mother more than her medical background. Herealskeribes how she felt that it was
not just for the baby, but for the parent.

Kangaroo care is the best thing ever. | meard itdand it made a world

of a difference...For me and for him, for the balbynean, you could just

see it happening and | just, | don't really se@at much in our NICU and

| think we should encourage as much of that as taeydo. (Joelle, 35, 8

years as physician)

Although kangaroo care can be practiced by eithesm, it was a very gendered
activity in the NICUs in which | observed. Framesibeneficial to premature babies in
that it replicates the environment in the womlis therefore more often associated with
mothers. Nurses | observed offered the opportwexglusively to mothers; when | asked
Ed if he had done this, he told me, “I haven'teld her once on my shirt, but |
haven't...it's more for the mom so [the baby] canritba heartbeat.” Although Ed
wanted to do as much for his daughter as he cbeldepeated the belief that it was for
mothers, not for fathers. Yet Cassie, a nursej asentific evidence to justify the
benefits for the baby and either parent.

They've shown that the baby’s temperature and #ig/ls heart rate tend

to align themselves with the mother or the fath&nd that's something

the father can do because they kind of feel [gestwver here, because

they can't breastfeed and they’re so big and tHaskso little, they feel so

clumsy and so they can do that. (Cassie, 60, 2 yesaregistered nurse)

Unlike many of the staff who focused more on hedpmothers to feel involved with

their babies, Cassie believed that not only coolth Iparents perform kangaroo care, but
it was of particular value for helping fathers ¢@fuseful and to become more
comfortable around their baby. Her contentioruigp®rted by the more recent nursing

literature, which suggests that there could alsbdyeefits for fathers practicing kangaroo

care (Blomqvist et al. 2011). Yet this notion dt appear to be pervasive among the
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nursing staffs, whom as | mentioned did not oftghérs the opportunity. At CU, |
overheard a small group of nurses talking about amehkangaroo care, laughing that it
was “weird” to see fathers doing kangaroo carehiieir little hairy chests!”

Although mothers of varying races and classes esgjagkangaroo care, practice
of this activity was restricted by the reason fahdd’s admission. Staff typically
considered only the evidence-based benefits fangtare babies when they offered it to
mothers. This was apparent when Lydia (descril®albin my fieldnotes as “the
mother”) brought up kangaroo care to her nurséoaserved at CU:

After the mother asked if she could hold the bablger shirt, the nurse

told her it's more beneficial to babies who arenatire and need their

body temperature raised. The mother looked disappdi and after a

moment the nurse told her, "If you want to do duycan do it." The

mother said, “Definitely. | didn't get none of thwlhen she was born...."

The mother seemed really excited about it, anchthise explained what it

would involve.

Lydia’s nurse initially considered only the benefif kangaroo care as the literature
stipulated, which was that it was for prematuraims$, not for her full-term baby with
gastrointestinal issues. This represents the trentedicine toward evidence-based
research, which has led to a focus on publishedirfgs as more significant and valid
than patients’ personal experiences and ngeo=enhalgh 1999). The nurse eventually
realized that it was nonetheless a good way tohgemother involved, even if the
research had not been conducted on babies wittidugihter's gastrointestinal condition.
Ultimately, it could not hurt the baby, even if tteéidence had not been collected
regarding how much it would help her.

Lydia also desired to do kangaroo care for her bemefit; as we would discuss

in our interview, her baby was taken away shortigradelivery, so she felt she was
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denied any initial bonding time with her. Kangaxawe allowed her to bond, and to feel
like a good mother during her child’s stay. As pash (1993) and Heimer and Staffen
(1998) discuss, psychological assessments of Nl&@&ens have stressed the importance
of bonding in the unit. Many parents reported thbtaid been difficult to bond with their
child in the NICU, and like Lydia felt they had almissed the crucial moments at
delivery where they believed they could have eshbd their fundamental connection as
parent and child. Rebuilding this connection wameathing they sought to do in defining
themselves as good parents in the NICU.
Fathers’ Participation

Obviously, fathers could not be involved in bréssting or pumping, and as
discussed about they were often denied the opptrtienpractice kangaroo care.
Although fathers could help to bottle-feed theibpgperforming this task did not seem
to provide them with the fulfillment that many meth felt in producing breastmilk or
bonding through kangaroo care; bottle-feeding, tikeer changing or temperature
taking, involved parents, but was a basic carevigthat did not provide the closeness
or unique opportunity to help their child that mathwere given. Deeney, et al. (2012)
found that often in the NICU, fathers’ primary radeconsidered to be supporting the
mother, not helping the baby. Ed, mentioned abaagted to be more than his wife’s
support; he wanted to have a role in helping thaughter, too.

While Ed had not engaged in kangaroo care, heiddaf way to help his
micropreemie daughter, via a direct blood donatible.told me:

There is nothing that | can do except to sit tlare do nothing, but |

thought it was really cool that | could actuallynéde blood, so...l wish

they would have [told me | could do it] a littlet ldarlier, because | think
she got one transfusion and it wasn’t mine....Bunet/@ was just like a
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little bit, it was kind of like okay, | am not thhelpless. (Ed, 41,
Caucasian, working class, married, prematurity, 2@y

Mandy, who was pumping and practicing kangaroo,da@amed with pride at what her
husband had done for their daughter, telling mi@eir joint interview, “She has daddy’s
blood!” This unique act not only helped Ed feedfus, but also alleviated a fear Mandy
had spoken of earlier in the interview, regardieg ¢toncern about the baby receiving
blood transfusion&> Parents are often fearful of their infant reasivblood, so Ed had
both helped their daughter directly and taken ncorgrol over her health and healing,
which Gale, et al. (2004) and Cescultti-Butler aradvia (2003) also found is something
many NICU parents desire to do.

In addition, although | discussed the importaniceavent visits above, Ed felt
that merely sitting by the incubator was “nothimg'comparison with his wife’s pumping
and practice of kangaroo care. Given Mandy’s actind frequent contributions to their
daughter’s health, he desired a more dynamic rolelping the baby so as to feel like a

good parent.

“Since You've Been Here...”: Parent Perception tdafing Positive Changes in Babies
As | have discussed, while they deferred to hgaitiiessionals regarding
medicine, parents wanted to feel that they could teeheal their babies. They therefore
medicalized themselves in the hospital, or alloteainselves to be medicalized. Many
believed that they could create positive physiaabchanges in their babies, and were

encouraged by staff to look for these through tetdgical measures. | interviewed Sally

% Many premature babies require transfusions, astthee frequent blood tests and the volume of bieod
their body is relatively low.
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while she held her son, and when asked if sheffattshe could help her baby get better
sooner, she looked down at him and said:

| think so. | think it puts him at rest, and lob&w he’s sleeping... You

know what’s funny is he got the little shakes beeaof the nervous

system, because it's not fully developed, now neseven shaking...For

the most part | think he is completely relaxed {23, African

American, single, middle class, reflux, day 8)
Like Sally, Nakisha felt that she had a positivanang influence on her baby, who was
born at 23 weeks and two days gestation and weighegound.

They actually said that one time...They called hazgiady because

every five minutes her oscillator is like up andwiig the oxygen in her

blood...And they're like — since you've been here thachine hasn’t

gone up. (Nakisha, 19, African American, committeldtionship, lower

class, prematurity, day 22)
Referring to the apparatus measuring her daughtttl oxygen levels, Nakisha
utilized medical discourse to make her presenca e an essential part of her child’s
NICU treatment, as gauged by the technology irutiie As Litt (2000) discussed, doing
so allowed her to reappropriate the terminology made her a part of the medicine.

Aileen also relied on health professionals and cedechnology to support her
claims that she could help her son get well soofsére arrived at the hospital after one of
her sons had died, and held him for the only tinemt After this, the nurses and
respiratory therapists made a special effort tovalher to hold her remaining baby as
often as she liked. She believed that her beiagettand being involved, helped her son.
She told me:

When | was holding my son week after week, theyevgaying that his

heart rate had dropped to a coma level while heirvasy arms. And it

was really the lowest all day, while | was holdimgn. (Aileen, 34,

African American, committed relationship, workini@ss, premature
multiples, day 35)
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Health professionals reinforced the notion thatling their baby was a tangible
way parents could help their child. | observedd®ioolding her son at NM after he had
been diagnosed with a mild infection which had edus fever. Dora held the baby on a
visit while he was still being treated for the ictien, then took his temperature. When
she told the nurse what it was, the nurse respgorid@cksome! He liked being held!”
The nurse’s response validated Dora as an impguahbf getting her baby well, after
the thermometer affirmed the positive change. Blrsot only relied on technology to
assess physiological changes but encouraged pladependence on it to gauge their
own child’s welfare. Yet as | will discuss in Cheap4, this dependence on technology
would not present a practical long-term solutionfmst parents upon discharge.

There were other ways that nurses pointed outalkgipe effects parents could
have on their baby’s bodily processes, reinforeiumgt they could do for their sick
children regardless of why they were in the hospit@bserved a mother asking a nurse
if her presence helped her baby, who was takirmg@ time to wean from NAS (neonatal
abstinence syndrome). The nurse responded, “YMbomée If you hold her, does she
stop crying?” The mother agreed that she did. nEparents of much sicker babies were
told they were helping their child. When Erin héket baby for the first time after he had
come off of ECMO, he had been crying; after a feinwutes, her nurse came over and
observed, “He’s quiet now, isn’t he?”

For NAS mothers, about whom | will speak in moréaden Chapter 5, a crying
baby could mean a longer stay in the NICU. NASidmhre scored for their withdrawal

symptoms, which include crying, irritability, anietinability to be consoled. Scores

?These symptoms can also be seen in newborn infdrisare not withdrawing from drugs; hence the
widespread belief among the health professionatsmvhinterviewed that the scoring system is flawed.

105



determined medication levels, and babies who widl®sing medicated could not go
home. Some NAS mothers that | observed, upsett dooutheir babies were being
scored, felt that their baby cried less when theyawhere, and that scores given when
they were not present would be unnecessarily high.

As mentioned in Chapter 2, | did not interview NA®thers, but | was able to
observe them on the units. | watched a young Gaaicanother talking on her cell
phone with her own mother, distressed that her balhyd be needing medication. She
said, "Mom? He's...they have to start medicating $oon. He was okay over the
weekend, but now...they said he wasn't sleepinghBwas sleeping with me." Whether
she did not believe what the nurse had said reggttie baby’s sleep patterns, or just felt
that her presence was calming to the baby, theagessas that because he was not
sleeping, he would be medicated; when she was Heeded sleep, and medication may
not have been necessary.

| observed another NAS mother speaking with a npraetitioner:

The nurse practitioner was talking about weanimysaid, "The nurses in

the room have said he's been better in the afterrsml’'m not inclined to

rescue him [with medication]." She said the scavere high but he was

doing okay. Mom confirmed, "He's usually fine irethfternoons, that's

when I'm here."

Again, though the mother’s belief about causalagrmot be ascertained from this
conversation (whether she is merely confirming theats “fine in the afternoon”, or

stating that her presence is why he is fine), sles@dppear to believe that her being there

was correlated with the baby’'s well-being.

Although they adhered to the protocol, they aldbtfeat many non-addicted babies would receive high
scores if the same standards were applied.
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Conclusion

In this chapter, | examined how the parents | olesand interviewed made
sense of their experience in the NICU and devel@peew definition of good parenting
in this context. While childbirth and parenthoodymarely go as planned, the NICU is
an extreme example of parents having to redefieie tonception of parenting, at least at
the outset of their child’s life. The dominancenoédical professionals in the NICU
setting did not allow parents to become experttheir own children; given their baby’s
medical needs, though, most parents were satigfiedding the health professionals to
take over as long as they felt their child wasiggtivell. The fear of their child’'s
fragility and illness made most parents even meatant to assert any parental
authority, and more accepting of medical autonomy.

While reframing their expectations of parenthoodnsnparents | observed
included in this the medical aspects of the NIGlipporting the notion that parental
knowledge can also become medical knowledge irspitad (Lupton and Fenwick 2001,
Grob 2009), involved and present parents took anuinemselves to reappropriate
medical discourse and develop a comprehensiorcbhtdogy in constructing a role for
themselves in the NICU. In order to be a good patbey had to understand what was
going on as well as they could, regardless of thaokground, and learn how to best
communicate with those responsible for their ckilchre.

Being a good parent in the NICU also meant acngpghe recommendations of
medical professionals. Although I will discuss gfaents who were less inclined to do
this in greater detail in Chapter 5, most NICU p#sd observed and interviewed

believed that they could best help their child bgiag that their medical needs were met;
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these needs were determined by the staff, and tsameme receptive to what staff told
them was necessary for their child’s health.

While parents were accepting of medical professismain the NICU, they also
felt that they too had their own jobs there. Pt éelt that their regular visits to the unit,
and their devotion to their child and her well-lzginonstituted an important job as well.
Additionally, as patients-by-proxy, parents weranheas vulnerable as their newborns
yet sought to be their advocates. They stroventbdny way that they could help their
baby get well, and in doing so accepted the stafbmmendations for both how they
could help and when they should step out of the. way

Being a good parent is a socially constructed motvbich varies culturally and
contextually. In the NICUs in which | observedsthariation depended less on
sociodemographics and more on the infant’s he#dtins. Most differences arose not
from class or race, but because of how sick bakeérs and how long they had been in
the hospital. For a very sick baby, a good pasenterely present by the bedside, careful
not to exacerbate the child’s conditions. For gha good parent produces body heat
and milk, their basic functions (and sometimesrthedy) medicalized as the parent is
seen as possessing healing properties for sickatesnUltimately in the NICU, good
parents become a part of the medicine, and insthiscan take agency for their child’s
health.

As | mentioned above, while having a child in th€N was salient above many
differences by race, class, and education, thesesame variation by gender. Fathers
were typically more tentative in dealing with theaby, although this may have been

because nurses did not provide them with as mamgiséng responsibilities or
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opportunities to interact with their child as theffered to mothers. Increased interaction,
as nurses would tell me, helped to develop confiden new parents. Regardless of the
direction of this association, fathers were morgatve around their child, and did not
interact with them as much, particularly at theibeopg of the NICU experience.

Many NICU parents felt that they were good pardrttsey accepted the
medicalization of their role, and were particulasijling to integrate the technology of
the unit into their parenting. Breast pumps, masitand other hardware in the NICU
became both an extension of parents and a bridgeebe parent and child. Yet an
overreliance on technology, as | will discuss ira@ler 4, is also a hindrance to parents
who are preparing to take their child home, whbkey will ultimately parent in an
environment with less medical technology, if any.

Exemplifying the flexibility of NICU parents, | atsfound that they were willing
to listen to health professionals even when tlesommendations contradicted what
parents had constructed as good parenting beferedild was in the NICU. Exclusive
breastfeeding may have been impossible for somé&JNi&bies, but even mothers who
could produce adequate quantities of breastmilkldveupplement with a higher calorie
formula when this was suggested. Some mothersoadkdged that they were far more
flexible on feeding options than they had expedttele; even those who had desired
exclusive breastfeeding prior to their baby’s batreed to supplemental formula when
told that their child would benefit from this. MahNICU mothers had come to terms
with the idea that nothing about their child’s imég was going as planned; they were not

particularly upset that they had to change theinglregarding feeding, given that
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everything else was so different from what they bgplected. Again, their preconceived
notions of what it meant to be a good parent chauggeen the reality of the NICU.

Yet mothers who could produce breastmilk, evehefrtbaby also needed
formula, were praised for this. Breastmilk, liketimers themselves in the NICU, was
medicalized. Being medicalized did not bother ptseand instead gave many their
desired purpose in the NICU. This medical iderttiégame key to how they saw
themselves, and part of being a good parent.

Beyond their physical contributions like milk anddy heat, parental emotion
was also medicalized in the NICU. A form of “enastimanagement” (Hochschild
2003), parental love was seen as having curatimeegpties. Some parents insisted upon
this idea themselves, thereby commodifying themtgbution and making their role in
the hospital even more relevant. Although they matyhave been medical or nursing
experts, they could be the experts on how to lbee thild. As I will discuss in the next
chapter, nurses had their own ideas regarding miade up a good parent in the NICU,

and these often conflicted with how parents defitesl concept.
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CHAPTER 4: NURSES’' CONCEPTIONS OF GOOD PARENTS

| try to step out, | go and | do what | want toatad then | leave. | don’t

want to be in their hair, | don’'t want give an amtie, you know, | just let

them do their job...I know it gets busy down theredolwhat | can do

and then | leave, | don’t hang around to chit-chatst let them do what

they have to do. (Rosalina, 38, Hispanic, marneatking class,

prematurity, day 3)

In Chapter 3, I discussed what parents in the NéGhsidered to be the traits of a
good parent in that environment. In this chagtexamine the nurses’ ideas regarding
the properties inherent in a good NICU parent.| wdl show, nurses had very
prescribed notions of the parameters parents ndededet in order to be considered
good parents. Rosalina, quoted above, is one deashjp mother who would be defined
by many as a good parent, for her attentivenebsttoher baby’s needs and the nurses’
responsibilities in the unit.

The nurses’ preconceived notions of what madeoa garent were based on
many things, including but not limited to their @xg@nce and time in the unit, their own
ideas of what parenting was outside of the NICU, @u@ir own personal experiences as
parents. Their preferences preserved their pomeaathority on the unit, while the
routinization of their activities served to moder#te stress of working on the unit
(Armstrong 1997; Chambliss 1996).

The importance of nurses in intensive care has bsmgnized by many,
including Zussman (1992), who called for more resean the profession in the context
critical care. Fox also speaks to the significamiceurses, who not only know their
patients intimately but who, “...also have considéraimntact with close members of

patients’ families” (1989: 60). Lupton and Fenw{@001: 1014) agree, going further to

term NICU nurses the “gatekeepers’, mediatingriationship between the parents and

111



their infants.” In constraining and controllingrpats’ interactions with their children,
staff often framed their responses in terms of wias best for the babies. In this way,
they “position themselves...as ‘protectors’ of thiamis” (Lupton and Fenwick 2001.:
1017).

Nurses are influenced by a variety of factorshay tvork with parents, some of
which are inherent in the institution of medicinEheir position in the hospital hierarchy
impacts their attitudes and actions toward parenisses are near the bottom of the
hierarchy, while parents are the outsiders. Tarslead to nurses desiring to exert power
over parents on the unit. Armstrong discussesfhomr a Foucauldian perspective the
organization of the hospital and the nurses’ radican also influence parents in the
NICU; while nurses are often responsible for teaghparents how to care for their
babies, this is typically done within their own iregnted schedules (Chambliss 1996).
In addition, nurses often have the responsibilitgrforcing the rules of the hospital, as
well as the informal but important responsibilifyh@lping to bridge the gap between the
doctors’ medical knowledge and the transmissiothisfto parents, who may often not
fully comprehend what they are told by physiciada¢kay 1990; Zussman 1992).

As mentioned above, the nurses’ position in thdtheare hierarchy can also
contribute to their desire to assert their autgarund parents (Mackay 1990). In the
NICU, there are more female physicians than in n@hgr departments (owing to the
position of neonatology as a fellowship within dcs, a predominantly female
specialty (Sibert 2011)). Given this, gender dyitaramong staff do not appear to be as
significant a factor as they might be in other dapants, but the long-standing position

of nursing in the medical care chain of commanstilsrelevant. Compared to other
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nurses, NICU nurses are the best of the best,thatbe who are critical care-certified
having attained some of the highest levels of arediism available in the field (Mackay
1990; Strauss et al. 1985; Pyles and Stern 1988).compared with all of the medical
work in the NICU, their skills often remain the &@ppreciated and recognized in the
unit.

Heimer and Staffen (1998) state that while nursag be on the bottom of the
ladder in terms of medical workers, they are nogleds crucial to the experience of
parents in the hospital. Therefore, while they rhaysubject to “organizational
subordination,” Zussman (1992: 65) contends thay tto not suffer from “cultural
subordination.” As stated above, nurses do themntajpf the care work in the hospital,
and develop close relationships with patients,eachg a better sense of patient well-
being than many other health professionals aretalde. As Anspach (1993) describes,
this gives nurses a specialized knowledge thatatdma gained by those who do not
work as closely with patients. Nurses also haeentlest contact with both patients and
their parents, influencing how they receive, untderd, and evaluate information about
their baby (Heimer and Staffen 1998). This unigaespective on the patient gives
nurses an important and select role in the NICpaatsof the “ecology of knowledge”
that Anspach (1993: 166) describes as essentiihical decision making. Yet the
nurses’ knowledge about any part of the unit isroftiewed as being inferior to medical
knowledge when challenged by physicians.

Given this, in the NICU, one group over whom nutsage power is the parents.
Lupton and Fenwick (2001) discuss the shifting poslygaamics in a NICU, in which the

mothers they studied sought to resist the powett@&xdy nurses in their interactions.
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Although I will discuss the struggles implicit imirse-parent relationships in greater
detail in Chapter 5, it is significant that the€fjuency of contact tends to be inversely
related to the staff member’s position in the "dtierarchy” (Heimer and Staffen 1998:
49); nurses spend more time with parents than #rer tiealth professional. Supporting
nurses’ claims to power, some mothers and fathers themselves as helpers to the
nurses when taking on new responsibilities forrthkild’s care. Lupton and Fenwick
(2001) and Heimer and Staffen (1998) discuss haswths considered a hallmark of a
good parent.

It has been shown in both NICU (Lupton and Fenwi@R1, Heimer and Staffen
1998) and intensive care in general (Zussman 1P¢2s and Stern 1983) that the
nursing staff prefer when parents cede to theitrobnTraits of a bad parent include, as
Guillemin and Holmstrom (1986: 63) found, not regpey nurses' “claims to authority”,
particularly given the expanded responsibilitiest thhey have there. As others have
discussed (Lupton and Fenwick 2001; Heimer ande&3tafo98; Anspach 1993; Lussky
1999; Chambliss 1996; Sosnowitz 1984), these respitities include custodial care
such as feeding, diaper changing, and bathing; cagdn administration; and taking and
recording vital signs and measurements. Althobgly thay not make decisions about
medical care, their constant position in the und at the bedside of babies renders
nurses overseers of the infants’ status, whichughes responsibilities such as responding
to alarms and adjusting oxygen and ventilator rsgstwithin specified ranges.

In addition to custodial care and medical taskss@sialso function as teachers in
the NICU (Lupton and Fenwick 2001; Heimer and ®af1998). Bruns and McCollum

(2002: 15) discuss how, “Nurses are in a uniquéipago help parents learn to care for
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their premature, medically fragile infant and torgase their feelings of self-confidence
and efficacy as their infant nears discharge.” Manrses feel that this is a part of their
job. As | will discuss in Chapter 5, they weresl@sotivated to help parents who were
not fully compliant with their views. Yet when wkang with compliant parents, nurses
could use their teaching responsibilities to maid aocialize parents, first to conform to
their own desires for NICU parenting, and thenneparation for discharge. While
nurses may have been protective of the manner @ed of care for babies, they also had
to get parents ready to take them home. BecaugspHeimer and Staffen (1995: 651)
call parents and health professionals in the NI@itefdependent”: parents rely on
nurses to help their babies and teach them thessaeskills for caregiving, and nurses
need parents to be able to effectively care far then children. Parents who comply
with the instructional portion of their child’s NICstay to a satisfactory manner, which
typically means doing everything as they are taté,good parents by the nurses’
standards.

Along with these tasks and responsibilities conesgures. As Sosnowitz (1984)
discusses, nurses are subject to time constrathtsh necessitate the creation of
schedules and validate the importance of routirtberhospital.According to Heimer
(2001) and Chambliss (1996), routine is an impdrtédement of most medical work,
becoming a part of the culture of the institutibattallows staff to contend with the
unpredictable nature of the patients and theirvego While Heimer (2001) contends
that units are not indistinguishable and maintaiique characteristics, they are
nonetheless relatively uniform with regard to h@utmes are structured and the

importance that they are given. | found this tdribe in both Northeast Memorial and
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Children’s Urban Hospitals; though there was soargation in the arrangement of the
two units, nurses in each conformed to a set reutiat kept the skilled shift work
moving smoothly (Guillemin and Holmstrom 1986).

In this chapter, | ask: How do nurses define beimgod parent to a child in the
NICU, and how does this differ from the parentdimigon discussed in the previous
chapter? | discuss what the nurses in the twoitadsp studied considered to be
hallmarks of good NICU parents, as well as why ¢hesrameters existed. While some
nurses had their own unique notions of good pargnthere were also commonalities;
most of these factors were qualities that helpgatéserve or reinforce the nurses’ power
and authority in the unit, with the end goal ofwirsg or maintaining infant welfare
within their own boundaries. Other factors of g@adenting included characteristics

that did not complicate the nurses’ shifts or médedr daily work more difficult.

“No One is Normal Here”: The Deviant NICU Baby

Nurses are responsible for establishing parentafax in the NICU, which can
be a challenge given how unlike a healthy baby@UNibaby’s course typically will be.
In her personal account of having a child in a NJChlyne (1996) discusses how for
many NICU babies, progress is not linear. Compariéd a typical newborn, this may
appear irregular. In the context of the hospttadugh, Layne’s description of her son’s
“rocky course” (638) is its own norm, a concepwaich NICU parents must become
accustomed in understanding their child’s hos@#ion and being good parents. Health

professionals with whom | spoke commented on hoatierprogress is for many NICU
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babies, so much so that nurses at NM had coinepltase, “the NICU two-step” to
describe the non-linear nature of a NICU baby gpess.

As Lupton and Fenwick (2001) discuss, many parse¢k to normalize their
babies so as to come to terms with the aberrarurostances of delivery and early
infanthood. Their experiences are, by definit@wleviation from the norm of a typical
healthy childbirth or early infancy; yet NICU babikave their own norms, and the staff
helps to teach parents what these may be for eslmh For example, new parents to the
units were shown the vital sign monitors and toddl of our babies are on that.” Nurses
also reassured parents that tests were normad INKOU, and if there was frequent
testing that, “It's our protocol to check this ofté Parents were reassured that
occasional breathing cessation was normal forralinature babies, and that many babies
struggled when first introduced to the bottle @ breast.

While parents may have sought reassurance thatdi&d was normal, Catherine
supports an idea earlier found by Lupton and Fek@2001):

No one’s normal here. If you're in the NICU, yowe aot a normal baby.

Even if you have inguinal hernias you are not armadtbaby. You come

here for Down’s Syndrome, for a cardiac work-upy’'y® not normal.

Every kid in this unit is not a normal newborn. 't treat them like

that, and the parents need to realize that, an@ thar biggest obstacle,

that they want their kid to be normal. They waritlkid to be like their

friends’ babies. But they’re not. And there’simag wrong with these

babies. They're all cute and playful and addicawel loving in their own

way. It just might not be the way the mom wantsherdad

wants..They’re not normal and we can't treat them that wW@atherine,

27, 3 years as registered nurse)

Catherine points out that it can be hazardousréqa are too dismissive of their baby’s

health concerns in a desire to see them as noatapting the reality of the situation is

a key part of being a good NICU parent. In additivpaming babies as “extraordinary”
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(Lupton and Fenwick 2001: 1020) also helped nuts@sstify their position as expert,
maintaining their authority over most aspects efltabies’ care as their guardians; as
Chambliss (1996) writes, this also encourages paterview the hospital as a foreign
environment, one in which medical expertise is el

Given this, nurses resisted completely normalizimignts both because they were
not normal, and because doing so maintained thénoaty on the unit; an abnormal
baby required expertise in care that a parent cooddnitially provide, and that
necessitated deference to the nursing staff. discluss below, the nurses | studied did
not want to be challenged, and preferred to rernegatekeepers in the unit, deciding
what aspects of care the parents participateddnadoen. As this level of control met

their needs for power and the maintenance of reygood parents did not question it.

“Someone Who Tries to Respect Us”: Seeking Appteria

Despite the importance of nurses to patientsptbéession nonetheless rests near
the bottom rung of the hierarchy of healthcare wosl{Heimer and Staffen 1998;
Zussman 1992; Mackay 1990). Given this, nursels witom | spoke appreciated being
seen as experts by the parents in the unit; nagkepart of the medical hierarchy,
parents were a group over whom the nurses haddmabie influence. Nurses felt that
being respected by parents was essential for a igdaiionship; for Anne, it was the very
definition of a good parent. Telling me about akitng class Caucasian couple whose
twins she had cared for that week, she said, “Te@dsy to work with, they hear what
we're saying, they are accepting of your advice.ndpgood parents, they said,

‘Whatever you say.” Whatever you say!”
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Jennifer agreed; speaking of her favorite parenthe unit, an upper middle
class Caucasian couple who was extremely defel¢ntibe nurses’ preferences, she
described how they too fit the mold of the idealgods. She told me, “Sometimes the
parents will say, ‘Can we take him out or can yelptus get him out?’ Like now they
are completely independent.” Jennifer’s definitadriindependent” still involved the
parents asking for permission to take their babynfhis incubator, but they were able to
do so without assistance. Given this, they wespeaetful and involved, but did not
create additional work or interfere with her scHedu

The feelings of many staff members were summeldyupuzanne, a respiratory
therapist who desired:

Someone who...tries to respect us in the sense thatwortunately have

a lot of parents, and then other family members) tdwsically think that

we're hired help here, and that can become an (&uweanne, 53, 21 years

as respiratory therapist)

Kristie, a registered nurse for six years, agreeeferring a parent who “respects the
professionals that they are working with.”

Other nurses also spoke of wanting to be appextiay the parents on the unit;
Kelly desired a parent who was, “Appreciative antinnde,” going as far as to point out
that as difficult as it must be to be a parenthim NICU, “if there wasn't a NICU their
baby probably would be dead.”

In contrast to this, | overheard a nurse commuinigavith a new fello? at NM
after an NAS (neonatal abstinence syndrome) mdtherasked the physician a question

that the nurse had already answered. Althoughl dveicuss this population further in

Chapter 5, | described in my field notes:

2 A term of medical training completed by physiciafi®r residency.
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The nurse, a young white woman, followed the dg@goung white

man, out of the room and said that the mother legah lbrying to

undermine her. She told him, "A lot of our NAS fies will go over our

heads to talk right to the doctor..." She wanteddbetor to know that

usually the nurses have already answered the queaid the mothers are

just trying undermine or validate what the nursagehsaid.
Although some nurses understood that parents weaid to talk to doctors and would
ask to be given the opportunity to speak with dhis, nurse saw the NAS mothers’
requests as “undermining” her expertise. The ugeneral feelings toward NAS
mothers contributed to this perspective, which &drthe request to speak with a
physician as part of a pattern of disrespect; erother hand, there were many instances
involving non-NAS mothers in which a wish to spe@kh a doctor was not viewed as

discourteous, but merely an interested parent wlroted to be informed, exhibiting traits

of a good parent. | will discuss the nurses’ mratinquisitive parents further below.

“Somebody That More or Less is Willing to FollowetRules:” Enforcing Hospital
Regulations

Nurses did not just enforce their own preferencdbe NICU, they were also
largely responsible for enforcing the rules of lospital. Good parents were those who
listened without questioning when told what theuldcand could not do. Like the
nurses’ desires, these rules were implemented bedhay were said to be best for the
physical health of the patients, the emotional theail the parents, and the efficiency of
the hospital. Unlike the nurses’ preferences,dlvesre codified and expressly stated on
signs, in literature, and verbally when the NICWtprol was addressed, which was
typically on a parent’s first visit to the unit. sAChambliss (1996: 174) discusses, this

took the onus off of nurses in “diffusing responlgyd away from the individual and

120



subsuming it under the hospital; this also confotonSoucault’'s (1977) notion of power
being inherent in the institution rather than théividual. Nonetheless, regardless of
who created the rules, nurses had to contend \aitianps who sought to break them, or
those who were frustrated by their existence.

Not all rules were enforced; parents were told thay could not bring food for
themselves onto the units, but if they did so amasamed it discretely the nurses would
typically ignore the breach. Nurses also seleljtigaforced cell phone restrictions;
parents were initially told that they were not aléml to talk on the phone while with their
baby, but if there were no other parents presetitdroom at the time, nurses would
usually allow the phone conversatidiis.

Certain rules were consistently enforced. Theskided necessitating that
parents leave the unit during nursing shift changésese occurred twice daily, although
with NM’s restricted visiting policy parents weraly affected once a day. NM also had
to enforce the end of visiting hours at 10:00 PMrd_explained the hospital’s reasoning
for not allowing 24-hour visitation:

| try to explain the rules are there for visitin@nce a mother gets home

[and is not in-patient] it's 10:00 AM to 10:00 PNThat’s reasonable, that

encourages a mom to go home and get some good diéeplon’t have

facilities for her to stay overnight. (Lora, 58, $¥dars as registered nurse)
Although it was framed as being in the best inteoéshe parents, some parents did
complain to me that they would have liked to hagerbable to visit during the

proscribed hours, particularly as doctors’ rounaid early feedings often took place at

those times. While being a part of these occurrentay have been a part of parents’

2 When cell phone technology was initially introddchospitals restricted their use throughout faesi
for fear that they might interfere with equipmeiithis myth has largely been eradicated, and thectsn
on cell phone use in the NICU is due to privacyamns, with the secondary goal of keeping parents
focused on their baby (Heussner 2009).
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definition of good parenting, questioning the htapiules violated the nurses’ definition
of good parenting.

Another strictly enforced policy was the notionttparents could not touch
babies other than their own, unless invited toabysthat child’s parent. While | did not
see many parents attempt to do this, | did obsaneeinfraction, committed by an NAS
mother. She was very critical of the nurses aon#t tbupon herself to intervene when
she did not feel they were acting quickly enoughl, @escribe in my fieldnotes below:

As one baby wailed, the NAS mother said, “Theyust peing lazy...help!

See, nobody move all at once...I can't do thadnltesit here and not put

the pacifier in his mouth. | can't do that." Sheosk up and went over to

soothe the other baby, putting the pacifier inrhauth. At that moment,

the nurse came back into the room and said, "Excgsdut you can't do

that. You can't touch anybody else's baby.” Théheraesponded, "

know, but he's screaming. He turned purple." Theagaid "I know, but

you can't do that. Call one of us and we’ll doribu have to stay at your

baby’s bedside.” The mother said that she knetv Tinee nurse left the

room and the mother said, "I hope I'm not goingebin trouble for that."

The encounter took place with a mother who wasadiyalesignated as part of a
troublesome group of parents, as | will discusthierrin Chapter 5. Yet the nursing staff
would not be lenient on this rule for any parentg;ses themselves could be disciplined
if it was broken and a parent found out someone ledsl touched their baby, or if harm
had come to a child because of this.

Owing to HIPAA and privacy regulations that govamy medical practice,
nurses could not talk about patients with famibdser than their own. This was another
rule that was strictly enforced, although the thett parents asked about other patients

could be a source of frustration for nurses. Aftelbserved a father asking about a child

in a crib near his son’s, the nurse whom he hadesddd casually lamented to me,
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“People don't think of babies like other patien¥ou wouldn’t go through the hospital
asking people what they have.”

The rules mentioned above were not of the nudesigns; these were hospital
protocol, created and maintained in the best isteykethe hospital for a number of
reasons. Yet as the staff members who had theintesaction with parents, they were
largely the nurses’ responsibility to enforce pdirents disagreed with these rules, as in
the case of the NAS mother above, the nurses heohtend with their reaction.
Occasionally they would have to turn to superviswrsecurity for support.

Nurses also had to enforce medical restrictioas\lere enacted by other medical
staff. For instance, speech therapists deterntiogdlong babies new to the bottle
should attempt to feed by mouth before their notritvas given in a feeding tube.
Parents, knowing oral feeding was a prerequisiteélischarge, wanted their babies to
practice this skill as much as possible. Yet mutssd to enforce the limits set by speech
therapists in the specialists’ absence. Rulesestdctions in terms of how babies were
positioned in the crib, what toys they could beasqal to, and what clothing they could
wear were usually commissioned by physical or rasmy therapists, but it was again
the responsibility of nurses to ensure that thesewnforced, and sometimes encounter
parental disappointment in doing so. Parents vestdyeacquiesced to the restrictions

made the nurses’ jobs easier, and met the definttiqgood parents.

“Can I...?": Parent Deference to Nurses’ Care
As | have discussed, registered nurses are resperfsit many of the daily

activities in the NICU, which include providing esto the infants as well as
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communicating with parentsTo nurses the best parents were those who wéseedéal
to the staff's expertise in working with their bab&s Heimer (1999) and Lupton and
Fenwick (2001) also found, the parents | observerewery deferential to health
professionals, particularly at the beginning obhyis NICU stay. Most parents
preferred that the nurses do most of the carehfar babies at the outset, and would ask
before doing anything, including non-contact aiis taking pictures of their baby. As
others who have studied the NICU have noted (HeandrStaffen 1998; Cleveland
1998), parents also asked if they could pick upvan touch their own baby, as well as
whether they should or could change diapers. iBhiastly different from the
circumstances of parents who bring healthy babeasehright from the hospital, where
they are often solely responsible for soothing emahging diapers.

Staff did not only grant permission to parentsadhings to and for their babies,
but could also prohibit them from engaging in certectivities. While this was framed
as being for the protection of the babies, it alsved the purpose of helping to maintain
power. Particularly among parents who had notdradchildren before and needed to
learn the basics of care in addition to contenahity their child’s medical issue, there
was little questioning of what the nurses saidhladtthe beginning of the NICU stay and
often through the entirety of the baby’s hospitatiian.

As mentioned above, | frequently observed paresisg the nurses for
permission to hold, feed, or change babies, ansesugxerting their own control in
allowing or restricting these activities. Nursesiid permit or prohibit even minor
activities like touching a baby, particularly whigre infant was not stable. Holding or

diaper changing might be delayed because a babjubkigdotten to sleep or had just
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eaten; too much jostling at the wrong time couldeva baby or upset a delicate
gastrointestinal system. Deference, the desigtldf a good parent, was more common
when infants were recently admitted. However dmnge in an infant’s status or even
crib design would typically result in parents agkfor permission yet again, owing to
their unfamiliarity with the new circumstances.

By the nurses’ standards, internalization of defeeeand prohibitions on parent
behavior was seen as a sign of respect as discabsgd, and a hallmark of a good
parent. Dan described fearing that he would “ahtiog nurses if he or his wife had too
much interaction with their daughter:

| think we’re a little...worried about sort of annaygi the nurses, like with

an alarm going off or something. I’'m confidentttbi@ey know what

they're doing, that they know how to do their jolhnd so we’re trying to

be a little, well, stay out of the way (Dan, 36uCasian, married, upper

middle class, possible meconium aspiration, day 3)

Rosalina, whose quote opened this chapter, agne¢dhe could trust that the nurses
knew what was best. She also did not mind askammjssion to care for her son. To
her, “...they pretty much let you do as much as yau @s you can as long as you ask.
They know best because they're down there withddirthe time.” Both Rosalina and
Dan demonstrated not just deference but respetihéanurses’ job and skills. While Dan
was an upper middle class first time father andaRas a working class Hispanic mother
with her second child in the NICU, they both shattezibelief that the nurses were the

experts on the unit, and that part of a parentesirovisiting was to not interfere with

their daily activities.
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The Importance of Routine

According to Mackay (1990:37), “Nurses are rushdgloutine is an essential part
of a registered nurse’s workday in a hospital, @hde parental involvement with babies
was important for the parents, it could also ir@sxfwith the nurses’ structured routine
and complicate their shifts. Regardless of thetfaat it was often done in pursuit of
time with their own child, for nurses a good pardiat not obstruct their routine.
Interacting with the baby, again part of parentdimition of good parenting, contradicted
the nurses’ construction of the definition. Asl@atne and Kelly both admitted,

It all depends on the parent and it depends onuhee that day...It also

depends on your mood. | mean, there’s days, hgnegtiere you come to

work and you really just want to do your job anthé parent doesn’t

come in, you're happy, because you don’t really lige it. (Catherine,

27, 3 years as registered nurse)

It takes more of your time because if they wardddkangaroo care or

something like that, it just takes more time to @etrything set up. But

again, they're usually here a short amount of ttma shortened amount

of time for the day so you want to give them as Imemntact as they can.

As | said, if they just feel happy changing thepgiaand taking a

temperature that's even better. (Kelly, 34, 7 yaargeqgistered nurse)
While she knew it was important for parents to hemetact with their babies, Kelly
nonetheless felt that if they were satisfied wignfprming the more basic types of care,
temperature and diapering, this was “even bettkrdllowed parents to be involved with
and close to the baby, but did not put a straithemurses’ time in the way that an
activity like kangaroo care could.

While many nurses understood that parents migéfepto deviate from routines,

they also appreciated the parents who were unaelisthof the demands on their time.

Lena, a mother with a five-year-old child at homveshed that her infant could be picked
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up more. Yet she understood that this was notya\wassible because, “[The nurses]
only have two hands.”

Beyond soothing, the babies’ care schedules weoedictated by the nurses’
schedules, something that has long been documanliéerature addressing the NICU
(Bruns and Klein 2005; Griffin 2003; Heimer andf&a 1998; Hughes et al. 1994).
Most nurses had two or three babies they were géoinat a time; to make their jobs
easier they coordinated their babies’ schedulébespwould not have three babies at one
time who needed to be fed or soothed. When paasked to diverge from these
schedules, either because of their own percepfitimedbaby’s needs or to fit their own
timetable, this could complicate the nurses’ shift.

At the same time, there were some nurses whotwiegspect parents’ wishes and
accommodate their schedules. As | observed,yhisally occurred not because of the
individual nurse or parent, but because of the thaythe parent handled the request.
Nurses were more likely to delay feeding or bathmgllow the parent to do it when
parents would phone ahead to say they were comiaga certain time, or if they left the
unit but reported what time they intended to retufiis could backfire, though, when
parents would not return at the time they had pseni® A late feeding could throw a
nurse’s organized schedule out of kilter and disaupaby’s timetable; the strict routine
of the unit was there to maintain this as muchassible.

Like Dan above, some parents were more aware tin@nsothat the nurses’
routines could be disrupted by their presence. yWdnhese parents, who as Heimer and

Staffen (1998) also found were typically those wisited more frequently and were

%0 As 1 will discuss in Chapter 5, NAS mothers were parents about whom nurses complained the most
with regard to being delinquent in returning to thet at the time they had said they would, causiag
among the staff members.
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more conscious of the medical work around theng, laddieved that they could also help
the nurses. Lindsay exemplified the fear of itnitg the health professionals, the attempt
to respect the routine, and the desire to helplhaghter.

| would say there are some that are more willingelp you do things like

the skin-to-skin because they have to help you tékehe cords and put

them back on sometimes to get them set up, anoese &re some people

that are a little bit more willing to do that anddn’t feel like I'm

burdening them, and then there are other ones Wlieetlike I'm being

“that” mother, that kind of pain- in-the-ass math®at’s like, “Can you

help me do that again?” But that's where I've gotto the point where |

can almost do a lot of it myself...they let me cameHer and I'm cautious

about what I'm doing, | try to do it when it’s rigH look at the clock. So

| don’t do it off their schedule. 1 stick to theichedule. (Lindsay, 30,

Caucasian, committed relationship, upper middlses;lprematurity, day

10)
Neither Lindsay nor Dan, both upper middle clagsicated parents with their own
careers, wanted to be considered a bother to ttsesior a disruption to their routines.
They devoted time in the NICU not just to their iestbut to consideration of the nursing
staff. Christine felt the same way about phoné&sctdlling me,

| called seven times today. | always feel lika bothering people. You

know how it is, somebody’s working and you don'tnvéo bother them.

But the nurses say “It's okay, don’t worry abouit i(Christine, 30,

Caucasian, working class, married, prematurity, 38y
Her contrition about calling, and the respect Fa hurses’ position and time that this
demonstrated, was likely a factor in the patiespamse she received from the staff.
When nurses felt they had earned respect from ey were more apt to respect the
parents’ place in the unit, as well.

Protecting the Babies
As Lupton and Fenwick found (2001), nurses woutdroposition themselves as

gatekeepers, enforcing their own preferences lifngtthat they were in the best interest
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of the babies. As parents were eager to do wiegtdbuld to get their baby home
quickly, they rarely questioned this ideldowever, while aspects of the NICU
environment are situated to make conditions e#ésrghe staff working there, many of
the precautions that the hospitals take in cammge babies are in place not just for the
nurses’ ease, but for the babies’ well-being. faterial conditions of the unit are
framed as necessary for the baby’s health, and gamhts are expected to respect this
(Lupton and Fenwick 2001).

In the excerpt from my fieldnotes below, | descrdmeencounter between the
mother of a critically ill micropreemie and her ser

The mother asked the nurse repeatedly if she dmiltiher, as she had

not had an opportunity to do so yet. The nurse el “It's not a good

idea,” saying that the lines into the baby showtbe moved. The second

time the mother asked, the nurse told her, "I'midfit wouldn’t be a good

idea. Her pressure might drop." As the motheradhior a doctor to

come in, she looked at her baby through the inculvindows and

watched the monitors, then asked for a third timkdld her. This time,

the nurse was more direct. She told the mothdrat'will make her

bottom out. That'll make her bottom right out. nderstand, but be happy

with holding her hand.” The mother did not askiaga
This mother was afraid that her newborn daughter mear death, and she wanted an
opportunity to hold her for the first time, havihgd few opportunities to feel like a
parent to her daughter in her short life. Yetrnibese exerted power by denying this,
saying that doing so was in the best interest®ithstable baby.

At the same time, what was said to be best fob#tiees could be subjective, and
usually favored the nurses’ inclinations. One eplenof nurses framing their own
preferences as being in the interest of the balwesrred with scheduling, as mentioned

above. Nurses frequently invoked the idea thedsabad their own schedules and would

benefit from adhering to these, although they vimiteated by the nursing staff to better
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coordinate the work in their shifts. Nurses spokelustering care, a strategy used to
avoid overstimulation. All care to be performedahaby, such as temperature-taking,
diaper changing, and lab work, was set up to be @wne time. According to Nadia,
this was, “To bother the baby less.” She contihue

| do like parents who want to be involved and whealso respectful of

the babies’ schedule. Clustering care is somettagwe do here that a

lot of parents like to ignore because they havieeén taught the

importance of it. (Nadia, 39, 13 years as registengse)
Nadia felt that parents would respect the clusteoihcare more if they understood why it
was done. Yet for parents who engaged in someitdesi and not others, such as those
who could change diapers but did not feed theantftheir eagerness to participate in
care for their child meant they may not have fokolthe clustering of care activities as
the nurses would have liked. In this case, beinglved with the baby, which was part
of the parents’ definition of good parenting, cawlicted the part of the nurses’ definition
that including respecting their schedule.

For babies who required more intensive care thea®aften more hesitation on
the part of parents to question or challenge tladtihg@rofessionals. As Rier (2000)
discusses, patients of any age who are themsel\msor health are not inclined to
second guess what health professionals tell theradessary in treatment. As my
observations and interviews demonstrated, pareeits patients-by-proxy, also not likely
to question restrictions when their babies werg gak. One mother | observed was just
out of the hospital herself, and was visiting haloyat CU for the first time. Her nurse
told her that she could pull a chair up to her p&MO baby, but could engage in "no

nonsense at the bedside.” This nurse’s defindgidimonsense” included touching the

baby, something the mother had not yet been alde.toAs the child was extremely
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critical, though, her mother did not question ti@striction. Parent deference was
particularly pronounced both for very sick babiad at the beginning of stays; this
mother fit both of these criteria.

This excerpt from my fieldnotes describes anothether whom | observed:

The mother was waiting for her daughter to wakeamgl, had been sitting

there for a while. When the baby did wake up,nttegher said to her

nurse, "She's awake, can | pick her up?" The rnotdeher not to, and to

wait until the baby was cranky and needed to béhealo The mother

agreed to this, and then asked, "Is it okay ifk ta her and rock her?

Maybe | can rock her back to sleep!"
Limited in her time with her child, she clearly wed to participate in any way that she
could; even though she was the mother, she defeoréd nurse and allowed her to set
the parameters by which she could interact withowear child. While still deferential,
the mother continued to try to insert herself d&svant in the setting, looking for
activities which would permit her to have more haod care for her child and feel like
she was fulfilling a parental role.

Protecting their Jobs

While nurses may have couched strategies that thattgobs easier as being in
the best interest of the babies, they also werearoed with what was in their own best
interest. This extended beyond maintaining schesdat clustering care; nurses also
wanted to preserve their own jobs, and good pakeets those who did not threaten their
positions.

As in all hospital settings, there were many saéeds in place in the units to
prevent common errors, including verifying medioas dispensed and checking infant

birthdays against medical charts. Yet nurses haatditional variable against which

they needed a safeguard: parents. Specifical/wths the risk of parents injuring their
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own child. If this occurred, the nurse assignethat child’s care would be held
responsible. In our interview Kristie explainediacident in which she questioned an
NAS mother whom she believed to be sleepinafter which the mother became irate at
the accusation.

We've had moms drop babies, and in the five oysexs I've been here

three or four babies have fallen to the floors hborrible. That's why we

say something, because [the supervisors] will ke [iIf Mom was

sleeping, why didn’t you take the baby out of hens?” That's why we

say something. | always tell them it falls on mém.like, “You can’t

sleep while you hold your baby, it's not safe,” thuty are going to go

home and do it so...it'’s just to cover us. (Krisf28, 6 years as registered

nurse)
This example demonstrates how the staff soughotgust protect the babies, but
themselves; even Kristie acknowledged that oncabg kvent home, any parent could
fall asleep and drop her. Yet if it happened attbspital, the nurse would be held
accountable for it.

Asking Questions

While nurses did not want to be challenged, theyodinsider parents who were
inquisitive about basic aspects of the NICU orrtleild’s care to be good parents. |
observed that nurses repeatedly answered the sags@ans from parents, typically in a
patient manner. When | asked Kristie if she mindeslwering the same questions over
and over again, she told me, “That doesn’t botheasilong as they are listening to you.

| don't like passive parents...| like someone whbaetpful, asks questions.”

Ruby, a nurse practitioner, also did not mind goest

31 As | will discuss in Chapter 5, during and afteegnancy women who are on methadone need special
attention paid to their medication dosage. I§itdo high, as is often the case after delivergait make
them very tired (Williams 1985). | observed mukipccasions when nurses verified that NAS mothers
were awake, or suggested that they leave if thegaed too tired.
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Somebody that comes in and asks halfway intelligelestions. | don't

even care if they are not educated, just theyrdaezasted and they listen

to you and they try to understand instead of jestimg angry because

they don't understand or not showing up for onsaerar the other.

(Ruby, 57, 26 years in nursing, 14 years as nuiaetiponer)
Like many other health professionals, Ruby belietved all parents should be present
and involved; she was not concerned with sociodeapdgc factors so much as parents
being there and being patient, not angry with ta# ssho were caring for their baby.

Lora told me:

The parents, they call or want to do things andoaegstions. | think

parents after a while realize that we can explaimgls on many different

levels, so as much as they want to know I think Wecan help them to

understand those things. (Lora, 58, 34 years asteegd nurse)
In Lora’s opinion, when parents asked questiomsag a sign that they were appreciative
of the nurses and their knowledge. She saw quesgaot as a burden but a vote of
confidence for the nurses on the unit and the itapoe of their specialized knowledge
and superior ability to communicate this to parémts comprehensible way.

Building Confidence

Finally, deference to nurses could be seen ip#nents who relied on the
healthcare professionals to bolster their configenthis was more often parents who
had not had a child before, although it was noitéchto this group; the NICU setting, as
many others have discussed, is aberrant enoughd&rmine the confidence of even
experienced parents (Guillemin and Holmstrom 1®&imer and Staffer 1998; Lupton
and Fenwick 2001).

Jessica, a first-time parent, told me that shelsavtime in the NICU as an

opportunity to learn from experts; she includedribeses in this category, and was

judged a good parent because of this attitude.ek@ducated professional who was
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already past forty years old, she was nonethelegsvaomer to parenting. On one of her
first days on the unit, she told her nurse thatvgaeted to “maximize my time and

learn.” When | interviewed her, she felt that stmeg else they could do was “push”
her to take on the parenting role.

Actually what | like about these nurses is thaythash you to do [care].

They were like, “You're okay, you're alright, goedd and do it...You're

a mom, you’re a mom, go ahead and do it... [laugHhiigssica, 40,

Caucasian, married, upper middle class, premajutity 12)

A new mother, Jessica laughed at the idea thahatiéo not only be reminded of her
parental role, but encouraged to take on the maditional caregiving aspects of it. She
had delivered her son prematurely and lamentedetthat she did not have time to read
childcare books or attend classes, which she hathpt to do. Her feelings as a first-
time mother with no prior experience support Beritp\s (2005) findings that the
hospital stay further delayed her learning the reoiiy role.

As mentioned above, it was not only first-timegyas who lacked confidence in
dealing with a NICU baby. This excerpt from myldieotes shows a mother who
doubted her parenting skills while she was in the W and sought approval from her
nurse to confirm that she was doing everythingesily.

The mother said, “Do | take her temperature likakke my other kids’

temperatures?” The nurse explained how to dod,the mother verified

she was changing the diaper correctly. The nwaérmed she was

“right on target.” The mother finished what she wlaghg and said, “Did |

do it right?” The nurse told her not to secondsyuleerself. The mother

then asked the nurse questions about how to dezsshiid weather-

appropriately, and if the guidelines for this h&adrged. “Is it still as you

would dress yourself, plus a layer?” Again, theseueassured her that

she knew what she was doing.

This mother was a particularly interesting casdedérring to the nurse, as she had at

least two children at home. Yet her baby’s timéhie NICU, the medical uncertainty,
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and a reliance on medical professionals had alkeskto undermine her confidence as a
caregiver. Another mother | observed even deregraer own skills in something as
basic as swaddling her baby, telling the nursem“tiot a professional like y'all are!”

This statement demonstrated not only deferendegtotirse, but could bolster her ego, as

well.

“I Don’t Mind Helping”: Parent Conceptions of Theelges as the Nurses’ Assistants

While nurses desired parents who deferred to tedndid not interfere with their
work routines, present parents would eventuallybexmore involved in care, whether
because they asked to or because they neededidento take their baby home. The
first step to this involvement was often conceiogdoy parents and nurses alike, as
assistance to the nurses in their work. Mothedsfatiners of all races and classes would
often act as if they felt that they were the nurassistants. One example of this was a
young Caucasian mother | observed who was workitig anurse in getting her baby
ready to breastfeed. After she had completeddhetasks the nurse had given to her,
she asked, “I did everything you needed, right?’this way, the mother viewed her
activities more as helping the nurse than as dyréetiping her baby. Nurses generally
encouraged this view, and saw it as a sign of g@odnting.

Even Lena, who visited her son nearly every dal\aas very involved in his
care, considered herself to be “helping” the nurses

| change his diaper, | notice everything the nudses| am always on it.

So if she’s taking a lunch break or something amaéeds to get

something fixed, like sometimes | try to tape up $tuff and try to help

him a little bit. | don’t mind helping and getting know things because in
the long run, | just think, he is my son, and ifdees come out with his G-
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tube... (Lena, 27, Hispanic, committed relationshiprking class,
Down’s syndrome and gastrointestinal issues, d&y 12

While she was comfortable in what she could dolarelv that she would need to “get to
know things,” she nonetheless saw her role in tl&N\as an assistant to the nurse. At
the same time, she was aware that her child migllischarged from the hospital with
more invasive technology, and she was already gakimpon herself to learn how to
work with it in the event that she would need towrhow to in the future. This desire to
be involved in her son’s care, and the recogniti@t she herself might be called upon to
do more medical care for him at home, came fronillangness to parent her son in any
way she could and accept the changing definitiogooid parenting that parents of sick
children often appropriate. Yet staff, as | wikclss further in Chapter 5, generally did
not want parents working with the hospital equipmefhat Lena conceived of as
helping the nurses may have been viewed by sonmeaference, or potentially a
protocol violation. Unbeknownst to her, this coalttually be the antithesis of good
parenting by the nurses’ definition.

Many nurses appreciated the help provided by psrand the conception of
parents as their assistants supported their climmpewer and helped them to fit the
nurses’ definition of good parents. For exampbstibuting to the notion that those
who were present and willing to be involved wereittlassistants, one mother | observed
was waiting for her baby’s nurse to finish up carth another charge. When the nurse
was done, she came over to the mother and sai@nkiyou for being so patient. Can |
put you to work?” Her linguistic choice also canfed an idea discussed in Chapter 3,
that parents might conceive of their place in a3 being a job. Another couple |

observed was particularly tentative and extremehscious that their visit came during a
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nurse’s workday. When their son’s nurse brougler @sthermometer and asked the
father if he had taken the temperature, his wifieldu responded, "He was going to, but
you were out of the room, and we don't want to stepny toes." The nurse told them,
"No, you're helping me! When you have three kids ttueat at five you can use the
help." The parents were not comfortable partiaifgain care until the nurse told them
that doing so could help her; they felt that cafimigtheir own child, without asking first,
would have been “stepping on toes.” This was ¢u&t more reminder that caring for
babies is the nurses’ official job, while good pasenitially considered themselves to be
more like visitors.

As time went on, nurses and parents would beconre padlaborative in care. |
observed one nurse who was working with parentswdr@ able to do most care for
their baby. While the mother went to pump, theseupld the father, “I have 40 ccs of
breastmilk warming up for you.” She then helpeah v get seated and settled with the
baby, handing him the bottle and taking it from hutmen he was finished. Actions such
as these signaled a transition from parents fedkeghey are helping nurses to do their
jobs to nurses helping parents to do their pargnt@ften nurses and parents at this stage
would work as a team, parents doing the care kiegt were able to provide while nurses
handled medical assessments that were their raplinsNurses were more willing to
engage in this shared work with good, complianepts: those who had met the factors
of deference and appreciation of the nurses’ séilid schedules as discussed above.
Nadia described:

That’s my ideal, parents that want to collaboratth whe nursing staff,

more like being involved but doing it when it's bé&s the baby. So | am

actually not a fan of the parents that don’t comelireally like my
parents to be here and be involved. They aremmiyi way, | can work

137



with them, they’re working with me. (Nadia, 39, y¥€ars as registered
nurse)

While Nadia appreciated parents who were presethi@nnit and willing to work with
her and work with their baby, ideally this waslstiithin the parameters of what she felt
was best for the child.

One of the ways that nurses let parents know ointipertance of their position in
the NICU was to remind them that they were profesais who did not just have more
experience, but had also accumulated years of &édncaAs Jennifer discusses below,
nurses felt that parents, lacking this medical kieolye, could not help but make
mistakes.

If I were in the hospital, it's my baby, | would @dl the stuff that | was

allowed to do. So when you’re here you're somesparent, but also

parents don’'t understand that there is a peridara you shouldn’t touch

them...Because they are sleeping, and they needdp 8 have their

brain grow. (Jennifer, 35, 6 years as registerade)u
While she believed that parents should participat&are as much as they were “allowed
to,” Jennifer invoked her own nursing authority aafidence in medical knowledge in
saying that she believed that parents, owing tw tven ignorance, should not always be
permitted to touch their own child. Rose also fiedtt her authority as a health
practitioner had to be respected, and that heityatnl understand monitored vital signs
rendered her an expert on when the baby could anld oot be touched.

As long as they understand... as soon as those namsagthat your baby

has had enough, I'm going to come and tell you, #xadl you have to

respect that I'm saying that for a reason....| swéaqu educate them

and teach them in a nice, not a demeaning mamarmanner where

there is caring and that you trust that they urtdatsyou...(Rose, 54, 31
years in nursing, 16 as nurse practitioner)
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What Jennifer and Rose both failed to considdnas medical knowledge, though framed
as objective, does change over time. As new datees to light and new practices are
adopted in NICUs, what is considered the medicslligerior action may change. Both
inside and outside the NICU there are multiple gxasof how recommendations for
babies have changed over tihéAnne had been a registered nurse for 36 yeads, an
scoffed at changes with regard to the practiceobedding (putting twins or triplets into
the same incubator). When | asked if this praatias still being followed, she smirked
and said, “That was the big research, then, toatbtbem, and the research now shows
just, it cracks me up, that it's not good to co-theein.” While many other health
professionals with whom | spoke cited their knowgeaf the literature as evidence that
they knew what was best, Anne accepted that mekimalledge was by no means

infallible, and that recommendations changed retyula

“Part of our Job”: Nurses as Teachers

While nurses may have appreciated parents whoeogett of themselves as
nursing assistants, they also sought parents whibdwidtimately function more as
apprentices. Although nurses saw the NICU as ttaimain and had their own
predilections for the way the unit was run, mangetbeless acknowledged that part of
their job was preparing parents to take their datoye. Nurses had to teach parents how
to care for their babies, both in the NICU and otiegr child was out. When it came to
their role as teachers in the NICU, for nurses dgoarents were those who learned

quickly and did not second guess what they werghtau

32 See arguments pertaining to the best way to pasitibaby for sleep, the optimal food for infant
nutrition, and debates concerning exposure to germafiergens.
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In instances of first time parents, nurses ofgerght basic skills and concepts
such as how to change a diaper or not leaving g iad bathtub unattended. Even for
parents who had previously had healthy childreese¢hinstructions were important in the
hospital. Diaper changing and bathing in the NM&fe done around leads and wires,
simpler tasks that were complicated by concernsi¢aith matters.

Some nurses would take teachable moments as appm$ to further assert their
knowledge and expertise. This could be done itlesuays, such as when nurses would
go through each step of a process and tell pavemasto expect. | describe such an
encounter in my fieldnotes below, in which a paisiéarning how to give a bath:

Before the baby was placed into the water, theenwerned the mother

that, "He's gonna freak out.” The mother did ththing while the nurse

observed and gave suggestions. The mother askedaifvays gets upset

when he gets a bath, and the nurse said mostlg.c&titinued, "When

they're older they may enjoy it, but a lot of timikesy don't. They're open,

they're cold, they're exposed."” As the mother weasthe baby more, the

nurse was making "suggestions" for how best ta.ddnireality, she was

telling the mother how to do it, and at one pohre ook the cloth and

demonstrated how she felt it should be done.

Notable from my field notes is how the nurse coucher instructions to the mother as

“suggestions,” telling her how she believed theybadiuld best be bathed, but making it
sound like she was offering different ways the nsottould choose to do it. As a good

parent the mother followed each suggestion asnére an instruction.

Lora, who had been a registered nurse for ovdytiears, felt it was important
that parents perform care, and told me, “The paregdlly are the better person, and as
long as we teach them there is no reason why they loe doing so.” Although she felt

that parents should perform care, she believedliegtneeded to be taught how.

Catherine agreed, and felt it was part of her @h aurse.
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You'd rather see a parent changing a diaper bedaeseyou know, when

a kid goes home, that you did the best you cobien if that kid comes

back in the PICU for whatever reason...at least kgowtaught them

well or did a good job or did what you were suppbgedo. And that’s

part of our job as nurses. We educate the parélisre supposed to

educate them. If | didn’t want to then | shouldmé& a nurse, because

that’s part of what we do. (Catherine, 27, 3 yearsegistered nurse)

Nurses also demonstrated other knowledge thah{saoeitside the NICU would
typically have. | observed nurses teaching pareowsto soothe their individual babies,
making reference to the specific child; in oneanse, a nurse took a crying baby away
from his mother and said, “He likes having his bpaked.” Another nurse told parents,
“She seems to be one of those people who sleepsweitmouth open.” Again, this
demonstrated a level of familiarity that would ddhby those who spend the most time
with a newborn; in typical circumstances, this veblé a parent, but in the NICU, it is
the nurses.

Some nurses, typically when they felt they werekivg with parents they
already considered to be good, compliant parerds)dvacknowledge that some things
were not easy to learn, even for hospital staffie Qurse | observed told a father that his
baby looked hungry, but then quickly added, “Damdrry, it can be hard to tell this.”
Nurses who had recently become mothers themselogklwometimes confide in
parents that there were things they did not truigarstand about babies until they had

their own; this confession drew on the commonalftparenthood and helped to erase,

even if temporarily, the line between the nurses @arents.
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“Obviously She’s Fine”: Giving up Dependence onAreaogy

As | have shown, nurses do not just teach parérg;mold them into their own
conception of a good NICU parent. Many of thetsraif a good NICU parent, though,
are not the same as those that would be consigaredf being a good parent outside of
the hospital. As | discussed in Chapter 3, getiinknow their baby in the context of the
unit produced a different type of knowledge thaat thihich parents of non-NICU babies
seek (Grob 2008). These parents were medical@etithey not only became a part of
their baby’s cure, but tried to appropriate medicedwledge. Part of gaining and
understanding medical knowledge involved a reliamtéechnology. Health
professionals had to remind parents that when eyt home with their baby, they
would most likely be going to a non-medical enviremt. In this way, while the NICU
nurses would not be helping parents once they ivenge, they did impact how they
learned their non-hospital parenting skills, antepgs who acquired these easily were
considered good parents.

For parents who had become accustomed to the raassuorought by the
constant presence of machines on the unit, leatniegre for and assess their baby’s
wellness without these could be a source of tréjoda Repeatedly throughout my
observations, | saw parents of all sociodemogragtoaps, whose babies were on the
unit for a number of different reasons, becometégaon the monitors gauging their
infant’s heart rate, blood pressure, and oxygeal$evNurses would answer questions
about these numbers and even explain to parentegieed range in which they should
fall; once this had been done, parents who retaimedhformation could feel as if they

were able to assess their own child. Yet whilg tigually complied with parents’
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requests for the information, nurses believed gloaid parents did not obsess over the
numbers. The monitors were fallible, and focusinghem instead of watching their
babies could create unnecessary anxiety in pardittsy were not always accurate, and
there were constantly false alarms because of dedres or inaccurate sensors.
Nurses repeatedly reassured parents that shalkeaths might be missed or that certain
positions in which the baby may lie could render $knsors ineffective

Nurses had an easier time with parents whose bhabgbeen on the unit longer,
as the factor that was most relevant for a pareetidency to fixate on the monitors was
the length of time the baby had been in the NIQUese parents had both become more
comfortable in the hospital, and many had beeratized into the nurses’ model of a
good parent. Parents who were new to the unit wemngaware of the beeping from the
monitors; parents who had been visiting their balboe a longer time seemed to
eventually adjust not just to the background ndisg also to the noises that emanated
from their own babies’ machines. These parente s likely to look up at the sound
of beeping or stare at the monitor for extendedperof time; they also typically
demonstrated an awareness of what the signalsatedic Either through their own
observations or in asking the nurses questiong, itnthe NICU had familiarized them
with some of the more common noises. These pavesifd call out, “The feed is
done!” when they recognized the beep, or warn sundeen a medication drip was
signaling it was near its end. Not only were thble to understand some of the
machines, but they could also assist nurses by mrepding their meaning. While this

could be helpful to nurses, | will discuss in Cleai how nurses did not desire parents
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who felt this familiarity made them NICU expertsdanould take it upon themselves to
engage in more medical activities.

Parents who fixated on or obsessed over subtiatiaars in the monitors created
more work for the nurses, as they had to resportigeio repeated inquiries about the
equipment and calm their fears about the readiDhi€U parents had to be taught, for
the long-term, to give up the reliance on technglibgt they had adopted in their time on
the unit. As the staff members with the most patéand parent contact, the responsibility
largely fell on nurses to counter the medicalizemtiet by encouraging parents to take an
anti-technological approach before their child wessharged. One way that staff helped
parents to learn how to care for their babies withielying on machines was by
reminding them to look at the infants as opposestudying the numbers on the
monitors. | observed a speech therapist, whoseitinthe NICU was mostly dedicated
to feeding issues, helping a mother of a premdials learn how to give the baby a
bottle for the first time. The process could oftencomplicated by the fact that babies
who are learning to eat from a bottle can haveatiffy coordinating their breathing and
sucking. As the mother fed her baby and watched#ygen levels on the monitor, the
therapist repeatedly told her what cues to loolofothe baby. Her nurse chimed in,
“Because when you're home, you're not going to ladivbat stuff.”

Another nurse | observed speaking with a differanther echoed this idea,
telling her, "I wouldn't focus so much on the numshéecause when you're home, you
won’t have them...I would focus on how she looles, ¢olor. Don't drive yourself crazy,
it will ding over and over again, just focus on theby, that she's nice and pink and

doesn't appear in distress." Like the speech pistrabove, she both reminded the
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mother that a reliance on monitors could not beng+term solution, and suggested what

she could look for in the baby in the future whieaeré was no technology present.

“There is Really Nothing We Can Do About It": Disuiging Babies

While part of the nurses’ job was preparing parémtske their child home, not
all babies went home. Although I did not followrféies upon discharge, the staff
reported that most babies would be dischargedeio plarents. However, | did observe
instances in both hospitals of babies being selang-term care facilities, or of social
service intervention to place babies in foster cd&tarticularly in the latter situation, the
evaluation of the need for this was done by hgaitiiessionals. Their familiarity with
parents made nurses a relevant part of this deciard their judgments regarding if
parents were good parents were important factassHeimer (1999: 41) discusses, this
is just one way that the state “plays a larger mlgroposing solutions to nonmedical
problems.” Although it is not the NICU staff binet state who ultimately decides if
parents can take the baby home, the health professi input is factored into the
decision. If the staff does not feel that the ptg@are suitable or equipped to take a baby
home, they may attempt to stop this by recommenagagnst it. As | will discuss in
Chapter 5, staff may label certain parents as “bahich can inform their beliefs
regarding the parent’s ability to provide care @tle.

Nadia explained how the process of decidingnmedischarge babies worked:

The attending makes the decision, but during rotdinelgre asking us,

when we’re talking about sending a baby home, legeetany issues or is

there anything that needs to be worked on. Sonestiime issue is the

baby can’t eat, might be a difficult feeder, butmis never fed the baby

and that becomes issue. Trying to get parents leatrn care, even basic
care. If I throw in tracheostomies or G tubeseyrhave to be able to
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change it a minimum of three times each parent...idtitey can’'t do
that, then the kid can’'t go home...(Nadia, 39, 13y@a registered nurse)

The nursing staff observes parent capability witeand skills; as Nadia describes,
some parents do not come in frequently enoughugeéheir ability to do something as
basic as feeding the baby; if an infant requirgseater degree of care, as she details
above, the parent must come in and demonstratditapwith the equipment. If the
nurse tells the attending physician that this fren done sufficiently, then the baby
cannot go home. There are therefore real conseqae¢a not meeting the nurses’
preferences with regard to care, and parents whe hat been judged to have been
good, compliant parents may not be taking theilddmome as quickly as those who
have.

As Anspach (1993: 116) found, the nurses’ posiiothe medical hierarchy
might diminish the credibility of their suggestioregyarding issues of “medical
management”. Many nurses with whom | spoke felt their recommendations were not
heeded as often as they should be. While nursed fr more time with parents and
patients than any other group of health professiand have been found to possess
unique, specialized knowledge in the (Anspach 18f&8mer and Staffen 1998; Pyles
and Stern 1983), this is not often regarded withghime degree of importance as that of
physicians.

Cassie spoke about cases where she had a “naggmg when the baby was
getting ready to be discharged. She told me thnas, after the nurse detailed to a
physician a fear about the home environment, e stould be called in.

There have been children that we’'ve had DHS [Depamt of Human
Services] involvement and DHS says ‘Oh no, thefyire.” And we just
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weren’t feeling the same way, and there is readyimg we can do about
it. (Cassie, 60, 20 years as registered nurse)

After alerting the physician and social worker (wkould call social services) about the
potential issue, the concerns are still not talkeioasly. In this case, as she says, nothing
can be done to prevent discharge.

Lora, who had been practicing for over 30 yearBped Cassie’s sentiment. She
spoke in general about parents and home situatitbesge an alarm is raised. “And then
they send DHS to the house that looks good, asahdt the whole picture, you know.”

In her opinion, DHS could not make an assessmeatsingle home visit that was nearly
as comprehensive as one the nurses could make duthation of their time working with

a family; the nurses’ beliefs regarding a pareabsities were not considered in the
overall assessment. Most nurses lamented thisyrdalt accepted that this was the case.
Ultimately, at times babies went home with parevitem the nurses felt were not good

parents.

Conclusion

As my findings show, there were many parameterghvparents had to meet to
be defined as good parents in the eyes of NICUasur¥ et these are not accomplished
by parents alone; nurses could mold them into thefinition of good parents and in
some ways direct their behavior on the unit. Coamplparents were considered good
parents; as | will discuss in Chapter 5, those wkoe non-compliant became known as
problem parents to staff.

Parents in the NICU were in an aberrant situatisngven those who had had

prior healthy children had new norms of parenthtwlarn. Given this, they were very
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reliant on health professionals both for their eipe and direction. Nurses are the staff
members with whom patients generally have the mastact in any hospital
environment; in the NICU the nurses were the pnntaregivers for the babies, and the
principal contact points for parents. Given thestned position of nurses in the
hierarchy of healthcare workers, parents’ unfamtjjaand subsequent dependence put
nurses in a position of authority and gave themoag over whom they could exert
control.

The power that is imbued in nurses in the NICU suitspFoucault’s initial notion
of power as inherent in the position, not the imdlnal (1977). The structure of the NICU
is one in which nurses, despite their specializealltedge and unique and important set
of responsibilities, are subjugated to medical ggsionals. Yet in controlling and
constraining the actions of parents, they regapeet and receive recognition for their
specialized skills and training. This respectthair abilities and position in the unitis a
significant motivating factor driving nurses, ashe desire to be appreciated. As this did
not come as often from other health professionalsuld be demanded from parents.
Those who complied were labeled good parents; tivbgedid not, as | will discuss in
Chapter 5, were the bad parents.

Yet nurses clearly do not make demands on parevtgysolely to matters of
ego; nursing, particularly in intensive care, ishallenging endeavor, both in terms of the
skills it requires and emotional strain it can pata professional. As Chambliss (1996)
discusses, routinization of care helped nursesmtend with both of these factors. Yet
parents were a variable that did not necessaritjocm easily to the nurses’ desired

routines. Given this, it served nurses well todnmdrent behavior, and the best parents
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were those who respected the nurses and respéeiedd¢hedules while still striving to
help their baby in whatever way they could. Irstiviay, they could help the nurses as
well, working with their own baby while performingsks that were ultimately a part of
the nurses’ jobs and filling both groups’ definitiof good parenting. When performing
tasks correctly, parents lightened the nurses’dodfidone incorrectly, they could create
a problem for which the nurses would be held resimbe.

Most of the parents | observed and interviewedespect and appreciate their
child’s nurses, and allowed the nurses to set éinarpeters not just for the baby’s daily
care but for the parents’ interactions with theuncchild. For nurses, allowing them to
feel in control is part of what made up a good paré-ollowing instructions and
conforming to the rules of both the unit and thef@rences of the nurses are also
hallmarks of good parents, although in the latteseg these preferences might not be
made explicit. This unknowingly put parents in guesition of having to meet certain
unspoken standards and expectations, while atine $§me contending with the
emotional and unpredictable circumstances of haaingwborn in the hospital. As |
found, all parents were subject to these conditiegardless of their sociodemographic
characteristics. It was therefore one more shehadacteristic demonstrating the
supreme salience of being a NICU parent.

Another shared characteristic among parents waddsiee to see their baby as
normal. Nurses tried to allay fears by normalizing infants; this could take the form of
confirmation that conditions such as weight losthmfirst week of life, eye crossing,
and jaundice were easily treatable and occurreganly all infants, even those who are

born healthy. Yet more often than not, infants tealde normalized in the context of the
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NICU, a strategy employed to engender greater canmfgarents. This reminded them
that the babies were not like typical newbornseyltequired greater care and,
ultimately, the expert intervention of the registbnurses. To the nurses, good parents
respected this.

While | have detailed the guidelines by which mgrdetermined what made a
good NICU parent, they also had strict notions batconstituted a bad NICU parent.
This label could precede parents in the NICU aadh# all of their activities there,
making their time in the unit even more challengihgvill next discuss the bad parents,
further exploring the consequences of not confogminthe nurses’ preferences in the

NICU.
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CHAPTER 5: NURSES’ CONCEPTIONS OF BAD PARENTS

The previous two chapters have discussed botm{gaend nurses’ conceptions
of what makes a good NICU parent, as well as whahbrers of each group believe can
be done to help parents conform to the respediirals. While there are discrepancies
between these characterizations, parents are shggdbd nurses’ definition considerably
more than nurses are shaped by parents’; in thathbkierarchy nurses are the experts
when compared to parents, and so their judgmergadgtrparents’ attitudes, actions, and
experiences.

| have shown that the dissonance of the experjdéacérst-time parents or those
who had previously had a healthy child, renderedynparents passive in the NICU.
They became socialized by the environment, witls@siparticularly significant agents in
the process. But some parents resisted this szatiah, or were unable or unwilling to
conform. This could be because of their own cotriéarel in the hospital, or because
they were immediately identified by the staff asutslesome as soon as their child is
admitted to the unit.

In Chapter 4, | detailed the nurses’ expectatidnglat makes a good parent; |
will show below that parents who failed to confaimthese expectations may be labeled,
by default, bad parents. Although few staff memhesed this exact term to describe
parents, they were explicit in their definitionwlhat made a good parent. Therefore, |
consider those who failed to meet the good parefmition to be bad parents.

Once this label was applied, it could impact a peseentire NICU experience:
the way that requests and activities in the NICWeAeamed, their interactions with

nurses, and even their baby’s discharge, as buesussed in Chapter 4. When an
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entire group was labeled in this way, every pavdm was a part of it fell victim to the
consequences, regardless of her own behavior.

There are select categories of parents who felkeutite label of bad parents,
failing to meet the nurses’ requirements for goackpting; | will specifically discuss the
NAS (neonatal abstinence syndrome) mothers, asasahle parents whom | term
experts. Though different, parents in each ofdlgrsups possessed qualities which
nurses considered to be detrimental to the bestasit of the babies, rendering them bad
parents. These parents may have exhibited behidnabthe nurses considered to be a
challenge to their own authority, or may have bjgielged by the staff as not acting in
their child’s best interest owing to what they digring their pregnancy. Some parents
may have worn these labels the entire time theygwethe NICU with their child; others
might have begun their stay as the good parersicidsed in Chapter 4, and then
devolved by health professionals’ standards. talty, this tended to occur as they
became more confident in working with their chsdmething which would be
considered a positive quality outside of the hadpiftill others were initially labeled as
bad, but then were able to work to successfullyngkahis label to a certain degree.

As | have discussed, there are a number of parasribi® parents must have met
to be considered good NICU parents in the nursgss.e Although many involved not
inconveniencing nurses or making their jobs mofcdit, health professionals also had
their own preconceived notions of what was besbédies. Based on their technical
knowledge as well as their experience working welonates, nurses considered
themselves to be the infants’ guardians (Luptonfervick 2001; Mackay 1990).

Parents who had their own notions about what wasfbetheir child in the NICU may
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have been considered problematic. Applying Besk@963) ideas regarding moral
entrepreneurs, nurses often considered it theieratve to shield infants from parents
whom they felt had not acted in the child’s begtiiest, or would not do so in the future.

Parents who were labeled as bad encountered gciffitarlty when in the
NICU, as the staff treated them with more hostéihd were potentially less
accommodating of their desires. As others who Istivéied the NICU have found
(Murphy-Oikonen et al. 2010; Lupton and Fenwick 2Odeimer and Staffen 1998),
nurses are less willing to work with parents of whihey do not approve, and health
professionals are less likely to consider theinapis in treatment or care.

Labeling theory has been explored by many socistegiWhile the focus of
labeling theory has been on various actions tleatansidered deviant, it can also apply
to any stigmatized behavior. Initially proposediwyrkheim (1895), stigma was
intended to be used by society for the functiodedineating what was normal and what
deviated from the norm. Goffman (1963) showed ktigma could lead to discrediting
and spoiling of identity, followed by rejection frosociety. As Becker (1963) and
Scheff (1966) have both found, labels are morencdtéached to those without power; as
| have discussed, in the NICU this would be theepts. Mothers who did not conform
to nurses’ preferred NICU behaviors may not hawtated the norms of society, but they
challenged the norms of the NICU by acting, byrtheses’ standards, inappropriately.
Therefore, in the hospital environment, they weresidered deviant.

Generally speaking, when an individual is labeledl@viant, it affects both how
they are seen by others and how they see themg@oésnan 1963). In the context of

the NICU, this label could impact how health prasfesals treated parents, as well as
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how parents felt about themselves. For examplagsnothers who abused drugs during
their pregnancy may have felt guilty about this wiigeir child was born addicted to the
substance, and may have wanted to compensataddnticomplying fully with what the
health experts in the NICU instructed (Calhoun 30XQthers may have felt resentment
because they were aware of the nurses’ contempiiéarbehaviors, and as a result may
have been particularly resistant to conforminghi® staff’'s desires.

As | have discussed, any parent could feel aliehimt¢he NICU, as it is a foreign
environment dominated by medical professionalse [&bel of bad parent exacerbates
these feelings. Further applying Goffman’s worlStigma spending more time around
the non-deviant members of a society does not rteetha effects of labeling for the
deviant group; applied to the NICU, this can berpteted to mean that frequent visits or
attempts to meet the nurses’ guidelines for beowdgrarents does not generally mediate
having been labeled bad. Once the label has hg#ed it sticks, and parents may find
it difficult, if not impossible, to elude it for ¢hduration of their child’s time in the
hospital.

In the NICUs in which | observed, the parents Wdibvictim to the negative
impact of labeling most often were the NAS mothesso were also most likely to be
judged based on the reason for their child’s adiomst® the unit. When a baby came
into the NICU withdrawing from maternal drug udee tmother was typically labeled
deviant, regardless of what she did or how shedantéhe hospital. Li and Moore (2001)
discuss how being a drug user, or even a formey dser, can function as a master status
that follows an individual around for her entirkeli | argue that given the attitude toward

NAS mothers, the master status of drug user wagra salient trait that being a NICU
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parent; while for many parents, being in the NIChakwnore significant than other
statuses such as race, class, or education leg#tens with a drug use habit or history
were judged on this above all else, and it impatted experience most significantly.

As Markens, Browner and Press (1997) discuss drmptbcess of medicalizing
pregnancy and childbirth many Western cultures ima&de broad statements about what
a pregnant woman should and should not consumgs. idédwa is a social construction, as
it varies by place (see Ivry’s 2009 discussionregmancy in Israel and Japan) and by
time (as Oaks (2001) demonstrates with the exanfidenoking, once seen as acceptable
for pregnant women but now viewed as detrimental fetus). Armstrong (1998) also
demonstrated how alcohol in pregnancy became subbjecmoral panic, with fear over
women’s consumption exceeding that which would Haeen warranted by the
documented risks of drinking while pregnant. Yettain substances have long been on
the list of products that are not acceptable fegpant women to ingest; illicit drugs such
as heroin or other opiates top this list.

While the use of many drugs during pregnancy ctedd to the same withdrawal
side effects in infants, the prejudice | observeds weserved for the heroin-addicted or
methadone-treated mothers, demonstrating an instial bias against women with
illicit-drug abuse issues or histories. Many prggion drugs are considered potentially
risky for women to take during pregnaftyand a 2006 study by Manchikanti posited
that tens of thousands of pregnant women are thdagibuse prescription pain killers,

tranquilizers, and sedatives in the United Statds)e prescription drug abuse is illegal,

33 While some drugs have been found to have no knmegative effects on a developing fetus, many have
not been formally tested, and are therefore caizgpbias potentially risky and best avoided (Namigaal.
1997).
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the use of prescription drugs, even if in excessobdiby the prescription-holder, is not
stigmatized in the same way as the use of illegajslis.

Contributing to this is the fact that women witlegeription drug abuse problems
are also more likely to be middle class or higt8mpni-Wastila and Strickler 2004).
lllicit drugs such as heroin or crack cocaine, loe dther hand, predominate among lower
classes and are strongly denounced in mainstreaietp@¢Stuntz 1998). Referring
specifically to people in the lower classes, Li &hadore (2001: 17) discuss how, “the
process of labeling, and its effects, may varnhmdense that it makes certain groups of
people more liable to imputations of deviance tbters.” The NAS mothers | observed
appeared to be largely, if not exclusively, workiigss and poot:

Another group of parents that is considered byntimsing staff to fail to meet the
parameters of being a good parent are those wthemmlexperts. Though not labeled as
severely as the NAS mothers, these are parentslwot defer to the nursing staff in
matters of custodial care or medical decisionsy thiher question the nurses or assert
their own opinions on these issues. As | discugsé&hapter 4, this is viewed by the
nursing staff as a lack of respect for the nursektheir specialized knowledge,
something seen as an essential part of good pagenti

The expert parents wanted to be involved in deesseind most aspects of their
child’s care. They tended to be those who viditeduently, and whose babies were on
the units for a long time. These parents alsoddnd have the sicker children in the
hospitals, a phenomenon that others who have stidith the NICU (Heimer and

Staffen 1998; Lupton and Fenwick 2001) and sickdcen (Young et al. 2002; Davies et

% n terms of race, the majority of mothers | obserwho had NAS babies were white. Anne, a register
nurse for 36 years, commented anecdotally thatarpaist more NAS mothers had been African American,
but at some point in the past decade the populatoinbecome predominantly Caucasian.
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al. 1991) have explained by demonstrating thatali@ity with the hospital can begin
to engender feelings in parents that they are éxpetheir child’s medical care. They
feel that their time spent in the hospital givesnthcompetency in nursing or medical
skills, as well as a general comprehension of nieglicAs Grob (2008) discusses in her
study of families afflicted with a child with cystfibrosis, over time parents become
more confident in handling sick children. LuptardéFenwick (2001: 1016) also found
that in the NICU, “Once a greater sense of competérad been established and the
infant had become ‘normalized’, some of the motisexsght to negotiate issues of care
with the nursing staff.”

In wanting to participate in medical aspects ok¢caarents may not be conscious
of the amount of training and skill that goes intosing; this is similar to the lack of
respect Hochschild (2003) found is often showrigint attendants, who are well-trained
but whose emergency skills are called upon onhaia circumstances. Exemplifying
this, |1 observed one father as he was bottle-fegllis baby. He then commented to a
nurse nearby that he could do her job for her, ssigog in a flippant way, "We could
switch." Comments such as these disregardeddheng and specialization of NICU
nurses, and undermined the skill needed to becentiéied in critical care.

In this chapter, | answer the questions: who laeebtad parents in the NICU, and
what are the consequences of being characterizisivay? The chapter is organized
to discuss the two specific groups in the NICUférenced above: the NAS mothers and
the expert parents. Though different in many wé#ys two groups are analogous in that
both are labeled as problematic in the NICU, beedligy do not meet the nurses’

definition of good parents. As | will show belothipugh, the reasons for this are
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different. They are based on the nurses’ and dtbelth professionals’ preconceived
notions of what is correct for pregnant women ardh@rs to do, as well as faith in the

professionalization of medicine and credentialige@ntific knowledge.

“It's the Worst Part of My Job”: Nurses’ Attitudésward NAS Mothers

When asked who the most difficult parents were ¢okwvith, most health
professionals agreed that it was the mothers db#irees with NAS. When a baby came
into each hospital with NAS, the birth mother walled a drug addict, mentally ill,
selfish, and other negative terms | will discuslowe Kelly, a registered nurse, said
plainly, “More than class or race, it's drug popiolas versus non-drug, and really, that's
what it is.” About working with drug-addicted metis, Kristie, also a nurse, said
simply, “It is so frustrating. It's the worst pat my job.”
LABELS

NAS mothers, as a group, were referred to by mamgeas as “those parents,”
“social nightmares,” “difficult,” “sick,” and othemegative and biased terms. Yet even
health professionals who felt that they were bé#sg negative and judgmental still
assigned labels to the mothers. The comorbidigrog-addiction and other mental
illness was often assumed in dealing with mothéMAS babies. Cassie, a registered
nurse, made a blanket statement when she said:

A lot of these ladies have mental health issuestlaeylre kind of out

there...It's not so much the drug issue, exceptnfisloody comes in here

really high and they’'re nodding off in their se&ut other than that it's

mainly the mental health stuff. Some people haarg vdd aspects, and

our background isn’'t psychiatry... we’re here to takee of the baby, not

worry about Mom and her issues. But it's parthef package and you're

kind of stuck with it one way or the other. (Cas$@, 20 years as
registered nurse)
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Whether the mothers had been diagnosed with méinids or not, information to which
most nurses would not by privy, many staff memlasssumed that they must have
coexisting issues. Yet being labeled as mentkltid not excuse any of the undesirable
behaviors that they may have exhibited, and insteade it more likely that their actions
be framed as erratic; citing Becker (1963), thela deviance sticks to more than just
the labeled individual, but also to the behaviohsolw that person exhibits. In addition,
as detrimental as a label of drug user may be, stutkes have shown that being labeled
mentally ill can confer as much if not more stigthan being labeled a drug addict (Link
et al. 1997; Hartwell 2004). While some healthfpssionals seemed to feel that
attributing the drug abuse problem to mental diseess a preferable way of viewing it,
deeming these mothers mentally ill made them an eware vulnerable population.
When this occurred, they were stigmatized notfiustheir drug abuse, but for their
supposed psychiatric issues as well.

Thomas was an attending physician whose attitudefaranore accepting of the
NAS mothers. Being a neonatologist, he had neweked as closely with them, or any
parent, as did the registered nurses. He said:

They are more challenging on a personal level mxpaople who...are

addicted to drugs and are dependent on drugs féeeedit, they have a lot

of different issues that we're not as good at dgalvith as we should be,

they make them sort of less attractive to the ¢aeeg and other people.

People will ascribe motives to them, if you hauétke preemie who

comes in versus a kid whose mother took drugsayewalready going to

be biased... (Thomas, 60, 20 years as physician)
Thomas acknowledged that some staff might judgéth® mothers and be biased

against them, and that more understanding was dedgtlien, a social worker, also felt

that there was some prejudice against the NAS matHall those things [the registered

159



nurses] carry with them, ‘Oh, this mother should&tparenting’...it tends to be around
the substance abusing moms.”

Yet while other health professionals may have ddibe more understanding, as |
have discussed, it is the registered nurses whe fegular one-on-one contact with the
parents. The more involved with parents that hgalbfessionals were, the less likely
they were to be understanding about their flawss@s such as Jennifer might
acknowledge addiction could be a sickness, butdstdcted frustration toward the
mothers.

They have that personality, that addict’s perstyiaine, me, me, me, me.

It's not about the baby when they are here, itautthem. And they

don’t understand that the babies are here to béstidbecause they have to

be. | don’'t want to take care of your baby, beedugon’t want to give

your baby drugs, but | have to. So it just getbda@ frustrating battle.

(Jennifer, 35, 6 years as registered nurse)

Compounding the nurses’ frustration was the faat while all NICU babies
presented their own set of challenges in caresyhgptoms NAS babies display are
unique. Besides suffering from issues common toyneher NICU babies such as
respiratory or digestive distress, their drug wittvdal leads NAS babies to be more
irritable and difficult to console than infants tvinany other conditions (Patrick et al.
2012). Further exacerbating the nurses’ annoyasmsethe fact that some NAS mothers
did not appear to understand the physiologicakesfef withdrawal on their baby. This
could lead to additional discord between nursesmaoiters, as the symptoms were seen
not as side effects of withdrawal, but evidencenaftreatment or a lack of concern for
the infant. The parents attributed their childscdmfort not to the drug leaving their

system, but to nurses not providing adequate éar&ale, et al. (2004) discuss, their

perception of pain in their baby led them to trffitml a source for this; while the true
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cause of the discomfort was likely weaning fromdneg which they had become
addicted to in utero, these mothers believed itthaswurses’ fault that their baby was in
distress. As Heimer and Staffen (1998) also fopadental mistrust of nurses
complicated relationships formed during the balNfGU stay.

| observed one NAS mother at Northeast Memorial whs sitting in a room that
was populated entirely by NAS babies. As one ¢uedble to be consoled, the mother
commented, “She’s got to be sick or something.’mbking this statement, she was
correct; the baby suffered from NAS. Either beeasise did not understand, or was
attempting to assuage her internal guilt at her olitd’s ailments, this mother did not
seem to realize that the syndrome was respongibldé inconsolable baby. Other NAS
mothers would scold the nurses or complain whein Bady cried. Kristie related a
frustrating account of this happening to her:

It's just part of the disease and | keep tellingselif/that, but they are

manipulative and angry and liars, it’'s horrible..cauple years ago | had a

mom. She walked in, she was a horrible drug addibbrrible parent

who knew she was pregnant and used. The babyoussing off the bed

and she comes in and says, “You haven'’t fed my ladllmay.” Usually |

like to bite my tongue and walk away, but | wag]ikExcuse me?!” She

is turning to people in the room and saying | dideéd her baby and

that’s why it’s crying...And | turned to her and hnember just being like,

“Give me one reason | wouldn't feed your baby? Y\dma | going to get

out of not feeding your baby?” And she was just |i'You didn’t feed

her, I'm going to talk to a doctor.” (Kristie, 28,years as registered nurse)
While Kristie initially blamed the “disease” foréglmothers’ attitudes, she also labels this
mother a “horrible parent” for using drugs whileedtnew she was pregnant. This
mother was not only irrationally argumentative insie’s eyes, in that she fought with

her because of symptoms in her child brought ohdsyown addiction, but she also

affronted her sensibility as a nurse by sayingwbeld go over her head to speak with a
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physician. This was not unusual; as | have meatlphNAS mothers were far more likely
to ask to speak to a doctor, and were more likedy tother parents to demonstrate less
respect for the nursing profession. As an exampthis, Jennifer told me, “One of them
called us a babysitter on the elevator. She SHmre is my babysitter.”” Instances
such as this demonstrate that the respect desiradrbes that | discussed in Chapter 4
was not as often observed in this population, &rrttontributing to negative labels for
these mothers.

As Kristie’s example shows, NAS mothers were oftefged as combative and
argumentative, both with the staff and occasionathongst each other; more than one
staff member told me that these mothers could bedmelligerent and would on occasion
need to be separated from one another. While there other parents who might
become involved in conflicts that would requirelsdy to be called (some of which |
observed), the only group to be labeled contentasua whole were the NAS mothers.

Being the mother of an NAS baby carried other lsb&me of which reflected
Becker’s (1963) ideas regarding moral entreprerngui@n the part of nurses, in that they
may see it as their job to safeguard the infaAtscording to Suzanne, a respiratory
therapist, NAS mothers were “very selfish.” Shentffied them as such specifically
because they would want to hold their babies wherstaff did not want them to, as staff
feared that they could over-stimulate their undeettgped nervous systems. Yet when
mothers who were not drug-addicted would ask td tio¢ir babies at a time when health
professionals preferred they not do so they wetealted selfish. Instead, they were
merely told that it was not a good time. The sallabel was reserved for the drug-

addicted mothers.
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According to the registered nurses, these womekriate states above, were
“horrible” not just for burdening their baby withdir problem, but also for having this
problem. This supports Murphy-Oikonen, et al.'8X@: 310) findings regarding nurses’
views on NAS, in which they state, “an underlyinguendo found in nurses’ responses
implied feelings of blame toward parents whose mbmices caused their infant’s
distress.” Meara, a nurse practitioner, agreet thits idea, stating, “If they had
regulated their life a bit more appropriately wewlem't even be here in the first place.”
Her explicit judgment reveals her belief, sharediany health professionals in the
NICU, that these women were solely responsibletfeir child’s health condition at
birth. Because of this, she felt that they cowdgidnprevented their child’'s NICU stay
entirely.

Methadone

Not all of the mothers with a substance in thestesn were addicted at that time;
some may have been using a drug under a doctoegltat caused NAS in their baby,
while others might have been recovering or recalé@m a drug abuse problem.
Methadone is a common and accepted treatment fomhabusers that can be either a
stepping stone to sobriety or a long-term substitot heroin. Methadone maintenance
treatment entails taking daily, carefully superdisi®ses of the drug which are typically
provided by clinics or doctors. However, beingmethadone can also lead to NAS.
This means that even women who are coping withr #ediction under medical
supervision could still subject their baby to theess; methadone exposure would have
to be weaned just as heroin exposure would (Rosemlaad Murphy 1978). As | found,

women on methadone were viewed in virtually theesaray as women who were still
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addicted to heroin, despite the fact that methad®na accepted treatment in
overcoming addiction. Furthermore, it could algosken as evidence of a woman
effectively handling her problem, and yet these worwere still labeled as bad parents
because of their drug history.

Another complicating factor of methadone use i$ gnagnancy and subsequent
childbirth can affect how a woman metabolizesAtegnant women on methadone have
to have their dosage adjusted throughout theirnanegy and after delivery. Most come
down from higher dosages after giving birth, arebanmon side effect as doctors titrate
the dose down to the appropriate amount is drowsiflRosenbaum and Murphy 1987).
As discussed in Chapter 4, nurses were held acablent any harm came to a baby in
their care while on their shift, even if this hawas caused by the child’s parents.
Because they were concerned with both the babykhand their own jobs, nurses were
particularly attuned to NAS mothers who seemecdettalling asleep. Kristie expressed
her annoyance with sleepy NAS mothers:

If you say to them, “You are falling asleep, youn'tdold the baby,” they

could freak out. They say, “It's my baby.” Wddlt, you can't drop the

baby. It doesn’'t matter that it's yours...we capttyou drop them.

(Kristie, 29, 6 years as registered nurse)

As an example of this, | observed a heated instanvodving an NAS mother
whom nurses would later tell me they believed teehgerious mental health issues in
addition to her substance abuse; | overheard otlogners speaking to each other about
her as well. This mother visited frequently, analbd become angry with the nurses if

they either did not wait to allow her to perfornreeor if she showed up and her baby

was crying. Because of this, nurses would lamwaitthey did not want to feed or
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change the baby until she showed up to do so hgoselthis would lead to the baby
being in distress because of hunger or a soilgukdia

In one instance | observed, this particular moti@s holding her baby while
sitting in a chair when a nurse asked if she wkeps In response to this, she became
extremely hostile, yelling at the nurse that she wat asleep and would not harm her
own child; in response, the nurse said, “I'm jusingg my job. | have to ask if you're
tired. | would ask any other mother the same guest The mother became extremely
defensive, yelling that she had not been sleeging would never sleep while holding
her baby, and that if she was at home, she couldhdgmever she wanted to do. After the
nurse repeated that she had to be sure that thiédfabies were safe, the mother turned
to the other NAS mothers in the room, who had lsglent to that point, and asked for,
“The number of the place that helps you if you'recdminated against for methadone
use.” Not only were this mother’s actions framsdgatentially dangerous, but she in
return framed the nurse’s response to her as Ipegjgdiced because of her drug history.
| observed this mother on a few other occasions hem hostility toward the health
professionals was usually palpable; whether asigsecar effect of this, health
professionals judged her and spoke privately abowt much this disliked working with
her.

Pursuant to this mother’s claims that she was béisiyiminated against because
of her drug history, it bears noting that NAS maogheere not the only parents who
became sleepy on the unit. The pressure of havimgwborn, travel to the hospital, and
responsibilities at home such as other childrewarnk could be draining on any parent,

and | observed that some who visited would becdeepyg while holding their child.
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Sally, an educated single mother whose son wakeonnit because of digestion
difficulties, detailed her day:

I’'m sitting here almost every day, they wake mdikip five times daily,

me and him, all we do is go to sleep...l don't get ezal sleep at the

house, | wake up there at five o’clock and thestllgere and we look at

each other for a couple of minutes and we just adizentil | have to

pump or eat or he gets to do something. But femtlost part this is what

\év)e do, we sleep. (Sally, 23, African American, sngniddle, reflux, day
As she confirmed and | later observed, the nurgkaat seem upset with her for falling
asleep; they merely woke her up each time. Gikiahghe had not been labeled a
problem parent like the NAS mothers, she was nastiéed or treated with the same
frustration that they were for committing the samfeaction. Nurses did not seem to feel
that she would harm her baby and so did not fraenettions as having the potential to
do so. Yet they were fearful that NAS mothers mi so, as the bad parent label
rendered all of their actions as potentially trasioime.

Personalities and Conflicts

As | mentioned above, NAS babies presented diftazieallenges to the nursing
staff. Crying, inconsolability, and irritabilityasmnanded a great deal of time from the
registered nurses. Yet while nurses did feel 7% babies both required a lot of
attention and did not make use of their criticakcskill set, they did not fault the babies
for their symptoms. In fact, regardless of howsasrfelt about NAS mothers, it did not
appear that they treated these babies any diffgrieam those whose parents they did
like. In fact, at times there seemed to be exdra and concern for these children, given

the nurses’ fears about their parents adoptingtimeary caregiver role once they left the

hospital. | asked Ellen, a social worker, if sak that the nurses’ dislike for the NAS
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mothers impacted the care that the babies receargtishe confirmed, “...1 think they
don’t take it out on the babies, but | do thinkfitects their relationships with the
parents.”

Meara, a nurse practitioner, is an example ofadtihg@rofessional who was
agitated by NAS parents but claimed to not allois thustration to impact the care that
she provided.

When | go to national conferences, the NAS poporeis the bane of

everyone’s existence. And it's not that we dontitwa care for them;

these babies need as much as a baby who is bdrometiung...l love

taking care of [NAS] babies, but in my perfect vapibabies would not be

born to mothers who are dependent on anything.’aflle43, 17 years as

nurse practitioner)

In working with the drug-dependent babies, it wiasaudy the mothers whom the
nurses found to be the problem. Kelly and Jenmifglained this:

In terms of the drug babies it's a lot of things, trying to console. It's not

necessarily medical. Need is more trying to camsold then also kind of

dealing with the parents sometimes can be a fitthee challenging.

(Kelly, 34, 7 years as registered nurse)

The social nightmare families are the ones thaallysneed a lot more

like attention...The babies need a lot of attentimrt, they need a lot of

cuddling attention, not like intervention attentiomhey do demand a lot

of attention, but the parents mainly are the reablem with the attention

seeking. (Jennifer, 35, 6 years as registered hurse
These nurses confirm what has been found previonsiyrsing literature: many nurses,
particularly those certified in critical care, dotrtonsider consoling an NAS baby to be
the best application of their skills (Murphy-Oikanet al. 2010). It therefore follows that

dealing with their mothers was also not what theysidered to be the best use of their

time.
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Kristie, who in her interview was very opinionataoout the NAS mothers,
maintained that the babies’ needs did not bother he

You have a screaming baby, and you usually hawiple of them, which

is fine, the babies don’t bother me, | can sootieehiaby all day and there

is a whole bunch of people here to help to do tiBaft it's the parents.

That'’s really a nightmare. (Kristie, 29, 6 yearsegistered nurse)

Other nurses also told me that they did not mimigiing the attention the babies
needed, and that others in the units, such assglstikdents, and aides, could help by
holding the babies. The babies did not bother tteenmothers did.

It was not just hostile parents who earned a tesseption from the staff; the
nature of the bad parent label as applied to NABare meant that even less aggressive
NAS mothers often received poorer treatment froenntrses. Anne summed up her
frustration with the drug parents in admitting:

| know I'm much friendlier to the non-drug familie®ecause the drug

parents, they don't know you the next day...Them@'samnect, no

connect....and they won't say nothing. It's vererdrshould say, that

any of them feel we’re doing good for their babi@sine, 59, 36 years as

registered nurse)

She felt unappreciated by the parents in her sftorboth relate to the families and care

for their babies. Feeling appreciated, as | disedsn Chapter 4, was important to

registered nurses, owing to their position in tredioal hierarchy as well as their regular

contact with infants and their families. Parent®wlemonstrated their appreciation were

good parents; those who did not, such as the NABen®to whom she refers, were not.
Treatment Protocol

The journalPediatricsrecently reported that the known incidence of N&S

increasing in the neonatal population (Hudak e2@1.2). This supports the anecdotal
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observations made by the staff whom | intervieweldlodh hospitals, who found there to
be more NAS babies at the time of my fieldwork thiaere had been in the past. Kristie
worried about this, telling me, “I always say we &eding a monster, like we’re the
hand that is feeding this, because it's a snowltallgotten worse. It wasn't this bad six
years ago.” Others studying the NICU have als@sstgd this increasing trend
(Murphy-Oikonen et al. 2016¥.

According to current treatment protocols, NAS lealbieceive scores to rate their
withdrawal. Because they worked so closely withitifants, registered nurses were
responsible for scoring the babies. Different sionys, such as how well they slept and
ate, the quality of their bowel movements, and lnowable they were, were given scores
to determine where the babies were in the withdrgwacess. If a total score was over a
set limit, babies were medicated; the longer theyevon medication, the longer it was
before they could be discharged (Marcellus 2007).

The scoring system is subjective, and as | meatlaon an earlier chapter, even
members of the hospital staff acknowledged thattaylwho is not suffering from NAS
might score fairly highly, as all newborns havemadency to be irritable and may not eat
or sleep well. The nurse who was assigned to @hg lwho needed to be scored was the
only person to assess the infant on that occasibith meant that if parents were
dissatisfied with the score their baby was givle,niurse received the brunt of their ire.
Nurses were frequently accused by mothers of sgdohi@ babies too high so that they
could “keep them.” While nurses admitted to me thay worried about the care the

NAS babies would receive at home, none acknowledgéberately raising a score for

% From a legal standpoint, more states are attempaiprosecute mothers who take drugs while they ar
pregnant for the crime of deliberately exposindnégdcto a harmful or toxic environment. These etat
construe their laws to treat fetuses as childreaih@in 2012).
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that reason; on the contrary, most were relieveennadn NAS baby, along with the
mother who visited, was discharged. Anne and krispth felt that the system was as
fault.
You can try and try and try. It's a subjectivergug system, so what you
might think could be that and then the parentskting’re just scoring
them because we want to keep them here. It'sspusit in control.
(Anne, 59, 36 years as registered nurse)
| don’t deserve this. And you get really, reafiyally angry and upset and
you are like, “Why am | helping you?” And | alwatgdl them, “Your
baby is very cute but | don’'t want to keep himani not scoring up high
to keep him here. I really want him to go home Kftigtie, 29, 6 years as
registered nurse)
Kristie makes the point that the nurses do wanbd#iges to go home, both because it
signifies that they are healthy, and also so tlegat have to manage their parents
anymore.
Deviant Mothers

Becker (1963) discussed how once individuals teeen labeled deviant, their
actions are viewed through this lens. By the hegalbfessionals’ definition, NAS
mothers are deviant, and many felt that the uskuajs during pregnancy was an
immediate signifier that they were bad parentgoByrne (2007: 7) found “villains who
deliberately harm their baby.”

The deviant label led to NAS mothers being categdrby the staff as having
other undesirable characteristics. At NM, wheergehwere many NAS babies who were
typically clustered together in certain rooms, egr&/ould complain about the noise
level. Sherry, a child life specialist, acknowledghat NAS mothers were very likely to

talk to one another, particularly as those whowikdt their babies regularly would spend

a good part of the day in the hospital. They waitén have a lot of time to spend in the
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unit; those who were receiving drug treatment sidential centers and did not have paid
jobs to go to during the day may have been takemtbfrom the hospital by the center
transportation. Some would develop relationships lzecame very comfortable
speaking with one another, sometimes more thanulses appreciated. During a casual
conversation | had with one nurse at NM, she oleskavparticular noisy group of NAS
mothers in an adjoining room, and commented, “Tieegiaking so much noise, it’s like
a party in there!” She followed this by sayingtttiee mothers often woke the babies up,
a particularly troublesome thing to do given howiclilt it was to soothe withdrawing
babies.

Macy, whose premature daughter was not sufferiog fivithdrawal but was in a
room that had mostly NAS babies, tried not tolet moise bother her, especially once
she had decided that it was not bothering her baby.

| was in one room that was a lot quieter. | thiiné actual room I'm in,

most of those parents, us parents, are there andhle babies are crying,

and that particular room has a lot of traffic...Fag,nm was nicer when it

was quieter, but she seems to be fine. | was itigrdbout trying to get

her moved, but everything around there doesn’t dedme bothering her.

(Macy, 34, African American, single, middle clapsematurity, day 34)

Perhaps aware that her baby was one of the onigdabt suffering from withdrawal (a
fact that she could easily ascertain from the cosateons around here, even as she turned
her back to them) she initially said “those pargrtsfore correcting herself and

including herself in the group.

While Macy was not really bothered by the NAS neo#f) or could tolerate them
because she did not feel that they upset her dayghé consequence of the women'’s

actions in general was that they were labeled ssiplive and not in fitting with the

culture of the unit. Although the rooms that haedominantly NAS mothers did tend to
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be louder than other rooms in the NM NICU, | dicekve in rooms in which both
parents and nurses were speaking at a high voloinaen playing music or television
programs at the crib side. Yet these activitiesewmt frowned upon in the way that
noise was when NAS mothers were the source, asléhe@l meant that their activities

were framed as particularly disruptive solely besgathey engaged in them.

“As Soon as | Found Out | was Pregnant, | StoppB&S Mothers and Parenting

Contrary to the nurses’ descriptions of them abaweeall NAS mothers |
observed deserved the label of bad parent. Inr@anhy actually met the nurses’
definition of being a good parent in most ways m8dNAS mothers were among the
most present, doting and attentive parents in s, uactive in caring for their baby
while respectful of the nurses’ schedules. Mantheke mothers seemed to regret their
drug abuse history, seeing their pregnancy andlainih as a time to stop their drug use
and turn their life around, with an end goal ofrigea better mother to their child. At the
same time, they were also contending with a vaonédifficulties such as drug addiction
and homelessness, which added to the challengendnat NICU parents faced in
constructing their identity and defining how theputd be good parents while their baby
was in the hospital.

Contrary to some nurses’ assertions that the ddayeted mothers were
unremorseful and selfish, many NAS mothers | olegtwere aware of the role that they
had played in their child’s hospitalization, pantarly those who were still using drugs
when they conceived. They expressed this in caav@ns between themselves and

occasionally with staff. One mother | observedraxkiedged to her daughter’s nurse, “I
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feel bad because | did this to her.” Two otherheat, who both visited daily and would
spend a lot of their time chatting together, shaiedlar sentiments amongst themselves.
In the course of a conversation, | heard one s#lyg@ther, "As soon as | found out |
was pregnant, | stopped. | was like, ‘That'sd@,more,” and | came right here [NM and
its methadone treatment facility]." These and pthethers also spoke often of attending
various group meetings to deal with their issudschvincluded but were not limited to
drug dependency; their attendance at non-mandategfings could be construed as
another indication that they wanted to improve thelves.

| also observed NAS mothers who were inquisiting mterested in their child’s
care. As | discussed in Chapter 4, nurses appeelceand desired parents who
demonstrated these qualities and did not mind beskgd questions in a respectful way.
One parent patiently asked a number of questiaesepted in a logical and organized
manner, after which she said, “Okay, that’s alhgf questions.” Another mother |
observed asked a number of questions to her balbyse about the weaning process.
When she had received all of her answers, she gaokihowledged, “I understand. |
just want her to be comfortable.”

Other NAS mothers were among the most involvead & my time on the units.
Those whose baby’s primary diagnosis was withdraveak in the hospital primarily for
observation and weaning. Given this, they had feegrictions on their activities than
other parents had; these mothers did not have toy\vabout intravenous drugs or
umbilical lines when holding their children, andi ¢iot have to ask for help because of
supplemental oxygen or humidity controls. Thigwakd the mothers to hold the babies

more, bathe them with fewer worries, and even paeeoom with them. When mothers
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and nurses could work together both benefitteth@asnothers were more than happy to
be involved with and soothe their own babies, &ednurses did not have to spend their
time and energy holding a crying child. In additionost of the babies who required
treatment spent at least a few weeks on the inmsteingendered parents with a feeling of
greater familiarity and competency in caring fagithbaby. While | will discuss further
below how some parents felt this familiarity coblelyet nursing skills, | did not observe
NAS mothers trying to do medical work. Insteadnsnevere efficient at changing,
feeding, and bathing their babies, staying on threes’ schedules and often respectfully
requesting that nurses give their baby oral meidcat\Wwhen you get a chance.”

Some NAS mothers also wanted to be involved vinéirtchildren in ways that
the nurses typically sanctioned. As | discusse@hapter 3, breastfeeding and kangaroo
care were two of the ways that mothers could botidwith and help their child. |
observed a number of NAS mothers pumping in thadeuor their baby, bringing in
milk they had pumped at home, and even breastfgedithe bedsid&. | also saw
mothers of low birth weight NAS babies engaginggamgaroo care, a practice that was
encouraged for the smaller infants on the unit.

As | have demonstrated, there were NAS mothers iall accounts, met the
nurses’ definition for being a good parent. Wimitd all of the NAS mothers fit this
description, those who did were still labeled ad parents because of their drug history,
and were also stereotyped because of the actioothef NAS mothers. While there

were some NAS mothers who did not visit their babgll or demonstrate any of the

3 As Philipp, Merewood and O’Brien (2003) discuseastfeeding is approved for mothers on methadone,
and was as encouraged among this population indfdtie units | studied as it was for mothers witho
drug histories.
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ideals of good parenting by the nurses’ standahgsparents | have described above

were, by all other parameters, good parents.

“You're Very Appropriate”: Acceptable NAS Mothers

Like the mothers | described above, there wereesAS mothers who tried very
hard to meet the guidelines for being a good matlespite their drug use history.
Sometimes this was acknowledged by the nursingj stad effective enough to shake the
negative connotations associated with their label.

As | mentioned above, one way that NAS motheesgited to ingratiate
themselves with the nurses was by respecting siseedules. Some visiting NAS
mothers might say they were going to return touthié at a certain time to feed or bathe
their baby but then would not show up. Nurses vdarranged their schedules for these
mothers would wait, then end up having to do the @aork themselves outside of their
preferred time frame. This led to further aggraratvith these mothers, reinforcing the
negative label.

At the same time, NAS mothers who respected thsasuschedules were
particularly appreciated for doing so, given thedit counterparts might not. | observed
a mother who wanted to attempt breastfeeding, akeldgher son’s nurse to wait for her
to return to the unit so she could do so beforetebwas given. After leaving the unit,
she returned when she had said that she wouldn tgtorning she thanked the nurse for
waiting, adding, “I'm glad | made it back in timeThe nurse said she was happy to wait,
and helped the mother to get set up to breastfeeddby, after which she prepared a

bottle to hand her when she had finished breastfgedn this instance, the mother’s
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deference to the schedule was both appreciatedearadded by the nurse, who not only
waited for the mother but was willing to work witler.

| also observed some instances of NAS mothersgéoimtheir babies in ways
that were highly deferential to the nurses. Thesww contrast to the mothers | discussed
who expressed anger and blame, assuming thatreganfant was an indication of lack
of care. One mother | observed was extremely ghteffollow the nurses’ directions.
The following is an encounter she had with her tmhyrse which | observed:

The mother asked the nurse, “I'm not allowed tallingr if she sleeping,

right?" The nurse said, “It's not that you're nidvaed, but it's better if

you don't.” The nurse explained that this makestiburn more calories,

which the baby needed to conserve. As a consoldtie nurse said, “She

eats at eight, you could hold her then.” Whenntogher said that she

needed to leave at the time, the nurse offeredy“dam feed her little

earlier if she's up.” The nurse told her thatsias able to help the baby

just by coming to the hospital, and that, “Even fdteen minutes with

you here will help her.”
This mother’s deference earned her privileges. fifeewas an explanation for what she
was prohibited to do, something that | noted madgsNnothers did not receive when
they were told that they could do not somethindhwhieir baby. The second was the
possibility of going off the nurse’s schedule byeially feeding the baby “a little
earlier.” The nurse also comforted this mothehwsiiggestions as to how she could help
the baby, focusing on the positive nature of hesence, rather than the negative nature
of her drug problem.

| observed another nurse having a conversationawtiother whom she clearly
felt was acting better than the typical NAS mothledetailed this in the excerpt from my

fieldnotes below:

The nurse said “Thank you...you’re very appropriagking the right
guestions. You seem very nice, you'll get throtigh. It'll be
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tough...she’ll get through this, as long as you'rdigg yourself

together.” She praised the mother for buying aseouThat’s great!

You're on the right track. Just get through thigge, and you'll have

plenty of time to get things together, get your $®together...l can

understand being scared. But she’ll be okay.”
The nurse was extremely supportive of this motb@mplimenting her for her actions in
the NICU and the choices she was now making. Algihathis conversation could also
be construed as somewhat condescending, this me#seseeking praise and needed to
develop confidence; the nurse was complying with itha sincere way. While nurses
may have praised or comforted other NICU parergsdiscursive choice of
“appropriate” to describe this mother was unique seemed to imply that other NAS
mothers were not appropriate.

The above two exchanges were particularly notabl®w unusual they were.
While nurses could work to help parents become roonéident in their abilities to care
for their babies, many did not do this for NAS n@th As | have delineated above, as a
consequence of their label these women were nehgag¢ many options or opportunities
to care for their babies, did not have their schkesiaccommodated as frequently, and
were dismissed and spoken of in very critical terM#hile other parents may not have

been perfect by the NICU staff's estimation, noeothroup was treated as poorly as the

NAS mothers, and sanctioned as harshly for thieichoices’’

3" There were a few mothers | observed who had wesititf drugs to get pregnant and as a result had
multiples who were born prematurely. While usiegifity drugs is also a choice, and delivering tiplés
as a result of this also can potentially endangetbibies, these mothers were not judged like NAS
mothers. In fact, | was present at NM on the dayosher delivered triplets, which she openly diseas
having conceived using fertility treatments. Theses told me how “exciting” it was to have theabibs
in the unit.
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“They Know Enough but Not Everything:” Expert Pat®in the NICU

While staff often felt that NAS mothers were nobd parents because they did
not act responsibly in taking care of their bodiad babies before and during pregnancy,
there was another group of parents who were jutigeduse they wanted to have more
responsibility for caring for their babies duririgeir NICU stay. | call these parents the
expert parents, because they demonstrated thab#tieyed that they were, or should be,
the experts on their child, even during the hospiiay.
GAINING COMFORT

Most parents did not start their child’s term ie tHICU believing that they were
experts; the potential instability of a baby’s hleas directly related to the severity of its
iliness played a large part in how confident otaéxe parents might be in participating
in their child’s care. As is often the case wittere healthy infants, first-time parents
demonstrated more fear when handling their baltEsvever, birth order was generally
not significant, as even parents who had previohaty healthy babies were reticent to
translate their skills to their NICU baby. Beloweikh, a young first-time father,
describes how his premature triplet daughters ptedea whole new challenge in their
six month NICU stay, despite his recent hands-qgeag&nce with his younger sister.

Now | have the machine when | change the diapaiakes their heart

rates, it monitors their lung flow...when | changed sister without the

machine, it was totally different, ‘cause now yaitg watch the machine,

then watch her, how she’s going to react to itau€e they can get kind of

fussy. (Keith, 23, African American, poor, commiatteslationship,

premature multiples, day 180)

Yet over time, it was not uncommon for parents wieoe frequent visitors to

become confident enough in their skills that thaythey could literally do the nurses’

jobs. Lauren, a social worker, told me:
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[The nurses] do skilled work, carrying out the gsjeuctioning, re-taping

of trach tubes, and the whole thing. | wouldny gehappens a lot but it

does happen and it tends to happen with, | wouldvsare often than not,

parents who are here all the time, they get vemjlfar and comfortable

with the environment. So yeah, “I can suction nd/kG-tube.” No, you

can't.... Because they see what the nurses are dohghey're like,

“Alright, she’s doing it, | can do it too.” Butdy went to school to

become a nurse. (Lauren, 34, 5 years as a soorewy

| saw examples of this in my time in the NICU, partarly with parents who had
been there for an extended period of time. Parghtshad initially jumped at the sound
of every beep began to silence the machines, ddnating that they felt they had
developed a better understanding of what they gdrend how they worked. These
parents more fully embraced their medicalized pmsitas discussed in Chapter 3.

While nurses wanted parents to be comfortable dmtuandle their babies, the
comfort level some parents had reached was beybiati nwany in the staff desired.
Even if nurses may have been too busy to immegiaieh off beeping machines, the
beeps were signals that they needed to hear im trdhelp them to chart progress and
schedule their activities. Nurses may have waptednts to be more at ease with their
babies, but this was not the case if it meanttti@parents were interfering with the
equipment, which could potentially make their jobrendifficult or endanger the infants.

In addition, while parents displaying less apprei@maround the medical
equipment could be framed as an increasing levebwifort with their sick baby, to the
nurses it could also be seen as a lack of consider@r their medical training and skills.
Just like the father | discussed in the beginnintpis chapter who joked about

“switching” jobs with the nurses, nurses did ngpieiate parents feeling that they could

do nursing work; this was seen as disregardingimgiexpertise.
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Lena, whom | discussed in Chapter 4, was guiltthis. She felt it was important
to understand how the hospital equipment worked,\waas likely her son would come
home on assistive machines. Yet her logic wasror.eas home care equipment was not
the same as the equipment used in the hospitaddition, what Lena saw as being
helpful to the nurses was actually interpretechésrierence with hospital equipment and
disrespect for nursing work. This was evidenced@ddiyments | overheard nurses
making when Lena was not in the room; they resenésdnsistence on asserting her
opinion on her son’s care, and frequently critidiber means of caring for him.

Promise, whom | will discuss in greater detail belexemplified the expert
parent. She not only believed that she knew logstdr son, but also felt that the hospital
equipment was for her use as much as the staetow, | describe an episode |
observed demonstrating a conflict that she (“théhexd) had with a nurse one afternoon:

When the monitor started beeping, the mother tuithea she could see it

better. The nurse looked up. | couldn’t tellhkssaw the mother move it,

but she turned it back to face her. The mother sdeimnotice, and when

the nurse took the dirty diaper to weigh it, thetineo moved the monitor

back so she could see it again. The nurse camedmackoved the

monitor to face herself again. This time the mothdn't move it, but

made a show of standing on her toes to peer aranddtudy it.

This passive-aggressive example, in which neitl@nan directly confronted the other,
was essentially resolved when Promise left the roéifter she had gone, the nurse went
to complain about her to the charge nurse andlseoiker. They agreed that while
Promise was entitled to her opinion on non-medg=ales such as how the baby was
dressed, hospital policy was, “Hands off the equpti

Lauren provided an interesting perspective orreétegionship between the

nursing staff and parents, showing how parentalfodroould infringe on health
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professionals’ occupational autonomy. Althouglaa®cial worker she was a part of the
hospital staff, she was often a mediator if isstase up between any individuals in the
unit. She felt that the parents who were presedtiavolved the most also had the
greatest potential to clash with the nursing staff.

Sometimes | think the nurses overstep that bounaladysometimes the

parent oversteps that boundary too, but that dees $0 be the parents

who are more involved...| mean, it's great when ptane involved. It

sounds awful to say that sometimes parents crasbtundary when they

think they’re trying to help. When they're trying help their child, it's a

touchy subject, like it’s their child, it's not oaghild. (Lauren, 34, 5 years

as social worker)
In recognizing that the baby belongs to the parestis illuminates the same issue that
Mary understood below. Mary saw herself as an ealeofor her triplets, as she had
been with them since conception.

...because it was an IVF pregnancy, they did fetabeardiograms and

they found a long LV strain which was causing artemsurmur in her

heart. So | wanted to bring that to their attamths well, because they had

not found any kind of heart murmur to date sinogssheen born...that's

the kind of role that I'm playing, just making stinat they're connecting

all their dots. Because I'm their only mom, bugythe not their only

doctors. You know, the doctors have other childcetake care of, too.

So that's how I look at my role. (Mary, 35, Cauaasimarried, middle

class, premature multiples, day 15)
Mary saw her role as limited, but felt that she wasking with the doctors, using her
knowledge as a mother who had had prenatal scrgéminform the healthcare team of
issues of which they might not yet be aware. 8lmted the doctors and the science of
neonatology, but understood that her daughters n@réhe only babies in the
physicians’ caseload. She felt that she could beeraf an expert on her own babies

because her attention was solely directed towamshth
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Some staff felt that regardless of their backgdyyorarents could not be
authorities on NICU babies. Said one respiratbeydpist:

We had a parent who's in there and just recenttiy[agremature baby]

and had just left. She had premature babies bstoshe thought that she

knew everything. But just because she had a prembbby before, it

doesn’t give you your MD. (Bob, 51, 26 years asspiratory therapist)

For Bob, no amount of experience could replacetbdentials that came with a medical
doctorate. Zamir, a physician, felt the same way

What happens is the babies are here for so longjthe parents] learn so

much about newborns and neonates, so at the ered, tivd babies are

almost ready to go home, they even interfere atheutnanagement,

because they want to say something, “You maybeldtumithis...” They

feel like they're an expert...definitely the ones wiave been there

longer... (Zamir, 50, 11 years as a neonatologitenUnited States)

Health professionals did not like to be second-geédy parents, including those
who have experience in the NICU or in medical feldristie spoke of a couple who
were both health professionals and regularly \dsiteir premature baby.

The parents are a doctor and a nurse of adults. jtiseyhey think they

know everything because they are in the medicdepsion. But they

don’t know about babies, and they have stateddfare. | have heard

them say, “This is a totally different world.” $don’t think you need to

be in rounds, you need to be a father and a matite bedside. (Kristie,

29, 6 years as registered nurse)

While some health professionals do advocate foptsition of parents during rounds, an
increasing trend (Kassity 1999), Kristie felt thaing a part of rounds should not take
precedence over being parents while on the urie d&d not appreciate that this couple
seemed to feel that their medical knowledge anditrg gave them additional status in

the hospital, particularly as they themselves aahithat they did not know much about

neonatology.
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An even more frustrating situation for nurses omatdinvhen the parent’s opinion
was not based in research, but was dependentameeus information obtained from
potentially unreliable sources. To health profesals, these ideas clearly lacked any
medical basis. Cara describes such a situati@wbel

... sometimes when they are making medical decidiwaisthey are

misinformed about it bothers me, because | feeltiley are doing harm

to the child...we had a family who had twins and [idher] just didn’t

believe in reflux. He refused reflux medication é@ys upon days and

finally, we were at our wits end, we did all thesedies, we finally

convinced him he had reflux, we started [the batyteflux meds and he

was just a different baby. He was like, “| nevaeWw it was like that.”

(Cara, 30, 5 years in nursing, 3 years as nursgifioaer)

To Cara, reflux was not something that needed ttoekeved in;” it was a medical
condition, and the parent’s refusal to acceptdttediscomfort for the infant, in addition
to setting back recovery. Although some nursesgeized how treatment
recommendations changed over time (such as Anneywhalked about in Chapter 4),
no health professional questioned the existenceenfical conditions, particularly when
they felt that infants were suffering from them.

The Role of the Internet in Expert-Making

To the dismay most of health professionals, margms felt that their use of the
Internet made them experts, relying on perhapsib& notorious resource for health
information. As Hardey (1999: 820) found, thisisentiment shared by those in other
specialties, as “the Internet forms the site obw struggle over expertise in health.” Itis
a primary source in the twenty-first century foloinmation on many topics, but in the
context of medical information it presents a chajle to the expert status of the health

professional. While some studies have shown thgsipians believe that patients can

benefit from the use of the Internet, they nonetbelagree that it can create problems for
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the health professionals themselves (Potts and 42980). While Broom (2005) did not
find that the use of the Internet contributed ® deprofessionalization of medicine, a
2005 study of oncologists described the Interndteaisg able to “simultaneously make
patients more hopeful, confused, anxious, and kedgdable” (Helft, Hlubocky and
Daugherty 2003: 942). Catherine describes an e that exemplified the frustration
many other nurses also had with the Internet, pdsily the feeling of false
empowerment it gave to parents.

We had a mom who was Googling the wrong genetmrdes and was

finding out all this information, and they weresmilar; the only

difference was one word. And she found the wromg lnecause there was

not a lot of information on her daughter’s specifenetic disorder and

there was a lot on the other one. She was jusplataty misinformed.

Everything she thought she knew she didn’'t kno@atlerine, 27, 3 years

as registered nurse)
To the dismay of the staff, not only did this pdr=el that the Internet made her an
authority on a condition about which she had jeatted, but she had proven her naiveté
by researching the wrong disorder. Dora, a firsetmother, also used Google and
misunderstood what she had found through the sesrgime.

| Googled it, and it said when the baby pooped bklfmsside of me, it's

because they're stressed....So | think he was e tdt stressed in my

belly, maybe partly because | was very depressedigih my whole

pregnancy. (Dora, 20, Hispanic, committed relatigmsworking class,

possible meconium inhalation, day 15)
Dora was another parent who misinterpreted infolomathe had acquired from the
Internet. The “stress” that can induce meconiupiragon is typically caused by a long
delivery, not by the mother’'s mental state duringgmancy, something Dora

misconstrued from what she read on the Internegj¢darn, Gardner and Abman 1989).

Her misunderstanding was compounded by the fatstit@had not spoken to a

184



professional about the cause of meconium inhalabohhad sought all explanations on
the Internet once her son’s condition was giveara&

To Cathy, the Internet created potentially hazasdmarents.

There is sort of this population that is educateocugh to be dangerous, |

like to say. So they are the ones who are lookimthe Internet for

things...they are another subset of people who areated, but not in

medicine and so those families have additionallehgés because they

are getting their information from various, potatfiyi unreliable sources

and have their own ideas about things. And setiamilies can be

challenging. (Cathy, 35, 5 years as physician)
Feeling that healthcare professionals like hetsmle the most appropriate education and
know what course of action is best for the babyhZaas like most health professionals
who did not like when parents had “their own idéas,she believed that the sources
from which they gathered these were often notbédisand could never have the same
weight as an education in medicine.

Miracles

As demonstrated above, health professionals legliévat the Internet was a
particularly dangerous resource for parents, aatlitlwas a trait of a bad parent to rely
on it for medical information, particularly whenghnformation would be used to
contradict what health professionals had said. dwt would parents often find
erroneous information culled from non-medical sesr¢hey might also come across
stories of babies who had made highly unlikely wecms, creating unrealistic
expectations or the hope of miracles. This wasiciemed problematic by health
professionals because parents ultimately madarthkedecision regarding continuing

care. If a baby was extremely sick or expectedubtee little-to-no quality of life, the

healthcare team would present this to the famity\aauld typically recommend ceasing
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care. They saw parents who refused to listenisoritommendation as having
unrealistic expectations, not understanding theityref the situation with regard to their
child’s health. This made them bad parents, ihtthey were seen as prolonging the life
of a suffering child.

The “miracle baby” notion bothered Cathy, who safidome parents:

Somebody always knows of a miracle baby. So tbptijation is another

challenging population who always thinks a miraslgoing to save their

baby and happen to them. That I find extremelylehging, too, because

there is not a lot of rationality, but yes, everghpdas a story of somebody

who survived these really terrible circumstanc€stky, 35, 5 years as

physician)
She felt that parents were not rational in thelrelfethat a miracle will save their child;
she went on to say that even if the child surviuelikely circumstances, “...if and when
the baby grows up and it’s five years old, how gethare they?” Many experienced
health professionals lamented that parents mighibealistic in their expectations of the
quality of life their child could have. According Ellen, a social worker, this was
understandable:

Some parents, there is denial operating...it's jesyWard to accept that

your child isn’t going to survive or isn't going be that image of a

healthy child that you have when you're pregnanvbatever it is. (Ellen,

55, 27 years as a social worker)
Though another type of bad parent, these werearehps who deliberately set out to
oppose the health professionals’ opinions or rélsest expertise; they were parents who
did not want to accept their child’s fate. Ryamespiratory therapist, said, “A lot of it is,
| don’t want to say ignorance because it soundsthiey should know, but it’s just that

they don’t know why a 25 week gestation baby oweetdoesn’t become like a term

baby.” He resisted labeling parents as ignorarknawledging that it was not something
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laypeople could be expected to fully comprehend.H&imer (1999: 40) states, “When
the problems are medical ones, people withoutfettmedical expertise are at a
disadvantage.”

“Mommification”

In studying parents of children with cystic fibresGrob (2008) talks about the
difference between parental knowledge and medivavkedge; in the NICU, parents
grow to know their baby through a medicalized leAs.| discussed in Chapter 3, some
allow themselves to become medicalized, wantingetgeen as a part of their child’s
cure. Others appropriate medicine through theim oan-professional frame.

Promise was one of these parents. In descrilmnfyantations she had had with
medical personnel, she coined her own term formgar&nowledge in the NICU: “I'm
not trying to defer their education, but I'm talgiabout ‘Mommification.” She felt, as a
mother who visited daily and spoke with each heaitifessional she encountered, she
was not only entitled to an opinion on her babyse¢ but that it should hold as much
weight as the opinions of the health professionalthe unit. Though she was a present,
involved mother, | saw more than one nurse de@mepportunity to care for her son, as
her insistence on her own expertise was seeniga #hat she was a bad parent with
whom they did not want to work.

Promise demonstrated this in one encounter | ebddrer having with a
pulmonologist after her son’s lung had collaps&te physician came in, and she
immediately confronted him, saying, "Let me talkytou," while pulling him away from
the crib. She stood with her arms crossed, froginivhile he engaged her in a subdued

conversation. During this, she appeared to bedesseangry as she expressed her
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concerns and felt that the physician was listetinnem. In talking about her baby’s
vital signs, | heard her say "sattin’-wise,” ineefnce to the desaturation of his blood
measured by the pulse oximeter. This choice gfuage demonstrated that while she
understood the medical apparatus to a certain gxdlea did so through a layperson’s
lens and discourse, appropriating medical langiragecasual slang that no health
professional | observed ever did. Parents maytfetlthey are experts, but even so they
demonstrate a different type of expertise thanehdth professionals, lack a complete
comprehension of neonatal medicine.

Yet while health professionals felt that parenfer@d medical opinions without
demonstrating sufficient medical knowledge, manepts | observed believed that they
were using medical reasoning in making choicesroeg@ their child’s care, as Markens,
Browner and Press (1999) found regarding pregnantem who decline prenatal
screening. Promise watched her premature sonaeMC in the NICU at his birth
hospital; transferred to CU for surgery, she unexs that his course toward recovery
would likely be a rocky one. Yet she told me tbla¢ believed that his two bouts of
pneumonia were not attributable to complicationsfihis gastrointestinal issues, but
rather to the air conditioning above his crib. 8bked to have him moved to another
space, where | later would watch her argue withblagxry’s nurse over his linens, as |
describe in this excerpt from my fieldnotes (whehe is again referred to as “the
mother”):

When the nurse walked away, the mother folded akietaover the baby

and tucked him in. The nurse came back, and théyahargument about

the blanket. | heard the mother say, "I mean...laryapinion, my

opinion, that's just how | see it." The nurse k&pting that the baby

should not have the blanket on. The mother leftthit, and the nurse
came over to the charge nurse to complain. Skieadier, “His
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temperature is fine but she wants a blanket becshese cold. But he's not
cold.”

Promise’s worries about her baby getting sickereviised in her own conceptions of
medicine: a lay belief that a cold environment naake someone sick, which she felt was
evidenced by her son’s previous bouts of pneumonias type of reasoning could be
very frustrating to health professionals, who adldéo a medicahodel which they felt
was supported by literature and research. A redian popular myths over medical
opinion was not a feature of a good parent, pderbuwhen it resulted in parents
challenging the staff’s instructions. The nurgeassurance that her son’s body
temperature was fine did not console Promise, dsimatimg conflicting frames of
reference: coming from a medical perspective, thsenfelt that his temperature as
measured by a thermometer was within reasonablts)iso he did not need a blanket.
But as a mother, Promise wanted her baby to hdwanket on him, because of her own
concerns: her fears of what could cause pneumandéher own perception of the
temperature in the room.

Denise also viewed herself as a parenting exasishe had three healthy children
at home. Her newborn daughter had relatively miveaith concerns that had led to her
transfer to CU: a blood clot in her arm which h&bkdlved by the time of our interview.
The protracted NICU stay was because the physiei@ne having difficulty determining
the precise amount of blood thinner that she ne&ulbd given. She was otherwise
healthy, and Denise told me that except for shbésldood thinner twice a day, “She
could be doing what she is doing at home.” Shecsgaident in her ability to care for
her newborn and eager to take her baby home, uatsattby the fact that she would be

responsible for administering the injections of thaod thinner.
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Her confidence in herself also seemed to be beldtey the fact that Denise had
been dissatisfied with the medical care her daudtaed received before being transferred
to CU. In relating the story of her daughter’stckihe repeatedly told me, “I noticed it,”
“l told them that,” and showed me pictures she taken to prove to the doctors at the
birth hospital that there was a problem with tha arhen she felt the medical team was
not responding to the issue. She felt she wag tingl expert on her daughter, and this
belief extended to her time in CU; a few days aftar interview, she pulled me aside and
said, “Remember how | was telling you that | asitezldoctor to look at her levels and
they didn’'t? Well, they finally did, and | was hg..” Unlike Mary above, Denise felt
she was more than an advocate for her child whimlesark with the healthcare team;
her discursive choices seemed to indicate thatedhehe knew better than the health
professionals around her, something that mostlngadtfessionals did not appreciate.

Conflicts

In some cases, as Lupton and Fenwick (2001) writeses actively come
between mothers and their babies. | interviewethPwho had been restricted from
contact with her baby at his birth hospital and geaeful that the NM nurses allowed
her to interact with him as much as they did. ®hs nonetheless dissatisfied that the
nurses at NM would give her son a pacifier, a aasite would not have made.

When they first took his tubes from his throatdrmt know that they had

put the pacifier in, because at the beginningrikhididn’t really want

him to get addicted to the pacifier. It's harda&e them off of it, so when

| got there and he was already sucking on itngslike, “Oh, let me take

it out now.” (Dora, 20, Hispanic, committed relatship, working class,

possible meconium inhalation, day 15)

She did not say if she had attempted to take jtmunerely accepted that since it had

been given to her son in her absence, she wouldhaee to allow him to use it. She
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also knew that even if she took it out when she tlvare, the nurses would still give it to
him once she left.

Another instance | observed at NM involved a mothkleo also did not want her
baby to be given a pacifier, as | describe in reidiotes:

The baby cried, and the nurse got up and offeredrtbther the pacifier.

"l don't want to give him one," the mother saicheThurse said, "Yes, you

do want to give him the pacifier. Yes you do! Yesiydo! You know

why? He's a little bit uncomfortable now and tlaeifier will soothe him.

When you get home you can decide, but he's inpaw No time for

home training." She was good-natured. After sg&/dn him the

pacifier, the nurse said, "See, he's better nowl Were going to let him

cry?" The nurse told the other nurse she was goirngean him from it

and they both laughed. The mother explained thadtiner kids were on

the pacifier too long.
Both of these mothers had confrontations with tinse@s when they disagreed with a
matter of care for their own baby. Whereas in Boirsstance, the pacifier was
introduced when she was not there and she felsttwo late for her to do anything about
it, this mother was present when the nurse wanteive it to her baby and asked that it
not be. The nurse asserted her authority in tspited environment; in telling the mother
that she could make the decisions when her sorhomag, the implication was that while
he was still in the hospital, the nurses would m@deisions, regardless of the mother’s
preference or the reasoning behind it. She unmastlher point by saying the pacifier
would help the baby feel more comfortable, and itmatenying this, the mother would
have “let him cry.” The choice of this languagelarscored the notion that a good
parent should not let a child suffer, which thesaufelt this mother would be doing in
denying her baby the pacifier.

Although the above was a good-natured exchangendttieer did concede and

the nurse’s preference for how to care for the lhabk precedence over her own, even in
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the case of a non-medical decision. Unlike theiargnt Promise had with her nurse over
her baby being given a blanket, this mother rekkote a matter that was also not of a
medical nature. Mothers who were not as stronted/ihs Promise might end up folding
to the wishes of the nurses more often, as the pofitae institution has precedence over
parental authority on virtually all matters whileetbaby is still in the hospital. Yet in

being resolute, Promise was labeled as a troublesbad parent.

Conclusion

In this chapter | talked about parents who weresimtered to be bad parents in the
units. These were the parents who did not fitstiaéf’s conception of what a good parent
was; as | demonstrated, this was a relatively mardea that parents could violate in one
way or another and end up being labeled as bad.

Ultimately staff, in particular nurses, want pasawho will not question them,
who will heed their advice, and who respect thatharity in the hospital. In their role
as protector of the babies, they also want parehtswill put the child’s interests first,
and will not do anything that they feel has theeptial to endanger them.

The parents who struggled the most with the edfe€being labeled bad were the
mothers of NAS babies. Their baby’s diagnosis ghdwvith it a number of other labels
that were difficult for the mothers to shake, irthg mentally ill, selfish, and even loud
and disruptive. The consequences of these labzkhat mothers are not given as many
opportunities to interact with their child, and yhere frequently dismissed when they

have their own ideas about care. Having a drugetsttibaby becomes a master status in
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the NICU, and complicates what is an already chglleg and undesirable experience for
parents even further.

Yet some NAS mothers were able to lose their meg#bel, working especially
hard to prove that despite their problems, theyctmdd be good NICU parents. When
this occurred, everyone benefitted: nurse, motsat,baby. In the time during which |
observed in the NICUs, though, nurses and NAS mstipetting along well was the
exception rather than the rule, despite the fadtsbme NAS mothers seemed to fit the
nurses’ definitions of being good parents. Thesasrnegative experiences with some
NAS mothers led them to label everyone in this grasi bad mothers and view their
actions through this lens. From the perspectili®NAS mothers, though, they are
trying to parent as best they can in circumstatitas as | have discussed, are
challenging for all parents. The additional stigohdheir child’s reason for being in the
NICU, and how this impacts the staff’'s perceptibthese parents, further complicates
the already difficult NICU experience.

Notably, the negative judgment on drug use appgbeddAS mothers only, and not
to the babies’ fathers. There were fewer fathegsgnt in this population, although most
of the time that | observed fathers there it wath@absence of a mother. | do not know
if the fathers were drug abusers or not; this waade no direct impact on the baby’s
health from a physiological point of view, and #fere fathers were not judged as
harshly as mothers. No staff member | observed @waplained about NAS fathers,
although if state intervention was needed, theefathrole and health would be

considered as part of a judgment of his capacifyréeide care in the future.
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The state, through social services, was more liteeiptervene if the staff called a
family to their attention. Although there were sooases in which the hospital was
obligated to inform social services of a baby’'stb{such as when the mother was under
the legal age of consent for sexual relations)gégartment social worker and other
healthcare workers would determine if action nedddak taken in the child’s best
interest. Heimer (1999) discussed how parentsavbdabeled as bad are more likely to
be subject to state involvement, and as Litt (2G0@)ws, a lack of compliance with
certain physician recommendations can be seenghscher abuse. As | discussed in
Chapter 4, if nurses feel parents are good NIC@mtar they are more likely to consider
them good parents in any context. For NAS mothes, are judged as bad parents
before even stepping foot in the NICU, they ars ldly to have the support of the staff
if there is a chance that they may have their lakgn away from them by the state, or if
they might need to fight to prevent this.

Other parents who had not been labeled as badtparere more likely to have
staff support. Keith, whom | quoted above, hacesely ill premature triplets by his high
school aged-girlfriend. One had already been platenedical foster care, and two were
still in the NICU at six months old. Yet | heardrees and the social worker trying to
help him show that he and his girlfriend could bed enough parents to take at least one
of their daughters home, and the staff even offevesipport them in a potential custody
a battle against the triplets’ grandparents. Tieestjon of whether this couple was more
qualified to care for their ill children than a feer drug user was to care for a child who

is healthy is debatable; however, Keith was vecgpéive to the nurses’ advice and
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deferential to all health professionals’ expertiste was not labeled a bad parent, but
NAS mothers were.

Expert parents, on the other hand, were considgreke staff to be bad parents
because they were overly involved with their cldldare. While nurses wanted
interested and concerned parents, they did not thant to feel that their presence on the
unit qualified them as being on par with medicalfpssionals. They wanted parents to
stay away from equipment, and preferred that tihleyadecisions about nearly
everything in the NICU, from care work to medicibe, made by health professionals.
Few parents, according to the staff, were trulylifjad to make medical decisions,
owing to a lack of expertise as well as an inaptiit fully comprehend the potential
severity of health complications. Even parents wieoe health professionals in their
own right were not seen as being fit to do so;lépalneonatologist at NM whom |
interviewed, had given birth to her own twins wieguired a stay in a NICU because of
their prematurity. Yet she told me that she ditlwant them at NM, believing there was
a conflict of interest for them to be hospitalizedher own facility. She wanted them
admitted to a different hospital’s NICU, where stk she could be a mother, not a
doctor.

It bears noting that while some nurses and parhése | observed may have
interacted poorly, most of the nurses displayedrauge affection for the babies in their
care, as Cadge and Catlin (2006) also found. Texg distressed when babies’ health
declined, and would be happy when they achievetsgagh as gaining weight or
breathing on their own. Their judgment of paresgemed to stem from the fact that they

became upset at the notion that the children tlaelydared for so judiciously were going
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home to parents who were not, in their estimatymmg to continue take such good care
of them.

Although they desired autonomy and control in tHEW the most significant
concern on the part of the staff was that pareatsldbe to take healthy babies home.
Suzanne, a respiratory therapist, kept this in nfrioch the beginning of treatment,
stating, “Our whole goal is to get your child hoared you guys happy with them.”
Although they might disagree on the extent of dmiation, nurses and parents could
work together toward the shared goals of gettingdsahealthy and getting them home.
Of course, this collaboration was most often susfcésvhen parents deferred to nurses,
and fit more closely into the health professionalsa of how a parent should act in a
NICU. Once they were labeled as bad parents, ithi@int’'s stay became more

complicated for everyone involved.
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CHAPTER 6: CONCLUSION

In this research, | examined the ways in which smgmificant groups in the
NICU, the parents and nurses, conceptualized idhesls regarding what a good parent
should be in a neonatal intensive care unit. Me@mbgeach group demonstrated
conflicting ideas about the attributes of a gooepas Parents’ and nurses’ notions of
parenting in the NICU varied widely and not typlgah complementary ways, as the
different aspects that influenced each group leditko develop often contradictory
notions of what a good parent is in the contextexfnatal intensive care.

These differences are further highlighted by myguaksion of staff conceptions of
bad parents. Staff members made judgments abattavpood parent should and should
not do, but these judgments were made not soldlyarcontext of parental responsibility.
They were also made with regard to any potenttaligion parental activities could have
into the health professionals’ autonomy on the.uhinically, some parents became
defined as bad when they began to act in waysithather settings, might be considered
hallmarks of good parenting. These ways includadaehstrating comfort in handling a
baby, as well as making decisions about aspeataref

Although neonatology is a relatively new speciattynedicine, it has triggered a
number of relevant discussions in medicine andexw#a Previous research on neonatal
intensive care has focused primarily on bioethimsprporating aspects of sociology
while also contributing to debates in philosophy armology (Lyon 1985; Mesman 2005:
Goldstein and Goldstein 2001). These argumentsalyp consider physiological
guestions such as the point of viability, as welkabjective discussions regarding quality

of life and the sanctity of infancy and childhoadour culture (Frohock 1986; Gortmaker
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and Wise 1997; Rostain 1983Research in the field of nursing has also begun to
consider the position of parents in the NICU, alihio this comes largely from the
nurses’ perspective concerning working with parems$ from the parents’ perspective of
having a child in the unit (Spitzer 2011; Clevel&@d8; Woodroffe 2006; Cescutti-
Butler and Galvin 2003).

There has also been sociological work done on pagesick children in general,
as well as in the setting of intensive care. Has largely focused on the actors and the
potential place of the state on the unit (Grob 20@8ing et al. 2002; Zussman 1992,
Heimer 1999; Siegel et al. 1989). Applying thigafically to the NICU, works have
examined decision making in the unit, social cdntind the dissonance of the
experience when compared to the birth of a healthlgd (Anspach 1993; Heimer and
Staffen 1998; Berkowitz 2005; Guillemin and Holnesir 1986). While parents in the
NICU have been a topic of discussion, this hadydreen from the first-person; parents
have been written about, but their personal expees, and their feelings as patients-by-
proxy in such a daunting environment, have not ieached as deeply. This is one of
the contributions my work makes to the field: ussygbolic interactionism to provide
an in-depth exploration of the experience of bargarent in the NICU, including how
parents reconcile their role and responsibiliteebeé good parents in the context of
having a newborn in the hospital.

At the same time, parents are clearly not the eiggificant actors in the NICU.
As others have discussed (Zussman 1992; Heime$tifitn 1998), nurses are not only
instrumental to the well-being of the patientsha NICU, but are also a fundamental part

of how parents experience the unit. Nurses ath@ffront lines of patient care, and are
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typically the primary contacts NICU parents havéhia unit. Therefore, | also included a
discussion of the nurses’ ideals with regard totvdedines a good parent, as these
judgments impacted many aspects of parenting ilNtia&J.

Further updating the work of Berkowitz (2005), negearch also contributes to
sociological studies on NICU because my project eaglucted so recently, reflecting
the impact of the newest technological innovationshe parental experience. This
includes the increasingly sophisticated medicalggant in the NICU, what this has
meant in terms of pushing the limits of viabilignd also the ability of parents to access
information via the Internet. As | have shown,dlthis plays a part in parental
expectations when a child is in the NICU.

Finally, | believe that by demonstrating the gapanents’ and nurses’ ideas in
the NICU, my research can validate the place ob$agy in discussions of family-
centered care. This approach focuses on the ianpmetof the family in a child’s life
regardless of the extent of medical conditions, acicdhowledges that health care must be
respectful of and reactive to a family’s needs ffiar2003). Although the intensive care
unit can be an overwhelming atmosphere for themarea newborn, many NICUs are
attempting to implement a more collaborative apginda infant care, incorporating all of
the relevant actors in a baby’s life. Yet as ngesrch shows, parents and health
professionals are still in many ways in disagredmoger how to best help an infant, and
are not yet at a point where parents are easggrmated into caregiving for their children,

a fundamental aim of family-centered care
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Good Parents and Bad Parents

In Chapter 3 | addressed the ways in which partapted to the NICU, and how
they began to reconcile how they could be goodrarne that setting. They must take
into account the changed circumstances and resglianging expectations that arise
from having a baby in intensive care. Becausd#i® was institutionalized in a hospital
for the beginning of life, parents needed to finglace for themselves in the highly
medical and technological environment.

One way in which they did this was by medicalizihgmselves, incorporating
medicalization into the parental role by acceptimgnotion that they could help to heal
their baby, not just through care work but by asintaking on responsibilities that they
felt could be beneficial. Mothers were particwaslilling to do this, and were offered
more opportunities to do so, in the form of prorglbreastmilk and performing
kangaroo care.

Many parents were also dependent on medical miofesls, and displayed an
inherent faith in the medicalization of childbidihd child care. This dependence was
encouraged by healthcare workers, particularlyesjras it fostered a greater sense of
professional autonomy among a group that is histtlyi less empowered in the hospital
hierarchy.

Given this, as | discussed in Chapter 4, nursesladd their own conceptions of
what made up a good parent. Deference was a prifactor in this list, even if nurses
were not explicit about this; many would state tihaty believed parents needed to do
what was best for the baby, but then would defm® it part by stating that it meant

listening to the experts, and they would includentkelves in this category. This
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fulfilled a need nurses had to be respected far gkéls and feel powerful on the unit,
but it did not take into account parents who fiedtttheir own opinions should have
weight at least equal to that of the opinions dltieprofessionals where their own child
was concerned. In addition, there were times whemurses’ conception of a good
parent directly contradicted the ideal held by pts®n the units.

With this in mind, in Chapter 5 | discussed howewmurses did not feel that
certain parents were meeting their parametersdmgoa good parent, they labeled them
bad parents. Once this label was attached, itredleverything that the parents did, and
impacted the way that nurses and other staff tethtiem. While this label was often
given to parents who had confidence in their owihtegs to parent while in the NICU,
the larger group subjected to the label and thectfftherein was the mothers of NAS
babies. Regardless of their own skills as paren&sforts in curbing drug abuse, the
circumstances of their child’s NICU placement edrtieem the bad parent label. The
consequences of this informed their experiencierunit with their child, and potentially
impacted when or if they took their baby home. any of these mothers, there was
little if anything that they could do to demonstr#éhhat they could be good parents, even
when by all other measures they met the nursesiiteh of this; their past had more

impact on their experience than their present biehav future plans.

Theoretical Implications
My research draws on several bodies of work, driwemarious theoretical fields.
| examine the autonomy of both parents and nurséeei NICU, taking a Foucauldian

approach to consider the position of nurses irhtispital (Lupton and Fenwick 2001).
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Foucault’'s early works divorce power from the indival, and show how it is instead
inherent in institutions (1977). In this way, thecupation of nursing, rather than the
nurses themselves, is the root of the desire fotraband authority among these staff
members, as they are in a lessened position ihdbgital hierarchy. | demonstrate how
given this, the nurses | observed were particuldrnyen to exert their power over
parents, the outsiders in the hospital with thetlpawer of any group.

As Strauss, et al. (1985) also discuss, nurseeapeansible for the “dirty work”
in hospitals (248). This includes the physicailyydresponsibilities of changing diapers,
cleaning vomit, and drawing blood. While they nsémare these responsibilities with
other nurses in the unit, these tasks are raralgmiaken by other health professionals.
While this may be viewed as part of the divisioriadfor in the unit, it also further
relegates nurses to the bottom of the healthcararthy, contributing to the desire to
assert authority over parents.

At the same time, there are parents who also dasiegree of independence in
how they practice their parenting. While some ptrenay seek out the advice of experts
in raising their child (Hays 1996; Lareau 2003t 2®00), many also value a degree of
autonomy in an individualistic culture. It has bdeund that even in the case of
parenting sick children, most parents over timarasp have greater control in caring for
their own child (Lupton and Fenwick 2001); as | @ahown, some NICU parents feel
the same way.

A study of childbirth must include a discussiortlué professionalization of
medicine; obstetrics is one of the best exampld®uf this has occurred within the

institution. While the development of the spegidlas saved countless lives, reducing
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maternal mortality and contributing to lower ratésnfant mortality, it has also
complicated the experience of childbirth (Starr 298Feminist scholars in particular
have written about the medicalization of pregnaasygontributing to the disembodiment
of women from the natural experience of childbigh,well as how this confounds the
process of becoming a mother (Martin 2001; Bord®3)9

Yet the medicalization of childbirth, and the exd®n of this into neonatal
medicine, can save lives. This not only raisestioes of an ethical nature, but also
makes the place of the parent in the NICU even raoreiguous: a child who
necessitates medical care comes under the autbbhiyalth professionals, while at the
same time leaving the parents unsure of how totnaetgheir role in a hospital setting.
Medicalization and medical experts are essentiiienlNICU; given this, arguments that
postulate that the medicalization of pregnancy@nldibirth is excessive are more
difficult to apply to neonatal medicine.

Additionally, | employed labeling theory to expiahe treatment of certain
parents in the unit. This theory, initially useddemonstrate the impact of stigmatizing
and socially constructing groups as deviant (Goffrh@63), can also explain the effects
of health professionals’ attitudes and opinionthunit. Parents who believed that they
knew what was best for their hospitalized childeviabeled bad parents because they did
not defer to the expertise of health profession8isme questioned the doctors and
nurses on the decisions they made, or declineeadilly accept medical opinions. As
discussed above, this challenged widely acceptadnsoof medical professionalism, and

also threatened the authority of nurses.
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Also labeled as bad parents were mothers who Ulisgdlidrugs at any time
before or during their pregnancy. As a resulthag tirug abuse, or owing to the
methadone some were prescribed to combat a histainug abuse, these women gave
birth to a baby suffering from withdrawal. Althduthere were many parameters parents
had to meet to be considered good parents in tbe @&ythe nurses, the mothers of these
NAS babies were immediately judged as not carirapatheir child, or were seen as
selfishly putting their own needs before that @itlbaby. Drug use in any environment
can be a stigmatizing master status; in the comtieparenting, these women were seen
as not exemplifying the sacrifice and selflessrtleasis broadly considered to be an
important part of motherhood. While virtually alttivities NAS mothers conducted in
the NICU were framed as inappropriate and constasdoeing symbols their bad
parenting, | observed many instances in which methwo did not have a drug history
exercised the same behaviors but were not judggatinely for them. This is in keeping
with Becker’s (1963) ideas regarding how the laideleviant sticks not just to

individuals, but to the behaviors that the indiatlaxhibits.

Methodological Implications
In any research endeavor, a choice must be madegamethodological
approaches, as each has its own costs and bendgisthat a qualitative approach was
the best way to answer my research questions |dmyg avith this approach came
drawbacks. Qualitative methods, though rich iratdleare not particularly generalizable

(Berg 1998) While | conducted fifty interviews and spent over months observing in
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two different facilities, | still cannot consideryfindings generalizable beyond the
settings in which | observed.

Other shortcomings to my sample include diversityhile | incorporated a range
of parents in terms of class (as | defined it),itabstatus, and the reason the baby was in
the NICU, | did not have much racial diversity bagdhe inclusion of Caucasians and
African Americans. | discussed how for the majodat parents (with the exception of
NAS mothers), being a NICU parent was more satiegrt any other sociodemographic
status; while this was true for my sample, grediegrsity may have produced
differences among the racial and ethnic groupdy health professional sample was
even less diverse racially and ethnically, as & majority of health professionals with
whom | spoke identified as non-Hispanic white.

My samples also did not contain many male respaisder his was due in part to
the shortage of males in the NICU in general. theis have found (Deeney et al. 2012;
Berkowitz 2005), there are far more mothers thameis present in neonatal intensive
care units. Additionally, the majority of staff time units at any one time were registered
nurses, over 99% of whom were female in the NIQUs&hich | observed. In six months
in the field, | only saw two male registered nurghere were no male nurse
practitioners, and even other health professiosalsh as speech therapists or physical
therapists, were almost entirely female. As | hanantioned, neonatology is a
subspecialty within the field of obstetrics, an@liso dominated by female physicians
(Sibert 2011). Therefore, both my parent and hgaibfessional samples were

predominantly female.
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Another limitation of my study was that | did rfotlow subjects after they left
the NICU. Although | occasionally inquired abouteve infants had gone when they
were no longer on the unit, | was not always tddtients may have been discharged,
transferred to another unit or hospital, or mayehdsed; | did not always know their
short-term outcomes and could not know their largatoutcomes. This would have
been interesting to study so as to know if there avaorrelation between parents who
were labeled bad and social service interventioto &now the outcomes of babies
whose parents insisted on maintaining a coursaref for which health professionals did
not approve. This is in keeping with a drawbackuwient NICU research in general,
given the long-term effects of hospitalizationsl &reatments are not yet fully known;
the field is new enough that we cannot know fotazerwhat a NICU stay will mean in
the long run for a baby, particularly when it inves$ radical and invasive new
technology.

While there were shortcomings, a benefit of my aede was that | was able to
observe in two different hospitals. This presemtenwith a breadth of issues about
which | could write, particularly as the hospitdiffered in their locations, patient
populations, and treatment specialties. Yet Il céihnot generalize what | found to other
NICUs, nor did | set out to compare the two unitsstead, | found that while the two
hospitals did differ in many ways, many of the ssgonfronted by parents and staff
were pervasive in both sites. Given this, fut@search might examine if similar issues
exist in other critical care units, neonatal orestise.

Having said this, while my project examined inteasare nurseries, the findings

could nonetheless represent broader concerns ygoenson who has a family member in
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a hospital, particularly in a critical care un&s Rier (2000) describes, being a patient in
intensive care is a part of a larger disorientirgegience of critical illness, one which the
patient is often too sick to fully comprehend. §'heans that it is family members who
are aware of the nature of the sickness, the gatierortality, and the circumstances of
the hospitalization. While the caregiving natufe @arent-child relationship lends itself
particularly well to the patient-by-proxy model aibevhich | write, any person with a
loved one in intensive care may also feel this wagardless of the nature of the
relationship.

Additionally, even family members who have medpaiver of attorney are still
at the mercy of the medical team with regard toitfi@mation that is disseminated and
the way choices are framed. As Anspach (1993)enabbut the NICU, members of the
medical team have typically decided on a coursectbn before they present parents
with options regarding how to proceed. This typadivity may surround choices
presented to families in other intensive care yaitsl staff members in these units may
also be as concerned with preserving their ownrewny as those | described in the
NICU. Given this, family-staff relationships initical care units may operate in a similar

way, even outside of neonatal intensive care units.

Future Research Concentrations
The advancements that have been made in neongialggst a few decades have
both come from and led to greater research oni¢le fThere is clearly a place for
additional sociological research on the actorqieNICU, both in how they are impacted

by larger social forces and in how their relatiapstplay out in the unit.
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One area that deserves greater study is the pfdathers in neonatal intensive
care, as Deeney, et al. have stated (2012). ridete to include more fathers in my
research, but as | mentioned above was hinderdidebigct that both NICU settings were
dominated by mothers, with far fewer fathers irattance. Even in the evenings, when
it could be argued that a working father would hengge time to visit his baby, there
were still more mothers present. In more thaninstance, | inquired about interviewing
a father but was unable to because he had corhe twspital on a break from work and
wanted to spend his time there with his baby. Wthis may be representative of the
larger American pattern of greater female involvetwath childcare, it also
demonstrates that there is a need for researdmeamtique role of the father in the
NICU. As I discussed, even fathers who were prteged wanted to be involved with
their child were offered fewer opportunities tosity further complicating their station as
parents on the unit.

Future research can also focus on how to keemisateoth fathers and mothers,
connected to their infants during a child’s NIC@Eyst This is important for fostering a
deeper connection during a time when many pareatsfeel alienated from their baby.
Recent advancements in NICU technology that areaiat doing this include web cams
installed on cribs. Part of a system known as Mieythese allow parents to see their
baby in the hospital bed (Hill 2011). While thized not replace physical contact and the
benefits that this can have for parent and childpes have the potential to keep parents
more connected to their baby, even while they tledwes are not at the hospital.

Unfortunately, even parents who are present ilNiidJ may be separated from

their infant. As | discussed, one of the timeg thes can occur is when mothers who

208



want to obtain the benefits of breastmilk needump while visiting their baby. While
they are praised for providing their baby with theneficial form of nutrition, they are
also compelled to leave the bedside; NICUs protiida quality, effective electric
pumps for mothers, but these are in designated angay from the infants. One of the
stated benefits of breastfeeding is that it catefos close relationship between mother
and child (Stearns 1999); this is something thabgher who needs to leave her baby to
express milk does not have, and could contributeriegative emotional state. Owing to
this, a mother may cease pumping altogether, asheasase of some of the mothers |
interviewed. If NICU mothers are going to be eneged to breastfeed, research and
policy focusing on maintaining the connection betswenother and baby during
pumping, rather than enforcing a separation atttivegt, could help both infants and
mothers.

All of this can contribute to a greater focus amfly-centered care, a relatively
new trend in hospital care that is gaining incnegsicceptance as a fundamental ethic of
NICU and hospital practice in general (Goodingl&(.1; Craft-Rosenberg, Kelley and
Schnoll 2006).Although studies of this have largely been in maldand nursing
literature, the inclusion of diverse family formwarious backgrounds lends itself to a
need for sociological work. Clearly, lines of commication need to be opened between
parents and health care providers, with a partieer@hasis on the nurses who work so
closely with parents and their babies. With thisnind, there were some health care
providers whom | encountered who demonstrated d fogegreater understanding

regarding certain issues, in particular substabocse Better understanding could
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potentially help to diffuse some of the tensionen nurses and NAS mothers, and
make it easier for the groups to work together.

Finally, my findings can also contribute to builgia collaborative, interactive
approach to developing interventions to improvecontes in terms of parental
attachment and adherence to medical recommendatiomisig so can help babies and
their parents, and could also make it easier foemta to negotiate the traumatic

experience of the NICU.

On Researching in a NICU

| became interested in studying neonatal intensare because my niece and
nephew were born prematurely, spending the earhesiths of their lives in a NICU.
Seeing the conflicting ideas there, including thie ¢f the nursing and medical staff
potentially coming at odds with the will of the pats to be involved with their own
child, became evident to me because of this, andedmy interest in studying it.

As a researcher, my interviews with parents anifl \st&xe integral in seeing both
sides of the story. Speaking with a nurse, | ustded her opinion that the resources and
care that were going into a baby born at 23 weeak=® futile, and that the mother had
made her decision to pursue care at all costs wittnoly understanding the
improbability that her child would have any siga#nt quality of life, should she live at
all. But interviewing this mother a few days latiecould not help but sympathize with
the young woman. She had previously lost a premadtaby and just wanted to do

everything should could to save her daughter.
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| spent months in each unit, and over time | dgwetbrelationships with some
parents that went beyond a simple hello; | would#&leed over to see how a baby was
doing, and would be given regular updates on pssyrét was more than mere politeness
when I'd express my pleasure at hearing that a batsybreathing on her own, sucking
from a bottle, or going home after a long stay.

| also became an ally of sorts for the health msifenals. Some were glad | was
doing research in the NICU, and felt it was neeeichprove the experience
(admittedly, these may have been individuals wiiondit fully comprehend what
sociological study entails, and who may have viemedas more aligned with public
health or social work). Nurses in particular weumgoing and friendly toward me, often
pointing out parents whom they thought would bedysabjects and explaining the
science of neonatology in clearer terms for me whead questions.

| must also address an element of my research w4 not able to overlook:
deaths of infants. Although | was only presenttfoo deaths, one at Northeast Memorial
and one at Children’s Urban Hospital, babies delati the units. A death would affect
the staff, who would be noticeably quieter in goaigput their business after it occurred.
Even the deaths of babies who had been very sitlahampact on the environment and
culture of the unit, regardless of whether the mma@dstaff had known it was imminent.

As | discussed, given that | interviewed parenttemthey were still in the unit, |
generally do not know how their baby fared aftexctarge. | did interview one mother
who had given birth prematurely to twins, one ofowhdied. Our interview took place
about a week later, and was understandably the enostional of all of the interviews |

conducted. Yet she was able to complete it, aittisee was glad she had been able to
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talk about it; the therapeutic effect of talkingpabher experience in our interview had
helped her as much as the content had helped me.

| came out of my time in the field with a deeppest for everyone whom |
encountered: doctors who cure, nurses who carenfsawho struggle with the
wrongness of a sick baby, and the babies who endalle Premature and sick babies
test our notions of what life is, and show how jpreaus it can be; they question the
lengths to which humans, aided by technology, ecehshould go to save someone who
should not have been born yet, if at all. The 8gnof life is underscored by the sanctity
of relationships, important throughout the hospitaltt made even more relevant when
medicine may come in the way of the parent-childtrenship—that relationship which
is considered most sacred in our society.

At the same time, it cannot be forgotten that withmedical technology,
relatively simple issues such as a breech birtingir glucose levels might cause great
harm to mother and child alike. Without technologyes of maternal death would still
be high, and many children who are born under agveircumstances today would not
survive to lead the long, healthy lives many caw have. Medicine often operates
under the implicit assumption that technologicatades and scientific breakthroughs
are incontestably beneficial; medical sociologysiioms the impact of science and
technology on human beings. While the NICU cala beonderful and essential part of

modern society, the issues it has generated degebeestudied.
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APPENDIX A
Initial Observation Guide for Intensive Care Nuisgr

Description of the room at the time and where th&eovations rook place
o0 How was crib/bassinet/Isolette personalized/deedtat at all?
o0 What is the general aesthetic of the environment?
Time of day
Subjects observing (parents, health care profealsipdescriptors)
Reason for infant’s time in NICU/health statusimet of observation
Duration of parent’s stay in the NICU
If the parent held the infant, how long was thamftheld for?
Apparent comfort level in holding infant
Daily activities—what was done and who participated (dressing, feeding—
did mother attempt to breastfeed?)
If health professionals were involved in helpinggyd to interact with baby, who
was it and what was their affect in helping?
Interactions (who and what transpired)
Emotional responses
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Final Observation Guide for Intensive Care Nurserie

Hospital
Room in unit
Location in room
Time of day
Subjects observing (parents, health care profealsipdescriptors)
Reason for infant’s time in NICU/health statusimiet of observation (if this is
possible)
Description of bed and technology/equipment

0 Medicine pumps and how many

0 Breathing assistance

o Other machines (describe)
Duration of parent’s stay in the NICU; who else eaamd went
Did parent hold infant?

o If the parent held the infant, how long was theamfheld for?

o Who initiated holding of infant, if this can be as@ined—nurse or

parent?

o If parent asked, how did nurse respond?
Daily activities—what was done and who participated

o Dressing?

o0 Feeding?

o Did mother attempt to breastfeed? Was breastneiikered or used?
If health professionals were involved in helpinggyd to interact with baby, who
was it and what was their affect in helping?
Did parents “ask” to do things with infants, or th@m without asking?
Did nurses limit parent’s time with infants, and@ia reason for doing so?
Do parents ask to see a doctor

o How long does it take for the doctor to arrive?

0 How do nurses react to this request if they hawa lpgoviding

information?

0 Do nurses ask parent if they want to see a doctor?
Interactions (who and what transpired)
Obvious emotional responses
Are parents engaged in activity in the room othantpaying attention to their
baby

o Cell phone usage (talking or texting)

o Taking of photographs

o Reading literature related to NICU

0 Reading books or magazines, non-medical
How aware are parents of what else is going oherréom?

o Other babies

0 Beeping/lights blinking—their baby and/or others
After parent has left or is not in room, do nursesxment about them—to other
health professionals or “to” the baby?
Note tone and language in communication
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APPENDIX B
Initial Interview Guide for Parents

Name

Hospital

Referred to hospital from where
Baby’s name (or babies’ if multiples)
Relationship to baby

agrwnE

NICU experience

Why was [baby] put into the NICU?

7. When did you find out [baby] would have to go itibe NICU? Did you know or
expect this before delivery?

8. What was your initial reaction the first time yaawsyour baby in the NICU?

9. What have you been told about your child’s conditio

10.How often do you visit your baby? (If applicablépw often does [partner] visit?

11.What do you do while you’re visiting? Walk me thgh a typical visit to the
NICU.

12. Are there other things that you would like to da are unable to do?

13.1f not, what gets in the way? Is it someone or stnimg?

14.Do you hold/touch your baby often? Would you wianbave more physical
contact with your baby?

15. Please explain to me, in your own words, your ¢hitdedical condition.

16.Do you know what the equipment/medications thatuaedl for your child are
for?

17.Are you given choices and options in your childese? When something is done
to [babyy], is it discussed with you beforehand?s Hiaything been done that you
did not want done? Has anything been done thatlisbnot really understand?
[probe: Why did you agree to this?]

18.When you are confused about something in the NI@d/Meaby]’s care, do you
ask for clarification?

19.Who do you seek parenting advice from? Who did s@ek it from for your
other children?

20.Have you ever known another parent with a babpéenNICU? Did you
communicate with this person before or after yduldés placement?

21.Which health professionals/hospital personnel hyaehad the most contact with
in your time in the NICU?

22.Can you describe the relationships you have widtifip nurses/doctors/social
workers? [Probe: would you characterize them aslfpositive or bad/negative?]

23.Ask about a particular event if relevant

24.1s there anything else you'd like to say with rebty your NICU experience?

25.Have you attended any support groups or soughhalpyin coping with your
child’s experience?

o

Questions about the Future
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26.Do you know when your child will be going home?

27.Do you believe that your child will need any kinidspecial care when he/she
goes home? Do you have concerns about this?

28.Do you feel prepared to take your child home?

29.Who do you think will be most involved in caring filne baby when you take
him/her home? Are you planning on getting out$idkp in the form of family,
friends, or paid care?

30.Are you aware yet of services that your child igible for? Has anyone been
helping you to learn about services or how to obthem?

Demographic Information

31.How old are you?

32.Do you consider yourself to be Hispanic or Latino?

33.What race do you consider yourself to be?

34.What is the highest level of education that youehattained?

35.Have you had to change your work situation/workesithe since [baby] was
born?

36.Do you have a partner who helped you with your Baby

37.What is his/her name?

38.What is the highest level of education that [paithas obtained?

39.What does [partner] do for a living?

40.Do you have any other children? How old are th&@& you experience
complications when you gave birth to them?
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Final Interview Guide for Parents
NOTE: If parents choose to be interviewed togetregtirect questions to each
parent if one is answering more than the other

Name

Hospital

Referred to hospital from where

Baby’s first name (or babies’ first names if mulkig)
Relationship to baby

agrwnE

Pregnancy
e (probing questions below to be added as neededrdént does not answer
them in the narrative of the pregnancy)
6. Please describe your (or your partner’s) pregnaxpgrience.
7. Would you consider the pregnancy to have beenivelgtuneventful, or
“normal”?
8. Was this your first pregnancy? If not, how manlyestpregnancies have you had,
and what were the outcomes of these?
9. Was there anything notable about this pregnancy?

NICU experience

10.When did you find out [baby] would have to go ithe NICU? Did you know or
expect this before delivery or find out during diiirth?

11.What was your initial reaction the first time yaawsyour baby in the NICU?

12.What have you been told about your child’s conditio

13.Please explain to me, in your own words, your c¢hildedical condition.

14.How often do you visit your baby? (If applicablédw often does [partner] visit?

15.Walk me through a typical visit to the NICU.
Possible probes: What do you do while you're vigjtl

How long do you spend at the NICU in an averdgy?
Do other people typically come with you?

16. Are there other things that you would like to da &re unable to do? If so, what
gets in the way? Is it someone or something?

17.How often do you hold/touch your baby? (Would yeant to have more
physical contact with your baby?)

18.What is the equipment/medications specificallytfat are used for your child?

19. Are you given choices and options in your chilcese? If yes, please describe
some of these. If no, would you want a say in mgklecisions about your baby?

20.When something is done to [baby], is it discussét you beforehand? Has
anything been done that you did not want done? adgthing been done that you
did not really understand? [probe: Why did you agrethis?]

21.Tell me about the last decision that was made albainly]’'s care. How did you
feel about it?

22.Do you have knowledge about [baby] that the meditaf does not that can help
him/her/them get better?

23.Do you feel like visiting [baby] makes a differenaehis/her/their care?
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24.Have you ever known another parent with a babpéenNICU? Did you
communicate with this person before or after yduldés placement?

25.Which health professionals/hospital personnel hyaehad the most contact with
in your time in the NICU?

26.Who gives you updates about your child’s progress?

27.Who tells you about treatments that are adminidterale you are away from the
NICU? Are you ever called at home for permissotréat?

28.Who would you ask for clarification if you were dased about something in the
NICU/with [baby]’s care?

29.Can you describe the relationships you have widtidig nurses/doctors/social
workers? [Probe: would you characterize them aslfpositive or bad/negative?]

30.In what ways do staff members help [baby], you, ymar family?

31.How do you feel about seeing other babies in tHeUWM

32.How do you feel about other parents in the NICUhgeiround/seeing your baby?

33.Who do you seek parenting advice from? Who dids@ek it from for your
other children (if any?)?

34.Have you attended any support groups or soughhalpyin coping with your
child’s experience?

35.Ask about a particular event if relevant

36.Is there anything else you'd like to say with rebtry your NICU experience?
What advice would you have for other parents wheetmbaby in the NICU?

Questions about the Future

37.Do you know when your child will be going home?

38.Do you feel prepared to take your child home?

39. Will your child need any kind of special care whHeishe goes home? Do you
have concerns about this?

40.Who do you think will be most involved in caring fine baby when you take
him/her home? Are you planning on getting out$idip in the form of family,
friends, or paid care?

41.What services is your child is eligible for? Hayane been helping you to learn
about services or how to obtain them?

Demographic Information
42.How old are you?
43.Do you consider yourself to be Hispanic or Latino?
44.What race do you consider yourself to be?
45.What is the highest level of education that youehattained?
46.What do you do for a living?
47.Have you had to change your work situation/workesithe since [baby] was
born?
48.Do you have a partner who helps you with your baby?
49.In what ways does your partner help you or helpyha
50.What is the highest level of education that [paithas obtained?
51.What does [partner] do for a living?
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52.Has [partner] had to change his/her work situatwonk schedule since [baby]
was born?

53.Do you have any other children? How old are th&@& you experience
complications when you gave birth to them?

54.What is your religious preference? Is it Protest@atholic, Jewish, some other
religion, or no religion?

55.How religious (in a traditional sense) are you? Wdo/ou say very, more than a
little, a litter, or not at all?

56.In general, would you say that you have/your farhdg more money than you
need, just enough for your needs, or not enoughetet your needs?

57.Does your child have health insurance? If you,tvdrad?

58.Where is your permanent residence (or approximdualy many miles do you
live from the hospital?) Where are you stayinglevlgour infant(s) is here at the
hospital? Do you have your own transportation?
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APPENDIX C
Initial Interview Guide for Health Professionals

Name

Hospital

Position in the NICU/hospital
Medical training/background

PowpbdPE

NICU Experience

5. How much of your time is spent actualitythe intensive care nursery?

6. Tell me what a typical day is like for you when jr@uon NICU service.

If you have worked in other departments, how doesking in the NICU differ

from your experiences there? [probe: responsaslifamily involvement,

emotional labor]

8. How often do you encounter parents?

9. Do you think parents should have a large role stadial care for their babies?

10.Do you think parents should have a role in makiegiglons about medical care
for their babies?

11.How do you feel about being questioned by parentwlioat is being done to or
with their child?

12.Do you believe that some parents are generallyjeakfied than others,
particularly to care for a sick baby? What do yloiak is the reason for this?

13.How do you feel about the advances in neonatalinarecent decades?

14. Are there elements of neonatal care that you belae excessive?

15.Have you ever been involved with, or been awareades where you feel that
care is pointless?

16. Ask about a particular experience (or present hygtatal)

17.1s there anything else you'd like to say with refar the NICU?

~

Demographic Information
18.How old are you?
19.Do you consider yourself to be Hispanic or Latino?
20.What race do you consider yourself to be?
21.What is your own family situation?
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Final Interview Guide for Health Professionals

1. Name
2. Hospital
3. Position in the NICU/hospital
4. Medical training/background; How long in the NICU
NICU Experience
5. How much of your time is spent actually in the indiwe care nursery?
6. Do you have any follow up once they’re discharged?
7. Do parents ever seek you out, or mostly you theiny types of parents in

particular that you have more involvement with?

8. With which other health professionals do you tyflyjcaommunicate regarding
the patients on your service? [probe: who infoyms of the patient’s state;
whom do you interact with during care] Your takerurses’ involvement?

9. Tell me what a typical day is like for you when jr@uon NICU service.

10.1f you have worked in other departments, how doesking in the NICU differ
from your experiences there? [probe: responsaslifamily involvement,
emotional labor]

11.How often do you encounter parents?

12.How would you describe the “perfect (NICU) parent™?

13.How do the parents you see in the NICU tend to act?

14.Do you think parents should have a large role stadial care for their babies?

15.What role in making decisions about medical cardHeir babies do you feel
parents should have?

16.How do you respond when parents ask you to fuekplain what is being done
to or with their child?

17.From your perspective, how do you see other hgatifessionals interacting with
parents?

18. Are some parents generally less prepared thansytbarticularly to care for a
sick baby? What do you think is the reason faszhi

19.Tell me about a time when you may have sent a hale and felt the family
was not prepared to care for it.

20.How do you feel about the advances in neonatalioaerent decades?

21.What elements of neonatal care do you believearessive, if any?

22.0n my second day observing on a unit, | was thighe after a baby had died.
Everyone told me that this was really unusual; Woidu say that this is true? Do
you see more or less babies die now than in thewdake on the unit?

23.Have you ever been involved with, or been awareages where you feel that
care is not warranted? Please tell me about them.

24.1s there anything else you'd like to say with rebtr the NICU?

Demographic Information

25.How old are you?
26.What is the highest level of education that youehewmpleted?
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27.Do you consider yourself to be Hispanic or Latino?

28.What race do you consider yourself to be?

29. Are you married or single? Do you have any chiidose anyone for whom you're
responsible at home?
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APPENDIX D

Classification of Social Cla¥s

Class A — Upper Middle Class

I: Higher-grade professionals, administrators, affidials; managers
in large industrial establishments; large pietors.

Il: Lower-grade professionals, administrators, affttials; higher-
grade technicians; managers in small industs&blishments;
supervisors of non-manual employees.

Class B — Middle Class

llla: Routine non-manual employees, higher gradegxample,
administration and commerce.

IVa: Small proprietors, artisans, etc., with emplsyee

IVb: Small proprietors, artisans, etc., without eneply.

IVc: Farmers and smallholders; other self-employerkers in
primary production.

Class C: Lower Middle Class / Working Class

[Ilb: Routine, non-manual employees, lower gradeetample, sales
and services.

Vila: Semi- and unskilled manual workers (not in agtiore, etc.)

VIl b: Agricultural and other workers in primary protioa

V: Lower-grade technicians; supervisors of manualkers

Class D: Lower Class
Unemployed or marginally employed.

#As adapted from Berkowitz (2005).
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