The University of Southern Mississippi

The Aquila Digital Community

Dissertations

Spring 5-2009

Stories, Ethics and the Interpretation of Meaning: Bearing Witness
to Mothers' Stories of Their Neonatal Intensive Care Unit
Experience

Angela Chisum Blackburn
University of Southern Mississippi

Follow this and additional works at: https://aquila.usm.edu/dissertations

b Part of the Maternal, Child Health and Neonatal Nursing Commons, Medical Education Commons, and
the Obstetrics and Gynecology Commons

Recommended Citation

Blackburn, Angela Chisum, "Stories, Ethics and the Interpretation of Meaning: Bearing Witness to Mothers'
Stories of Their Neonatal Intensive Care Unit Experience" (2009). Dissertations. 997.
https://aquila.usm.edu/dissertations/997

This Dissertation is brought to you for free and open access by The Aquila Digital Community. It has been accepted
for inclusion in Dissertations by an authorized administrator of The Aquila Digital Community. For more
information, please contact Joshua.Cromwell@usm.edu.















110

the flow of talk from the participants. The goal of narrative interviews is to limit
'interruptions so that the thread of the story is not lost.

The stories are grounded in the participants’ own life worlds or
experiences. The way they see the “truth” of their experiences is enclosed in the
stories. Kvale (1996) noted that the narrative interview is most productive when
the interviewer suppresses his or her own desire to speak and helps participants
to produce spontaneous talk. Kvale (1996) described this type of interview as a
journey in which the interviewer and the interviewee partners travel together, and
where the latter tells the researcher of their ‘lived world’. Participants who chose
to participate were given the opportunity to choose the interview location. These
locations included the participant’s home, the researcher’s home office, a
conference room located at the hospital near the NICU and a coffee shop owned
by one of the participants.

The goal of interpretive inquiry is to discover meaning and achieve
understanding, a longitudinal approach with multiple interviews was preferred in
that they are more likely to elicit private accounts from participants and give the
researcher the opportunity to carefully review the audio taped interview prior to
the next interview. This approach allowed the researcher and participant a
- second chance to make sure that understanding had occurred by revisiting

- issues and discussing new areas that had emerged from interview data vcollected
in previous interviews. Reading the prior interview allowed the researcher to
clarify initial interpretations and thus to ask crucial descriptive questions
overlooked before. Clarifying questions and probes were then used to follow up

" on topics form the prior interview.
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Benner (1994) n‘oted that description is not as easy or straightforward as it
may seem. She encouraged novice researchers to seek critique and review from
experienced researchers, clinicians as well as study participants. Therefore, in
this study, | sought critique and review not only from study participants but also
from experienced reséarchers serving on my dissertation committee as well as
neonatal nurse practitioner colleagues. | also invited review and critique from my
experienced transcriber (Rebekah Young). Rebekah is part of the general
community as well as the research community (she is an experienced
transcriptionist with 'a master’s degr}eejn public health and she is a public health
educator). Rebekah simply stated that my interpretations were reasonably
documented and were logically coherent (based on her listening to audio tapes,
her verbatim transcription and her reading of my interpretations of narrative
excerpts from interview transcripts).

Poland (2001) noted that researchers should not overlook the opportunity
to involve transcribers in the study beyond their function és recorders. After all,
other than interviewers and/or study investigators; transcribers are the only
people to be exposed to the interview in its entirety. In the Brantford ,study, the
transcriber was encouraged to provide feedback (typically in writing at the end of
the interview) about her reactions tovthe interviews—not only its content, but also
her perceptioné of the nature and quality of interactions between in_terviewer apd
interviewee (the time‘ she took to provide her reactions was included as paid
time). The quality of the transcriber's contributions was variable, but it was

frequently found to be useful for researchers. This was particularly helpful when
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the transcribers assessment and those of the researcher were at odds, forcing
the researcher to reexamine assumptions and conclusions about the interview.

All of these people (dissertation committee, transcriber and colleagues)
helped me to uncover blind spots and systematically avoided questions.
Interpretive dialogue began with the first interview so that data collection, inquiry,
and analysis were not separated. The critique and review that | received allowed
me, as a novice researcher, to pursué lines of questioning that were not
genérated by the study itself, ensuring dialogue throughout the process (Benner,
1994).

‘Technique for Eliciting Narratives in Interviews

The purpose of eliciting narratives in the current study was to obtain
qualitative descriptiohs of the NICU mother’s life worlds with respect to
interpretation of their meaning and to better understand the moral concerns
embedded in their stories. The interview approach taken here was a semi-
structured in-depth interview. The researcher used narrative interview techniques
described by Clandinin and Connelly (2000), Kvale (1996), Mishler (1986) and
Wengraf (2001).

The interviews were conducted in ‘a minimally structured manner,
ihﬂuenced by Wengraf's (2001) biographic-narrétive-interpretive method (BNIM),
inviting participants to tell about their NICU experiences. Participants were
encouraged to tell their storiés with minimal interruptions from the researéhér,
largely confining the researcher to asking for participants to elaborate on or

- clarify information. This kind of “narrative” interviewing created an environment
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where participants could structure their own stories and bring up topics in the
order most salient to them (See Appendix N & O). |

The BNIM is a narrative interview design composed of three-subsessions.
The first session began with a single initial question aimed at inducing narrative,
and a particular focus of such a question-part or aII}of the individual’s life story,
their biography (in this case, the aim was to obtain the participant’s namrative of
her NICU experience). Interventions by the interviewer were limited allowing the
participant to take the floor, telling her story with minimal interruption by the
interviewer. For instance, in my first subsession with participants, |
communicated the following: |

| would like for you to tell me the story of your NICU experience, all the

events and experiences that where important to you up until now. Start
wherever you like. Please take the time that you need. I'll listen first, I
won't interrupt, | may take some notes so that | can ask additional
questions after you have finished telling me about your experiences. { will
let yoﬁ know you if the time that we arranged for the interview is running
out.

This initial narration continues until the participant indicates clearly that
they have no more to say; then there will be at least a 15 minute break for the
interviewer to review notes and prepare questions.

Subsession two was scheduled at the participants convénience és neaf tcr
the initial interview as possible. Preferably, subsession two took place within two
weeks of the initial interview. During subsession two, the interviewer asked for

more stories about the topics that were raised in the initial narration, following the
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strict order in which they were raised by the participant and using the words of
the participant in respect to topics. Even so, topics from session one may be
missed or brought up out of order by the participant. The reason remains the
same: The gestalt of the individual being interviewed must not be destroyed by
the intervention of the interviewer. The questions in this phase were strictly for
more story; designed to elicit more narrating about the topics initially raised, in
the order they were raised by the participant. For example, the second
subsession included the following questions to return the participant to narrative
Tell me more about topic X. Please describe the incident/experience of
topic X in terms of time, place, situation, and participants. In the incident
that you spoke about, what was the séquencé of events? What happened
first? What happened next? Then what happened? What finally
happened? What significance did the experience have at the time it was
occurring? What did it mean to you at the time? What significance does
the experiehce have in your life now? Can you give an example of topic
X? Are there any other things you remember happening? Do you
remember or recall anything else? Can you give me ANY example of an
occasion when...? Can you give me any MORE examples of similar
events, incidents at that time/ of that type? Was there some particular
CRUCIAL incident or situation or time that you can recall?
'Immediately following the first two subsessions, | then took privaﬁe time to
complete Self-debrieﬂng or field notes. | used free association, trying to avoid the
tendency to order, organize, or censor anything. For a 30-60 minute period, l

wrote notes in a journal about thoughts that came to mind about the interview.
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Thoughts were then sorted later. The rationale for this debriefing process was
that debriefing notes, field notes or session notes were my record of the interview
experience and what memories, ideas, and thoughts, it stimulated in me as the
researcher. Debriefing notes were vital for the researcher's subsequent analysis
of a particular interview (as well as being of great importance for the professional
development of the researcher). These notes, according to Wengraf (2001),
include material from the researcher’s short-term memory that could be lost as
the researcher talks to people, leaves the interview Iocaﬁon, and does other
things that distract attention away from the interview. According to Wengraf
(2001) there is only one opportunity to get the maXimum benefit and the data
from the interviewer's brain: immediately after the interview before the interviewer
moves on to other activities, or begins to think about other things (Wengraf,
2001). |

The last subsession—subsession three—was always a separate
interview. To prepare for it | completed a preliminary analysis of the material
gathered in subsessions one and two. Qn the basis of that preliminary analysis
and in light of the research purposes and theory questions, | developed a set of
questions which included—but were not restrictéd to— the type of narrative-
pointed questions used in subsession one and two. Subsession three was
comp!etely structured by questions arisir!g_from pre!iminary analysis of the
material from the first two subsessions and the interviewer's concerns which
provided a strong directional flow to the interview. Here any é|uestion waé ésked :

about topics not previously mentioned.
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interview data and were then transcribed verbatim. Debriefing notes
and/or field notes in this case were recorded on paper, not on audio tape.
Analysis was directed toward understanding each participant’s experiences as
perceived by that individual over time as a case, each case was then compared
within and between other cases.

Artifacts from the NICU

Bal (2007), defined narratology as “the theory of narratives, narrative
texts, images, spectacles, events; bultural artifacts that ‘tell a story’ * (p. 3). Bal,
described “narrative text as a iext in which the agent relates (‘tells’) a story in a
particular medium, such as language, imagery, sound, buildings, or a
combination thereof” (p. 5). Bal uses text concepts and artifact interchangeably
(p. 6).

Artifacts, in this study were a rich source of texts and aided in
understanding life in the NICU from a mother’s perspective. These data sources
allowed access to the différentiated particular, helping me as the researcher and
reader to understand the complexities of the participants pastvexperience. By
combining the participants’ verbal stories with stories represented in other data
sources, i.e. artifacts, a relation of staggered and 6ver|apping narratives was
created. This perspective allowed fdr a multifaceted, complex view of past
~ experience (Fleming, Riegle & Fryer, 2007, pp. §2-83)‘. i |

Non-discursive, aesthetic forms of expression such as artifaCts, journails,
photography, art, poétry and memorabilia assisted mothers to find meaning from
their NICU experience and may have helped them to cope with diversity of

experience (Baldwin, 2005, p. 1026; Clandinin & Connelly, 2000; Radley, 1999).
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Artistic expression also provided the participant mothers’ wi‘th an additional
means of telling their story. However, it did require that | remained sensitive to
the narrative features of such media.

The language of arts in narrative inquiry has been described by Mello
(2007). She suggests that art can be used at the beginning of research to
encourage storytelling and reflection or it can be used as a tool to make sense of
the stories told as well as to construct a research text (Mello, 2007).
Photographs, for instance, often provide a visual narrative and can be used as
tools to begin storytelling and its meaning-making process. POetry may also be
collected, as it may offer a space for sharing experiences and reflections. Short
stories may also be included as they may provide an analogy to reflect on
personal difficulties. The novel may also be an artistic tool by allowing inward and
outward reflective movement. Letters and journal entries informed the current
narrative inquiry by emphasizing the dialogic relationships that exists between
mother and child or mother and nurse. Journal entries and letters illuminated
themes that individuals considered important.. |

In this study, it was noted that narratives were slightly altered in different
media to protect the identities of participants’ but included actual obserQations,
diagnoses, interventions, and interpretations made by physicians or healthcare
professionals about the infant‘ in‘ the NICU. VFor example, one of the participant
mothers in this study rﬁaintairied three separate journals, each with different
purposes. She had 6ne journél that she would write in whilé ih the NICU about
her true feelings and reactions to her experiences. Even though she did not

share the information contained in that journal with me, she indicated that there
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were thoughts in that journal that were just too painful to share with others but
she found it helprI to write them down.

She had a second journal that she kept for her baby. In that journal, the
focus was the baby'’s life story. She outlined the daily happenings in the NICU.
She kept track of the baby’s weight, progress, and setbacks. She wrote letters
and notes of encouragement to her baby. She told him about all the people that
loved and cared for him while he was in the NICU.

In a third online public}journal site, she posted progress reports for other
family members and friends who wanted to keep track of the baby’s progress but
who did not have access to the NICU. The participant noted that in this online
public journal, she tried to remain positive. She did not want others to be worried
about her, but wanted their attention to be focused on the baby. She also wanted
~ to protect her loved ones from the emotional roliercoaster of the NICU that she
was experiencing.

In addition to journal entries, this participant mother posted a photographic
diary documenting her baby’s journey through the NICU. Friends and family then
had the opportunity to respond by posting words of encouragement and prayer to
both mother and baby on the website.

According to Mello (2007), the arts can inform_ a study by using creative
research texts préser_!tatic?n as part of the analysis, during the transition from field
texts to research texts, and as a way of informing the meaning made, and be
considered as art-informed narrative inquiry (Mello, 2007, p. 214). Narrative
inquiry can also be considered arts-based and arts-informed simultaneously.

Mello (2007), noted that there is no need to follow an either/or path. Using art in
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narrative inquiry has to do with empowering researchers and participants, inviting
readers to make their own conclusions, supporting construction of personal
knowledge, and honoring multiple perspectives.

Following interviews with the participants, time was reserved for
participants to share and explain artifacts such as photographs, video’s, poetry,
art, journals, memorabilia, etc. collected from their NICU experience. Multiple
data sources and contexts were preferred in order to create a more naturalistic
account and to prevent an overly narrow perspective of the situation (Benner,
1994, p. 118), Hearing only a single story or synthesis may make reconstruction
difficult. Understanding was aided through access to multiple experiences and
personal stories told by participant mothers’ over time (Fleming, Riegle, & Fryer,
2007, pp. 82-83). These data sources were also included in the analysis and
results.

Reflexivity

The interview process that took place in this study was reflexive in the
sense that it engaged participants in a collaborative process. The researcher in
this situation treated the participant as expert, with the task being to effect .
change in the researcher’s understanding of the phenomenon of interest. Above
all, this interpersonal relationship required that the researcher be a good
container, in other words, that | I‘istened empathetically but without judgment,
feeling from within the participant's emotional space. in so doing, the task of the
researcher in the data-gathering phase was to explore and clafify the personal
meanings of the participant’s experience based on new insights (Denzin &

Lincoln, 2003; Josselson, 2007).
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However, the task in the report phase was to present conceptual
implications of these meanings to both the academic and healthcare community.
Thus, at the level of the report, the researcher and the participant had different
end goals. That meant that there was a division between the personal story told
by the participant and the narative that exemplified something of theoretical
interest created by the researcher (Josselson, 2007).

Insights from Josselson (2007) were followed to approach the participants
in the most ethical way. | explained at the close of the interview that what was
written about the interview would depend on the general conclusions that were
made of the entire group. What was written about a particular individual may not
feel to them as though it was fully about them. Certain themes were highlighted
to make a point and names and places were disguised so that individuals were
not recognized in order to protect their anonymity (Josseison, 2007).

Ending the Interview

- Ethical considerations vrere as important at the end of the interview as at
the beginning. This was particularly true, when participants had just exposed
‘important aspects of their lives and may have felt a close connection to the
researcher. Therefore, it was important for both researcher and participant to
voice how they felt about the experience and to note the meaningfulness of the
relationship and the knowledge generated from the research process. As the
ihtewiew ended, | invited participants to reflect on the experience as a way of
bringing the process to a close by askihgv“How was this experience for you?”.
Regretfully, this discussion was not audio taped. In future studies, | would

recommend including this time of reflection while the audio tape is running.
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| also remained alert to signs of hesitation or discomfort on the side of the
participant and was ready to empathetically process or clarify any ways the
participant may have felt distressed by the interview (“That must have been very
difficult for you;” or “How painful that must have been for you.”). | also invited the
participant to ask whatever questions she had for me (“What questions do you
have for me as we end our time together?).

As the interview relationship came to a close, | gently and clearly
reemphasized my role. For example, “As you recall, when we began this
research process together, | explained that my role was that of a researcher-
investigator and that of a nursing scholar reporting to the academic and clinical
nursing community about what | had learned. If you are having feelings of
distress following our interviews, or if our interviews caused painful memories to
resurface and you feel that you are in need of a professionally trained therapist or
counselor, | will be happy to assist you in finding resources available to you in
your local community.” Participants were then provided with my contact_
information and referred back to the handouts that were included in their
research materials. |

Analysis of Findings

I conducted three interviews with each of the four participants for a total of-
12 interviews lasting one to three hours in length. Each interview was audio
taped and later transcribed verbatim by an experienced transcriptioﬁiéf. | élso,
listened to the original audio taped interviews and compared the audio-recording

with the written transcription of the interviews on muitiple occasions. The purpose
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of this study was to better understand the stories told by mothers who had the
experience of havihg an infant the NICU.

In order to identify sections of the transcription for closer examination, |
looked for a working definition of “narrative” that would help me to separate the
narratives from other forms of discourse that might appear in the transcriptions,
such as arguments and question and answer exchanges (Riessman & Quinney,
2005). As noted previously, for some purposes, “narrative” is an inclusion
category and “story” is restricted to texts that have characters, events;
complications, and consequences (Coffey &vAtkinson, 1996). Alternatively,
narratives are considered as synonymous with stories, as oral or written versions
of persenal experience that people use in social situations to convince the
listener that something actually happened (Riessman, 1997). Riessman (2003)
made a further distinction by using the term “personal narratives” to describe
discrete stories restricted to answers to single questions. In the present study, |
did not make these distinctions and considered the terms synonymous. |

_frequently interchanged the terms narrative, story and personal narrative.

Sometimes the decision was clear about which segments of the interviews
represented narratives. The participant signaled when a story began and when it
ended by using entrance and exit talk. In some instances, a particular story was
triggered by something that proceeded it or something in cenversation that
reminded the participant of a story, which did not seem to relate topically with the
talk in progress. Frequently, when completing the story, the participant searched

for a response or confirmation from me. Other narrative segments were not so
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clearly bounded ahd | selected segments based on my theoretical interests
(Riessman, 2003).

No standard method was applied in analyzing the identified narratives;
rather, a variety of approaches drawn from the works of several authors (Charon,
2006; Clandinin, 2007; Frank, 1995; Kvale, 1996; Lieblich, 1998; Poirier &
Ayers,1997; Riessman, 1993) contributed to the study. The goal was to bring out
the meaning of the stories told by mothers in semi-structured in-depfh interviews
and in the artifacts collected from their NICU experience. The primary task with
the variety of approaches was to decipher meanings and moral concerns
inherent in the data and render them in a form consistent with the research
questions. How this process transpired represents the art of this kind of work.
Whether doing thematic analysis, or reading data for holistic content (shared
story types), or a combination of these approaches, collaborative and
participatory research approaches helped the researcher investigate the data
using multiple analytic methods.

In using all methods, narrative analysis required multiple readings. |
invited other readers (dissertation committee members, transcriptionist and
clinical colleagues) to review the empirical data to open up multiple perspectives
and provide additional viewpoints and inferpretation_s. The researcher also
sought te create an environment in which collaborators felt that their perspective
was genuinely valued and respected. Research participants were also given
opportunities to clarify, react, and respond to the reeearchers’ interpretations

(Josselson & Lieblich, 2003; Patton, 2002).
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In the following section, | examine several approaches to working with

personal narratives that were identified in the literature and selected strategies to

identify and manage the narrative data that seemed effective when | applied

them to my study. My overall approach was holistic so | first examined each

participant’s story in its entirety. When | looked at sections of the participants’

narrative text, | considered them in the context of the other parts of the narrative.

Holistic-Centered Content Perspective

Analysis of interview transcripts obtained in the current study began by

following Lieblich (1998) proposed process for reading narratives for content in a

holistic manner:

1.

Read the material several times until a pattern emerges, the
significance depends on the entire story and its content.

Write down the initial and global impression noting exceptions to the
general impression as well as unusual features including
contradictions and unfinished descriptions, episodes that seem
disturbing to the teller, episodes that produce disharmony in the story.

Decide on the foci of content or themes to follow from beginning to
end, foci are often distinguished by their repetitive nature and the
number of details the teller provides about it, however omissions of
some aspects in the story, or a very brief reference to a subject can
sometimes also be interpreted as indicating the focal significance of
the topic.

Using colored markers (following the method applied by Brown, 1988),
mark the various narrative features and transcendent themes in the
story, reading separately and repeatedly for each one.

Keep track of results in several ways: follow ®ach theme throughout
the story and note the conclusions. Become aware of where a theme
appears for the first and last times, the transitions between themes, the
context for each one, and their relative salience in the text. Be aware of
episodes that seem to contradict the theme in terms of content, mood,
or evaluation of the teller (pp. 62-63).
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Structural and Functional Analysis

Next, interview transcripts were read for their structure and function.
Riessman (1993) preferred this approach because it avoided the researcher’s
tendency to read a narrative simply for content, and the equally dangerous
tendency to read it as evidence of prior theory. She recommended beginning with
the structure of narrative, asking the following questions: How is it organized?
Why does an informant develop her tale this way in conversation with this
listener?

Riessman (1993) suggested starting from the inside, from the meanings
encoded in the form of the talk, and expanding outward, identifying for example,
underlying propositions that make the talk sensible, including what is taken for
granted by speéker and listener. This strategy priviléges the teller’s experience,
but interpretation cannot be avoided (p. 61).

Individual narratives, according to Riessman (1993) are situated in
‘particular interactions but also in social, cultural, and institutional discourses,
which must be brought to bear to interpret them. She noted that investigators
should not bypass difficult issues of power. Whose voice is represented in the
final product? How open is the text to other readings? How is the researcher
situated in the personal narratives that were collected and analyzed? It is
essential, in Riessman'’s view, to open up thése interpretiye issues for readers to
see.

There are a wide variety of definitions of what constitutes a narrative and

an equally wide variety of approaches to the structural and functional analysis of
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narratives. | followed the guidelines outlined in three traditional approaches
(Labov,v 1972, 1997; Gee, 2005; Riessman, 1993, 2008) to review transcripts.

Storytelling typically involved an extended account, which was longer than
exchanges in most interactive conversation. When | first met with each
participant, | made the following statement to encourage storytelling:

| would like for you to tell me the story of your NICU experience, all the

events and experiences that where important to you up until now. Start

wherever you like. Please take the time that you need. I'll listen first, |
won't interrupt, | may take some notes so that | can ask additional
questions after you have finished telling me about your experiences. | will
let you know you if the time that we arranged for the interview is running
out.

Although the participants responded to the statement that | posed, they
often offered sections of talk that were fragmented and showed a degree of
decontextualization. If | had reduced these narratives to fragments that were out
of context, | might have missed crucial interpretive understandings (Riessman,
1997). Therefore, | tried to retain the context as | reviewed the transcribed
versions of the interviews and listened to the original audio recording several
times before selecting large porticins for further examination. These transcriptions
included subtle feati.ires. of discqurse,ﬂ such as breath intakes, non-exical sounds
(uh-huh), verbal emphasis (words in capitals), pauses, and word repetitions
(Riessman, 1993). | identified the narrative segments that | planned to examine
in more detail by looking for two types of narrative structure: core narratives and

poetic structures. When | identified a segment from the interview data that
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appeared to be one of these two narrative structures, | bracketed it for re-

transcription.
Core Narratives

The first step taken in the structural and functional analysis was to
consider the stories that followed the temporal ordering of the action; that is,
there was a sequence based on linear time and shaped around characters,
setting, and plots. Here, | located certain narratives that had structural features
such as abstract, orientation, complicating action, evaluation, and resolution and
coda (Labov, 1982; Labov & Waletzky, 1997) and reduced the transcriptions to
core narratives (Riessman, 1993).

Poetic Structures

The second step taken in the structural and functional analysis was to look
at narratives using Riessman’s (1993) technique (adapted from Gee) of creating
poetic structures to find meaning. Gee (2005) described another way to analyze
interview text structurally. He noted that each line of a transcript represents a
tone unit, that is, a set of wOrds said with one un‘iform intonational contour that is,
said as if they “go together” (p. 107). He then organized the text into “sfanzas,” a
language unit that he described as “clumps” of tone units »that deal with a unitary
topic, event, image, perspective, or theme, and which appear to have been‘
placed together (p. 128). | | ) -

Each stanza is a group of lines about one important event, happening or
state of affairs, at one time and blace, or it is focused on a specific character,
theme, image, topic, or perspective. When time, place, character, event, or

perspective changes, we get a new stanza. Gee (2005) uses the term “stanza”
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because these units are somewhat like stanzas in poetry. According to Gee
(2005) stanzas represent a piece of the larger organization of a story (p. 128).
For example, the setting of a mother’s story is just one piece of the larger
narrative. Finally, | identified thé narrative themes that | thought represented and
encapsulated important narrative features.
Five Narrative Features and Transcendent Themes

In chapter one, | briefly mentioned the five narrative features-temporality,
singularity, causality/contingency, intersubjectivity, and ethicality that Charon
(2006) called the “bedrock aspects of narrative practice” (p. 39). In this section, |
elaborate on each to describe how | examined the narratives in this study for
these features as the final step in the analysis.

Causality/Contingency

By definition, a narrative has a plot or emplotmént, that is, it is organized

by a series of separate events or states of affairs that come together with a
meaningful causal relationship tying the events tdgether. The storyteller offers
interconnectedness and intention by their creative placement of the narrative
elements—incidents, episodes, and actions. Chambers and Montgomery (2002)
described the emplotment in bioethics as follows, “Plot is meéning. Plot shapes a
story to represent the significance of its events and to reveal their meaning for
the teller and (the teller hopes) the Ii}steners." (p. 81). | | |

| Depending on the storyteller's point of view, i'ntention, and stance, the
same set of events can be “told into” different plots. New events may be
discovered or discerned, and old ones may be given a new causal or temporal -

construction.
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The NICU is full of events that are random, unpredictable, unexplainable,
and unknowable. Emplotment may help the mother to address her experiences
with the unknown, to conquer her fears, to brave predicaments in which she finds
herself. The future that she had imagined for herself and her child may be
suddenly changed by the NICU experience. Suddenly her future is unknown, but
as this mother waits, she may form stories in an attempt to make sense of the
unknowable, to create order from the chaos and to create a new outlook for the
future.

Narrative emplotment celebrates uniqueness and respects the unity of
events while representing it. As Charon and Montelio (2002) suggests, “it is only
when human representations frame events or states of affairs that beginnings,
middles, and ends are mapped and measured and that meanings emerge from
them” (p. 50).

Charon noted that clinical practice is consumed with emplotment.
Diagnosis itsélf is the effort to impose a plot onto seerhingly disconnected events
or states of affairs. She explains that healthcare practitioners test one diagnostic
algorithm after another—and the more seasoned we get, the more automatically
and unconsciously this prdcess occurs—in the effort to categorize this set of
events, in the effort to emplot it (p. 50). The plots created in the NICU are very
~ often about endings. “They point to human _ends,‘vboth p_éltien_ts and their
practitioners use emplotments to understand or imagine the vectors of life, the
plottedness of life, the inevitability of death, and the narrative connections among
us all” (p. 51). Reading narrative for causality/contingency may help answer the

following questions: What does the story reveal about the mothers’ search for
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meaning? How are events arranged? How is the beginning, middle and ending
arranged?
Temporality

In his comprehensive Time and Narrative, philosopher Ricoeur (1984)
asserts that there is a correlation between the activity of narrating a story and the
temporal character of human experience. Putting it another way, Ricoeur
suggests that, “time béoomes human to the extent that it is articulated through a
narrative mode, and narrative attains its full meaning when it becomes a
condition of temporal existence” (p. 52).

Narratives, as Charon (2006) suggests, “teach us where we come from
and where we are going, allowing us to understand the meanings of our own
lives... We attempt to understand time as it passes, time as it stamps us, time as
we waste it and use it and live through and beyond it, and it is through narrative
thought that humans are able tb come to at least provisional aqcord with the
relentiess and merciful passage of time” (p. 42). In this sense, “temporality is-
subjective time as opposed to clock time or objective time... Lived time is the time
that appears to speed up when we enjoy ourselves, or slow down when we feel
bored or anxious” (Van Manen, 1990, p. 104).

The following questions about time may help the researcher to better
understand time as experienced by mothers in the NICU: How do mothers’
experience time? What is the temporal scaffolding of mothers’ narratives? What

is the verb tense? What does an hour, a day, a week, a month in the NICU feel

like?
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Singularity

According to Charon (2006), “what distinguishes narrative knowledge from
universal or scientific knowledge is its ability to capture the singular, irreplicable,
or incommensurable” (p. 45). Nursing’s impulse to be scientific leading toward
replicability and universality has muted our realization of the singularity and
creativity of our acts of observation' and description. |

When mothers in the NICU complain that they are treated like numbers or
items, they are voicing their concerns about their singularity being undervalued. It
is through narratives that patients can attempt to take back their singularity, their
subjectivity. Understanding a mother’s personal situation is most essential to the
nurse knowing and understanding the meaning of health in terms of individual
well-being. If nursing care is to be more than habitual or mechanical, the capacity
to perceive and interpret the subjective experiences of others and to
imaginatively project the effects of nursing actions on their vlives becomes
necessary (Carper, 1978, p. 22). When reading a text for singularity, one can
answer the following questio'ns: What are the individual stories told by mothers?
How is the mother’s story unique?
Intersubjectivity

Charon (2006) described “Intersubjectivity as the situation that occurs
wnen tyvo subjects, or two authentic selves meet” (p. 51). Wé exist within a web
of relationships. “This relationship has cognitive, perceptual and ontological |
aspects” (51). “It follows that narrative acts build relationships as they convey

- information, emotion, and mood” (p. 52).
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“Writing, or telling, gives a speaker the authority and the opportunity to
reveal the self. Reading, or listening, requires an equally perilous and daring
ability to acknowledge another self, to open oneself to being penetrated by
another” (Charon, 2006, p. 53). The relation is one of reciprocity.

Watson (2003) noted that

the task of nursing and health and healing is related to the very nature of

our shared humanity... When working with others during times of despair,

vulnerability, and unknowns, we are challenged to leam again, to
reexamine our own meaning of life and death. As we do so, we engage in

a more authentic process to cultivate and sustain caring, healing practices

for self and others. Such care and practices elicit and call upon profound

wisdom and understanding, beyond knowledge, that touch and draw upon

the human heart and soul. (pp. 197-198)

Charon (2006) insists that “our intimacy with patients is based

predominantly on listening to what they tell us, and our trustworthiness toward
them is demonstrated in the seriousness and duty with which we listen to what
they entrust to us” (p. 563). The relationship between healthcare providers and
their patients is based on a complex text that encompasses words, silences,
. physical ﬁndings, pictures, measurements of substances in the body and
appearances. Therefore, Charon aqded, our “trahsformative intersubjective
connections among relative strangers can be fused and nourished by words” (p.
54).

Charon (2006) noted that it is important for healthcare practitioners to

recognize that our responsibility toward our patients requires being a “dutiful and
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»skillful reader” of patients in our care (p. 54). The intersubjective meetings that
occur in the NICU between relative strangers, are replete with the occasions of
great personal discoveries. These meetings according to Charon, “are
therapeutic to the extent that they enable one person to tell while the other
person listens, and to tell and therefore to know of ‘what’s meaningful to her right
now™ (p. 55).

Reading a narrative for intersubjectivity can help the narrative researcher
answer the following questions: How did we get here together? What are the
desired expectations? What is the basis of trust? How might mothers’ stories
promote dialogue among healthcare providers in order to preserve and extend
responsiveness, care, comfort, safety, hope, and opportunity for mothers’ and
their ill infants in the NICU and beyond?

Ethicality

Newton (1995) suggests that “a narrative is ethics in the sense of the
mediating and authorial role each takes up toward another's Story... storytelling
lays claims upon all its participahts, those circumscribed within the narrative as
well as those...witnesses and ethical co-creators from without—its readers” (p.
48). According to Charon (2006), “the receiver of another's narrative owes
something to the teller by virtue, now of knowing it” (p. 55). This is according to
Charon “the intersubjective bridge to narrative’s ethics” (p. 55).

Charon explained that “beyond themintersubjective bridge of nérraﬁvé
ethics, we enter the ethical dimensions of stories” (p. 55). “Stories allow us to
‘ confroht valuable aspects of human moral experience by representing particular

events, characters, obligations, rights, and wrongs in language, stories display
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for readers varieties of ways in which to consider what one “ought’ to do or how
one might judge the actions of others. The problem lies in knowing how to judge
things and this is a problem that narrative’s ethical visions help us answer” (p. |
56).

Vitz (1990) noted that “one may view narratives as the laboratory of moral
life...moral life is far more than abstract dilemmas and propositions. It is
narratives that provide an almost endless detailed and lifelike description of the
moral dilemmas people actually experience” (p. 718).

Reading stories for ethicality may help to answer the following questions:
What does the story deem to be the right way to live? What does the writer or the
teller deem to be the right way to live? What are the issues in the story that
depict moral concerns? What aspects of the story represent concerns about
public and private life, justice, goodness, friendship, fidelity, love? How should
one act in such a world? What are the differences between the author’s moral
vision and the reader’s own moral vision? How might mothers’ stories help shape
the practice of nurses and healthcare providers in ways that are respectful of the
possibilities that their stories disclose? |

Charon (2006) insists that

Narrative ethics exposes the fundamentally moral undertaking of

selecting wprds_ to represent what before the words were chosen was

formless and therefore invisible and unhearable. It is the very act of fitting
language to the thoughts and perceptions and sensations within the teller
so as to let another ‘in on it' (that other, the listener or the reader, now

“bound intersubjectively if, indeed, authentic contact is made) that
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constitutes the morél act. The telling exposes the moral freight of the

story (along with, of course, its aesthetic freight, its psychological freight,

its freight of delight) not only to the ’Iight of day but also to the lights

of others. (p. 56)

Charon (2006) asserts that, the combination of the need to know with the
duties incurred by virtue of knowing defines an ethical refation. In other words,
the listener/reader does not remain untouched through the act of
listening/reading but rather becomes open to fundamental transformation by
virtue of having listened/read (p. 56).

Charon (2006), insists that “the five features of narrative are not isolated
one from the other. Instead they arise in congress, intertwining, emboldening one
another as the reader and writer try in unison to find meaning in the words. Like
any organic whole, the narrative is made up of its conceptually separable ‘organ
systems,’ but in its living whole, the narrative combines these elements, and life
is breathed into static words and forms” (p. 59).

Returning to the Hermeneutic Spiral

To put my data analysis process into perspective, | will once again return
to Kvale (1996) who noted that interpretation of meaning is characterized by a
hermeneutical circle or spiral. The understanding of an interview text or in this
case an artifact collected during a»motrh‘er‘s NICU experience takes place through
a process in which the meaning of separate parts of the story are determined by
the global meaning of the whole story.

Analysis in this sense, takes on a back'and forth process between the

parts and the whole. This may mean that in the beginning there is a vague and
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intuitive understanding of the data as a whole, its different parts are interpreted,
and out of these interpretations the parts are again related to the whole. In this
hermeneutic tradition of understanding, Kvale (1996) noted that circularity is not
viewed as a “vicious circle,” but rather implies possibility of a continuously
deepened understanding of meaning (p. 48). |

By utilizing the techniques described in this chapter, my goal was to read
an interview through first to get at the more or less general meaning. Then | went
back to certain themes and special expressions and attempted to develop their
meaning, then again retured to the more global meaning of the interview or
story of the mother’s shared artifact in light of the deepenéd meanings of the
parts. This process continued until the meanings of the different parts made
sensible patterns and entered into a coherent whole.

Construction of Validity

In this section, | will describe the various ways that | integrated validation
techniques into the craftsmanship of this research study. Validation according to
- Kvale (1996) depends on the quality of craftsmanship during the investigation,
continually checking, questioning, and theoretically interpreting findings. One way
to validate findings is to adopt a critical outlook on the analysis with continual
checks on the persuasiveness and plausibility of thg narrative, correspondence
with participants, coherence and pragmatic use of the findings.
Persuasiveness and Plausibility Criterion

“Artistic works need to be plausible and persuasive so that the viewer and
reader will have a faithful portrait of thevmea‘ning the ‘artist’ wants to create”

(Holloway & Freshwater, 2007, p.110). In writing persuasively, the reader
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experiences “being there”. The concept of verisimilitude, a literary term, captures
this thinking (Richardson, 1994, p. 521).

Creswell (2007) noted that the narrative researcher should aim to write
their stories and findings in ways that are clear, engaging, and full of unexpected
ideas (p. 40). The story and findings become believable and realistic, accurately
reflecting all the complexities that exist in real life (Creswell, 2007, p. 46).

Riessman (1993) noted that persuasiveness is greatest when theoretical
claims are supported with evidence from participants’ accounts and when
alternative interpretations of the data are considered. This criterion forces us to
document interpretive statements for the benefit of skeptical outsiders (p. 65-66).
If this is successful, the research has credibility and fidelity.

Correspondence Criterion

In narrative research trustworthiness and credibility can be increased
through correspondence with participants. Riessman (1993) refers to
correspondence as the degree to which the participants have been fully involved
in the research process and have had the opportunity to reflect on and comment
on their story as retold by the narrative researcher. Any changes, concerns, or
objections simply become part of the story of the research and can be included in
the narrative, with review again by participants. This process is called “member
checking” (Lincoln & Guba, 1985)1 'i'he intent of member checking is to increase
the credibility of the resulting research report by involving the participants
throughout the research process (Lincoln & Guba, 1985, p. 314). | invited
participants to review their transcripts and my identification of core story types

and themes as well as my interpretations. Three participants chose to participate
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in this process, and those three participants confirmed my interpretations of the
data. | also invited transcriptionist (Rebekah Young) to participate in this process
because she had transcribed interview transcripts verbatim. She also confirmed
my interpretation of findings. | also shared study findings and communications
with participénts with my dissertation chair (Dr, Karen Saucier Lundy) and she
also confirmed my interpretation of findings.
Coherence Criterion

Coherence refers to the way different parts of the interpretation create a
complete and meaningful picture (Lieblich, Tuval-Mashiach & Zilber, 1998, p.
173). There »are three levels of coherence according to Riessman (1993). Global
coherence refers to the overall goals a narrator is trying to accomplish by
speaking. Fer example, the global goal in developing an account (speaking) is to
describe the stories of mothers who have experienced having a child in the NICU
and to describe their dominant moral concerns. Local coherence is. what a
narrator is trying to effect in the harrative itself, such as the use of linguistic
devices to relate events to one another. Thematic coherence is evident in
portions of interview text about particular themes. For example, individuals
developed their narratives around a set of common themes which figured
importantly and repeatedly in their narratives (Riessman, 1993, p. 67). |

According to Riessman (1 993)», the three levels of coherence may offer
different perspectives on the same discourse problem, whereas at other times
they reinforce the' same perspective. But, if an utterance is shoWn to be
understandable in terms of the three kinds of coherence, the interpretatibn is

strengthened” (p. 67). In this study, a multi-level analysis yielded story types as
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well as narrative features and transcendent themes in order to illuminate the
complex and richness of findings. Global coherence was identified in the three
narrative types identified as enchantment, disenchantment and re-enchantment
stories. Local coherence was identified with the use of structural analysis
identifying how each participant used linguistic devices to relate events to one
another. Thematic coherence was identified in the common themes that
participants identified in their stories. As was noted in this study, different levels
of coherence offered different participant perspectives and aiso reinforcéd
commonalities between participant narratives and themes strengthening the
interpretation of data.
Pragmatic Use Cnterion

Pragmatic use refers to the extent to which a particular study becomes the
basis for others’ work. The current study provides an audit trail, including the
following information, to make it possible for others to determine the
trustworthiness of the work: (a) clearly identifying the research questions,' (b)
disclosing where the research data will come frbm, for example, first-person
accbunts obtained in namrative interviews and from énifacts, (c) identifying and
describing steps in the analysis of the data, (d) describing how the interpretations
were produced, (e) specifying how successive transformations of the data were
gccqmplished, ® att_ending to the issue of voice in the re-storying and re-
presentation of the narrative by clearly indicating who the narrator is —the
researcher, the participant, both in sequential form, both ih bomposite form, or

both as interpreted and re-storied by the researcher, and (g) making primary data
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available to other researchers with the consent of the participants (Riessman,
1993, Duffy, 2007). |
Risks, Cautions and Usee of Storytelling

Individuals are motivated to tell stories for a variety of reasons. However,
the researcher should bear in mind the risks associated with storytelling.
Holloway & Freshwater (2007) caution that the “sensitive and often intimate
nature of the researcher-participant relationship, along with the personal and
often complex data collected require that the narrative researcher pay specific
attention to ways in which the relationship and findings could be exploited” (p.
60). In short, the researcher is affected by the participant's stories as the
participants are affected and influenced by the researcher. In this relationship it is
important that the narrative researcher provide oppertunities for meaningful and
ethical dialogue that address issues of ultimate concern for the participants. A
dialogical relationship becomes the foundation for mutual understanding and self-
development for both parties (Josselson, 2007; Miller, 1996).

“Narrative analysis takes as its object of investigatien the story itself”
(Riessman, 1993, p. 1). The current narrative inquiry attempts to systematically
study personal experiences and meanings of mothers of infants that required
care NICU. Meanings and experiences were expressed in stories told in narrative
interviews and in stories told about artifaets co‘IIected during the NICU course.
The study also sought to'examihe dominant meral concerns expressed in
mothers’ stories.

| limited discussion in my study to first-person accounts by participants - -

obtained through narrative interviews and to stories mothers told about artifacts
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that they collected during their NICU course. The methodological approach
examined each participant’s story using a multi-level analysis. In the first level of
analysis the stories were read for structural and functional elements so that core
narratives could be identified The second level of analysis explored narrative
features and revealed transcendent themes.

Narrative methods have particular strengths and weaknesses. “Narrative
analysis is not useful for studies of large numbers of nameless, faceless,
subjects” (Riessman, 1993, p. 69). Riessman (1993), described narrative
analysis methods as painstakingly slow. Accordingly, the methods require
attention to subtlety: nuances of speech, organization of a response, local
contexts of production, social discourses that shape what is said, and what
cannot be spoken'(p. 70).

Riessman (1993) suggests that this method is well suited to studies of
subjectivity and identity since this approach is rooted in time, place, and personal
exberienCes and gives promirjence to human agency and imagination (p.5).
Additionally, narrative inquiry is also useful to examine social life and culture as
viewed through an individual’s story.

Narrative research is suitable for some research situations but not others.
The ultimate goal of narrative inquiry is to describe stories; and learn about whole
persons in context and in time. “Narrative analysis allows for systematic study of
personal experience and meaning: how events have been constructed by active
subjects” (Riessman, 1993, p. 70).

Josselson, Lieblich & McAdams (2003) noted that “rather than forming

hypotheses, the narrative researcher frames questions for exploration; in place of
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measurement are the challenges of deeply listening to others; and instead of
statistics are the ambiguities of thoughtful analysis of texts” (p. 3).

As narrative analyst, the researcher does need to keep in mind that our
analytic interpretations are partial, alternative truths that aim for believability, not
certitude, for enlargement understanding rather than control. For this reason, the
researcher must also be a narrative critic. The researcher must pay particular
attention to what Connelly and Clandinin (1990), call “the Hollywood plot,” the
plot where everything works out well in the end (p. 10). Spence (1986) also
described this process as “narrative smoothing” (p. 211). It is the process that -
goes on all the time in narrative both during data collection and writing. The
problem fs therefore a judicial one in which the smoothing contained in the plot is
properly balanced with what is obscured in the smoothing for narrative purposes.

To acknowledge this process is to question and be alert to the stories not
told as to those that are. The researcher must constantly question the selections
made, the possible alternative stories, and other limitations seen from the
vantage point of the critic. (Connelly & Clandinin,1990, p. 10). Herein lies one of
the great strengths and weaknesses of a narrative approach, for while stories
paint pictures that create novel insight, they are subject to interpretation and
investigation from all members of the community fbr and in which they are told »
(Hester, 2001, p. 58). -

Clandinin and Connelly (2000) noted that as narrative researchers, we
need to be aware of what others might think of our work. We need to be alert and
aware both of the contexts for our work, and of the questions from field texts, and

research texts from the point of view of the three dimensional narrative inquiry
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space. Clandinin and Connelly (2000} refer to this awareness as wakefulness to
the temporality, sociality and place in which narratives take place.

Wakefulness allows narrative researchers to proceed forward with a
constant, alert awareness of risks, simplistic plots, scenarios, and unidimensional
characters. Wakefulness is best fostered by sense of wonder and openness to
diversity. Clandinin & Connelly (2000), noted that “as narrative researchers, we
need to be awake to criticisms but not necessarily accepting of them” (Clandinin
& Connelly, 2000, pp. 182-183).

Writing the Report

Chase (1996) cautioned that all research based on in-depth interviews
raises ethical and process issues, but narrative research demands that we pay
special attention to participants’ vulnerability and analysts’ interpretive authority.
Therefore, before writing the research report, it was important to understand how
the researcher attempted to balance the pressures of attending to participants
and claiming some degree of authority as narrati‘vé analyst. |

The essence of a good qualitative research design, according to Flick
(1998), tums on the use of a set of procedures that are simuitaneously open-
ended and rigorous and that do justice to the complexity of the social setting
under study. The goals and ideals described by Chase (1996) were strived for
throughout the various stages of this stgdy, including the in-depth int‘erv‘iews,‘
analysis of data and the reporting of findings: |

1. Create an environment that is comfortable and collaborative.

2. Create interactive conditions that encouraged participants to tell stories
fully. ‘

3. Share work in progress as needed with participants and gain feedback
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throughout the process in an effort to breakdown the barriers between
researcher and participants.

4. Allow interpretations to be revised and strengthened by an mteractlve
process.

5. Explain to participants that their stories will be preserved for their
unigueness, however, in the analysis phase of the project, the
researcher may reframe their experiences by comparing and
contrasting different women'’s experiences as part of an attempt to
describe the larger social phenomenon of moral experiences that exist
for mothers’ in the NICU. Therefore, the interests of the researcher
may differ from the interests of the participant in the analysis. For
example, there may be differences in what mothers’ want to articulate
by storying their personal experiences and what |, as researcher, want
to communicate through my interpretations.

6. The aim of this narrative analysis is not to impose unchangeable or
definitive interpretations on participants’ stories or even to challenge
the meanings participants attach to their stories. Rather, its goal is to
turn attention to taken-for-granted moral concerns embedded in the
everyday practices of storytelling.

7. Discuss with participants that when there is a disagreement between
researcher and participant in regards to interpretation of the interview
text, that this will be noted.

8. During interviews the researcher wants to hear about the mothers’
experiences fully and in detail but the researcher’s analysis will
reframe their stories through connections to the broader moral context.

9. Narrative analysis often requires extens:ve use of some and mlnlmal
use of other individual’s stories.

10. When a mother’s story is chosen for close analysis, the researcher will
inform her and assure her that the researcher will honor her requests
to change or exclude details to protect her identity. The participant will
be given the opportunity to choose a pseudonym or the researcher will
chose one for her.

11. Participants will not know in advance which stories will be selected for
detailed analysis and which specific aspects of the broader moral
context will be significant in the analysis. (pp. 59)

The researcher acknowledges that when this research is publishedor

presented, participants are invited to read what has been written about them.
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Hence, the researcher must think carefully about the impact that her continuing
narrative interpretation will have on the participants. The researcher’s analysis
will be presented, not as a privileged account, but as conditioned by a certain
perspective that should be made as explicit as possible. This leaves room for
participants and readers to interpret the narrative in their own terms subsequent
to publication.

Munhall (2007) noted that the in qualitative inquiry, the research
imperative (advancing knowledge) is key, however, a balancing act is required
between the research and therapeutic imperatives (to minimize distress and do
no harm). She noted that the therépeutic intention is as important as the research
intention. For this balancing act to work, communication and collabbration are
key (p. 222).

Summary

| have demonstrated the processes | used to develop this narrative inquiry
beginning with situating myself and my thinkihg about qualitative research. | have
referred to my worldview central to qualitative inquiry: a worldview consistent vwith
my assumptions and the theoretical Ienseslthat helped shape this study including
influences from hermeneutics and narrative inquiry.

I have also sought to make clear to the reader that my research questions
and the methods undertaken in the study were appropriate to obtain answers to
the questiohs posed. | believe that this research has demonstrated my capacity
for inductive thinking, and for creative interaction with narrative data.

I have illustrated the relationship skills necessary to conduct narrative

interviews. | have also described the types of questions posed to participants in
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narrative interviews and thoroughly outlined the steps that were taken for each
interview in this study.

| designed this study at every stage with the participant in mind, making
every effort to protect participants from harm. However, a good interview
exposes thoughts, feelings, knowledge, and experience, not only to the
researcher but also to the participants. This process affects the persons being
interviewed and leaves them knowing things about themselves that they didn't
know-or least were not fully aware of-before the interview. Therein lies the
difficulties of narrative inquiry, neither the researcher nor the participant can
know, in advance, and sometimes even after the fact, what impact an |
interviewing experience will have or has had on them. Therefore, in this study, |
identified an ethical framework for dealing with such issues.

| also showed the spectrum of approaches to text that take narrative form.

| recognized that there is no single method of narrative analysis. | also
recognized that regardless of their differences the examples described in this
study were ways to analyze i‘ndividuals recollections of the past systematically,
informed by narrative theory.

As | moved to the data collection and analysis phase of this study, |
endeavored to suspend the philosophical and theoretical knowledge gained
B threughout this process in order to approach the panieipents and their etdries
naively and openly. | sought to maintain flexibility that was open to enceuntering
what Josselson and Lieblich (2003) call terra incognita, unknown lands and
return to the readers with interesting and valuable stories to tell about how

mothers perceive their NICU experience. (p. 272)



147

CHAPTER V
CONSTRUCTING AND MANAGING NARRATIVE TEXTS
| Introduction
This chapter is focused on presentation of the data with analysis and
interpretation. The data set from the four participant mothers is complex and
various methods of presentation were considered. In an effort to best portray the
richness of findings, the following order of sections will be included: (1) an
introduction to participants; (2) strategies for identifying and managing data; (3)
nature of interview responses; (4) examples of intact narrative exemplars or story
types using poetic condensation; (4) identification of five narrative features and
transcendent themes; and finally (5) interpretation of the data through the four
research questions which g'uidéd the study.
Introduction to the Participants
| will now present brief biographical information about each of the four
participants and describe stories of my work with them. In addition, | consider
how these participants continually contributed to my thinking of the
interpretations and presentations of the interview data. This section illuminated
how the dynamics of the rapport that the participant and | created shaped the
structure and content of the narratives. A feminist perspectiver is reflected in the
attention to the relationship betwéen my participapts apd me, the explorgtion of |
subjectivity and multiple identities, and the focus on ways of reacting to feelings

of difference in a culture that longs for stories of progress.
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Suzie, Mother of Terrell [both pseudonyms]

Suzie is a 20 year old, single, first-time mother. She had been at work
(certified nursing assistant) when she began feeling ill. She took her blood
pressure and it was elevated. Suzie then left work and went to the emergency
room where she was treated with antihypertensive medication and sent home.
She was to follow up with her obstetrician the next day. After a visit to her
obstetrician, Suzie was tested for preeclampsia, the test was negative, indicating
that she did not have evidence of preeclampsia at the time. She was sent home
on bed rest with bathroom privileges only. Later that evening, Suzie was feeling
better on her medication. She decided to put her baby’s crib together with the
help of her mother. Then she went to bed for the evening. Later that night, Suzie
woke to go to the bathroom and noticed that her vision was blurred. She thought
that it was because she was sleepy and she returned to bed. The following day, -
her siblings, arriving home from school, noticed that Suzie was still lying in bed,
she was blue and barely breathing, she was covered in blood because she had
nearly bitten her tongue in two during a seizure. Her brother and sister
intervened, repositioning Suzie on her side and she began breathing again. Her
sister phoned 9-1-1. Suzie was then taken by ambulance to a small community
hospital where she was then transported by helicopter to the nearest regional
referral center for emergent delivery by Cesarean section for‘ matemal indications
~including eclampsia.

Eclampsia, is an acute and life-threatening complication of pregnancy; it is
characterized by the appearance of tonic—clonié seizures ih a patient who had

developed preeclampsia. Rarely does eclampsiva occur without preceding
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preeclamptic symptoms. Hypertensive disorder of pregnancy and toxemia of
pregnéncy are terms used to.encompaés both preeclampsia and eclampsia. The
only known cure for eclampsia is delivery of the baby. Suzie was only 30 weeks
along in her pregnancy when Terrell was delivered.

For our interviews, Suzie chose to meet with me at my home even though
that meant that she would have to drive approximately 60 miles round trip. It was
difficult to coordinate a schedule for our meetings because Suzie was an
extremely busy working mother. We met on three separate occasions at Suzie’s
convenience. Sometimes, her baby Terrell would join us. Several times we had
to reschedule our meetings due to conflicts in Suzie’s work schedule, the needs
of the baby or transportation difficulties. However, Suzie was always thoughtful
and phoned me in advance if there was a problem, to tell me that our meeting
would need to be rescheduled. When we met, our meetings were held in my
home office, where Suzie shared her story. Suzie also shared memorabilia from
her NICU experience following our first interview. Her memorabilia included:
photographs, crib cards, mementos from her baby shower, card and letters from
her family, and items from Terrell's NICU course. Terrell was in the NICU for 29
days.

Raelee, Mother of Owen [both pseudonyms]

Raeleeis a 2_9 year old, married, first-time mother and is a kindergarten
teacher. At the time of our interview, she was working part-time and enjoying
spending more time at-home with Owen. She had been vacationing on the Gulf
Coast when' she vnoticed_vaginal bleeding. She phoned her obstetrician who was

several hours away and she suggested that Raelee go to the emergency room,
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just to have things checked out. As her husband drove her to the hospital,
Raelee began having abdominal pain. When she arrived at a small community
hospital near the beach, she was told that she had an incompetent cervix and
ruptured membranes. Owen was delivered by cesarean section. Owen was 26
weeks gestational age. While Raelee’s delivery was in progress, a transport team
from a regional referral center was in route to pick up Owen, Raelee was told that
Owen would need care in a different hospital with a level Ill NICU. When the
transport team arrivéd, Raelee was allowed a brief look at Owen before he was
flown by helicopter to the regional referral center about two hours away. Mother
and baby would be separated in two different hospitals for two days.

Once Raelee was released from the hospital, she traveled to the regional
referral center where Owen was hospitalized. Her experience was compounded
by the nearly 150 mile distance between her home town and the hospital where
Owen would live for the next several months. Raelee’s sister lived near the
regional referral center and Raelee stayed with her for the months that Owen
was in the hospital. Raelee only made a few brief trips home while Owen was in
the hospital.

For our first two interviews, Raelee preferred that we meet in her home
town, which was about -a two hour drive from my homé. She agreed to meet with
me over two consecutive days, since | was staying_ ina hotel near her r_tome.
When asked if she would like to meet at her home, a restaurant or the hotel, she
said she would meet me at my hotel. Our first two interviews took place at a little
desk in my hotel room. Our third interview took place in the conference room at

the regional referral center, a place that was convenient for both-of us, as Raelee
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was in town visiting with her sister and she wanted to bring Owen to visit his
doctors and nurses at the NICU. Owen joined us for our third interview.

During our first meeting, Raelee shared her story with me and she also
shared some of the memorabilia that she had collected from her NICU
experience including her: photo album, journal, mementos from the NICU, and
her baby’s web site. In subsequent interviews, Raelee elaborated on her story.
Owen was in the NICU for 122 days.

Abbey, Mother of Carlyn [both pseudonyms]

| Abbey is a 27 year old, married, first-time mother. Abbey works as a store
manager and occasionally helps her husband at the coffee shop he owns. She
began having low back pain while ét the coffee shop. Fearing that she might be
in labor, she had her husband drive her to the regional referral center emergency
room. Upon arrival, Abbey was transferred to the obstetric unit where she was
noted to be having contractions and hypertension. An ultrasound was obtained to
check the status of the baby. Doctors noticed the baby was having decreases in
heart rate with Abbey’s contractions. Abbey was hospitalized overnight for
observation. The following day, Abbey was admitted due to her continued
hypertension and the baby’s ihtolerance to her labor. Abbey was scheduled for a
cesarean section. The NICU team was asked to attend the delivery.'Carlyn was
born at 37 weeks gestational age. She did not have ahy breathing or heart
problem and was a pink baby with a vigorous cry. However, the NICU team
noticed that Carlyn was shaking shortly after delivery and a blood glucose test
was obtained; Carlyn was noted to have hypoglycemia. Abbey was given a bottle

and offered a feeding to Carlyn, but her blood sugar did not improve; she was
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admitted to the NICU for treatment of her hypoglycemia with IV glucose
administration. |

Abbey chose to have all three interviews at the coffee shop that she and
her husband owned. We met at her convenience, as she too was a very busy
working mother. It was common during our interviews to be interrupted,
depending on the flow of customers through the coffee shop. Various coffee shop
noises could be heard in the background of our interview transcripts.

During our first interview, Abbey told the story of her experience and also
shared her NICU memorabilia including: photographs, memento’s from the NICU,
Carlyn’s medication bottles, her emergency syringes, the record of Carlyn’s blood
glucose tests that she documented for the endocrinologist, as well as her glucose
testing kit. Carlyn was in the NICU for 13 days.

Elizabeth, Mother of Jay [both pseudonyms]

Elizabeth is a 27 year old, married, ﬁrst-tirﬁe mother and an administrative
coordinator. At the time of our interview she was a stay at home mother for Jay.
Elizabeth was admitted to the hoSpitaI in labor, where she received a Pitocin
induction. She delivered Jay at 39 weeks by vaginal delivery after a long labor
wit_h forceps extraction. Jay was pale in the delivery room, but his color and
activity improved shortly after birth. Jay had bruising to his head and a |
conjunbtival hemorrhage, but o?henfvise he was breathing well and was swaddled
and placed in Elizabeth’s arms moments after delivery. Her family took
photographs and Elizabeth Was able to give Jay his first feeding. He was then -

taken to the newborn nursery. A few hours later, the nursery nurse told Elizabeth
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that she did not like the way that Jay was breathing and was having him
transferred to the NICU for closer observation.

Upon arrival to the NICU. Jay was noted to have seizure activity. He
received a dose of Phenobarbital, an anti-seizure medication, and was schedule
to have a Magnetic Resonance Imaging (MRI) of his brain. His MRI revealed a
subdural hematoma and the neurosurgeon was called. Soon afterwards, Jay had
surgical placement of a ventriculostomy to relieye the increased intracranial
pressure that was causing his seizures.
| Elizabeth chose to have our first two interviews in a conference room at
the hospital where Jay was born. The conference room was just outside the
NICU. Our third and final interview took place at Elizabeth’s home. We sat
comfortably at her kitchen table while Jay was sleeping down the hall in his room.
The interviews were scheduled at Elizabeth’s convenience. In our first interview,
Elizabeth was encouraged to tell her story. Following the first interview, Elizabeth
shared her photo album with mé. After our thifd interview, Elizabeth shared more
photographs and Jay’s box qf NICU memorabilia including mementos like crib
cards,rJay's blood pressure cuff, the level from Jay’s ventriculostomy equipment,
a scrapbook of Elizabeth's pregnancy including ultrasound pictures, and records
of doctor’'s appoint_ments, etc. Elizabeth also told me about the letters she and
her husband wrote to Jay before heyyvas bqrn.

Later, when Jay woke from his nap, | got to meet him and | had the
opportunity to tour his nursery. Jay’s beautiful, brightly .Iit room overlooked the -
backyard with lots of colorful flowers and a tree just outside his window with birds

eating from a bird feeder. His room was decorated in a surfer theme. Jay’s family
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loved to spend time out doors and et the beach, his dad enjoys surfing, and his
room reflected this interest. Elizabeth had painted a gorgeous mural on the
nursery wall of a beach scene. The memorabilia and photographs that Elizabeth
shared represented her pregnancy, birth and the 21 days that Jay was in the
NICU.

Strategies for Identifying and Managing Data

The experience that participants had in common was that they were all
mothers who experienced the NICU after the birth of their first baby. Each
participant offered differing perspectives of her NICU experience and exercised
individual strategies for resolving her feelings of being different from normal
mothers. To foreground the participants’ viewpoints in subsequent chapters, |
provide extensive ihtewiew data that allowed fhe participants to speak for
themselves. My voice is heard through the selection of the data that is
- represented.

Each participant was given an opportunity to select a pseudonym during
the interview proeess. ifa pseudonym was not identiﬁed by the participant, one
was selected for her: Suzie, Raelee, Elizabeth and Abbey. Each participant was
distinctive in her motivation to participate, circumstances that led to her NICU
experience, length of time spent in the NICUY, and the difficulties encountered
throughout the NICU experience. However, they shared a passion to assist care
providers in better understanding mothers’ experiences and in their desire to |
facilitate improvements in care for future NICU mothers

The data set from the four participant mothers is complex and varioUs

methods of presentation were considered. In an effort to best portray the
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richness of findings, the following order of sections will be included: (1) a
description of the nature of the interview responses and narratives related by the
participants; (2) intact narrative exemplars or story types; (3) identification of the
five narrative functions and its transcendent themes; and (4) interpretations of the
data through the four research questions which guided the study will be
interspersed throughout this chapter and the final chapter

1. What core narratives are told by mothers who have had the experience
of having a baby in the neonatal intensive care unit (NICU)?

2. Whatdo the stories reveal about the mothers’ search for meaning in
the NICU experience?

3. What moral concems are reveaied in the mothers’ stories?

4. How might mothers’ stories be viewed to improve care providers
understanding of what is most commoh, most taken-for-granted and
what concerns mothers’ most‘ so that quality care can then be
provided?

Nature of Interview Reponses and Narratives

For this study, a narrative was defined as a discrete story of ’personal
experience characterized by temporal ordering of events with a recognizable
beginning, middle and end structured around a plot that had a point or moral that
the speaker wants a listener to take away from the s_tory (Polkinghorne, 1988; |
Riessman, 1993, 2008). To facilitate narrative accounts, participants were
encouraged to recall the story of their NICU experience in as much detail as
possible, beginning wherever they liked. Their responses took a variety of forms.

Some participants provided lengthy narratives in response to the first interview
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question and some provided data that answered additional research questions in
responses that did not necessarily take a narrative form (question/answer
exchanges, reports, arguments).

These non-narrative responses were generally short and provided insight
into the general experiences of NICU mothers. Consequently, to fully describe
the mothers’ experiences, a thematic analysis of responses was conducted in
addition to the analysis of the narrative segments. While the themes are
described separately, the narratives often contain examples of how some themes
could be interwoven and elaborated as the stories unfold. Although several
narratives exemplify certain themes, no one narrative is representation of, or
reflects all of the themes and sub themes. In addition, some narratives offer
distinct experiences that are not reducible to themes.

Multi-level analysis was performed for the current study. The first level of
analysis looked at participant narrative individually and as a group to identify core
narratives using structural approaches guided by Labov and Walestzsky (1997)
and Gee (2005). The second level of analysis identified narrative features and
transcendent themes drawing on approaches outlined by Charon (2006). | have

outlined the steps taken in the current narrative analysis (see Table 2).
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Steps in Narrative Analysis
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Steps in Narrative Analysis
Listened to audio taped interviews and read verbatim transcripts multiple times.
Encouraged participants to read verbatim transcripts for accuracy and to provide

comments (three out of four participants took part in this process.

Structural Analysis

identified Core Narratives (General Responses)

Enchantment Stories

Disenchantment Stories

Re-enchantment Stories

Poetic Condensation (Structural properties/frames/parts/meanings
Verbatim transcripts were condensed to poetic stanza’s (groups of lines
said together about a single topic) using techniques of Gee (2005) and
Riessman (1993; 2008). Each stanza represented a particular
perspective or image.

Encouraged participants to read my intefpretations of core namratives

and provide comments/validation of findings (three out of four

participants took part in this process).

Encouraged participants to read my interpretations of poetic condensation and provide

comments (three out of four participants took part in this process).

7.

. Thematic Analysis

Identified Narrative Features and Transcendent Thethes

Narrative Feature: Causality/Contingency

Tears in the fabric of every day life
Mourning a life as it was imagined
Questions of Why?

Search for Answers



Table 2 (continued).

Narrative Feature: Temporality
Rollercoaster
Waiting
Baby jail or Petting zoo?
Narrative Feature: Singularity
Tailored Care
Assembly Line
Desire for Normalcy
Prior Experience with lliness and Death
Narrative Feature: Intersubjectivity
Encounters with Others
Out of the Loop
Eamed Trust
Butterflies and Curtains
Protecting Family
Family Support |
Narrative Feature: Ethicality |
Valued Responsiveness
Vulnerable Aspects of Life
Demonstrating Hope and Faith

Desire to Help Others -

8. Encouraged participants to read my interpretation of narrative features and

transcendent themes to confirm accuracy and provide comments (three. out of four

participants too part in this process.
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Note: One participant chose not to participate in the validation process due to

time constraints and because of family crises unrelated to her baby.
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Core Narratives

Analysis of data began after first Iistehing to and then reading verbatim
transcripts repeatedly. As one strategy for data identification and management, |
selected key aspects of large segments of transcript and identified narrative
exemplars (Riessman, 2008). Following Riessman’s approach, | adapted Labov
and Waletzky's (1997) definition of narrative as a description of past events with
a sequence of temporal order. Each clause has a specific social function that
matches the temporal sequence of reported evehts (Chase, 2005). This
framework helped me to see how these narratives were organized and
functioned before beginning the thematic analysis (Riessman, 2008). | used the
sociolinguistic features that Labov and Waletsky developed for oral narratives
(see Table 3).
Table 3

Explanation of Labov and Waletzky’s Elements of Narrative

Narrative Structural Meaning/Function

Elements
Abstract Summarizes the point of the narrative (optional)
Orientation Orients the listener in respect to time, place, situation,

participants, behavioral situation

Complicating Action Describes sequence of actions, turning point, crisis,

problems
Evaluation llluminates the meaning of the complicating action
Resolution Reflects how the action was resolved. Describes how
the plot is resolved. *
Coda Ends the narrative; returns listener to present (optional)

Atthe beginning of the first interview | made the following statement to

participant mothers:
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| would like for you to tell me the story of your NICU experience, all

the events and experiences that where important to you up until now.

Start wherever you like. Please take the time that you need. I'll listen

first, | will try not to interrupt while you share your story with me.

The multi-level analysis of the narrative data yielded three story types
organized around the central plots of (1) enchantment; (2) disenchantment and,;
(3) re-enchantment. However, participants did not necessarily bring the core
narratives up in the order that | have listed them here. To illuminate the personal,
emotional content of the exemplars and allow the reader to enter into the
situation, narrative exemplars will be presented using stanzas organized into
scenes as suggested by Riessman (2008) and adapted from Gee (2005). Coding
of the narratives using Labov and Waletzky’s (1997) structural method is
indicated in italics employing the folloWing abbreviations: abstract (AB, optional);
orientation (OR); complicating actidn (CA); resolution (RE); evaluation (EV); and
coda (CO, optional).

Turning to my selection of Raelee’s account of her NICU experience, |
provided an example of how verbatim transcripts wére condensed to poetic form.
Table 4 (see page 174-176) displays two representations. The left side of the
table shows the original transcription, which | have parsed intq vclauses

| (Riessman, 1993, 2008). In this version, | have included all my utterances as
interviewer, and have maintained the participant’s false starts, break-offs, and
expressive sounds and silences or pauses. On the right side of the table is my
reduction to a core narrative, which includes Labov and Waletsky’s ( 1997)

structural elements and provides a skeleton plot. | identified parts of the narrative



by their function. To maintain focus on the core narrative, | excluded pauses,

repeated words, and non-lexical expressions. A long string of events may

actually consist of several complicating actions as is shown in this narrative.

(Labov & Waletsky, 1997) and | have identified six complicating actions in this

narrative segment.

Enchantment Stones

Many women, like the four women in this study, grow up dreaming of

being mothers. Once they become pregnant they’re mind is filled with dreams,

aspirations, goals and plans for their pregnancy, birth and baby. These are the

types of stories that | have identified in this study as enchantment stonies. In

narratives of enchantment, mothers discussed their hope, dreams and ideals for

their first pregnancy, birth and baby.

Suzie, mother of Terrell

Enchantment Story

Plan for natural birth

He was miy first baby

| always wanted a natural birth
With no medications

All natural

And just be able to hold him

As soon as he came out

And be able to love on him

And kiss him

And tell him how much | loved him

" Plan for water birth/special moment

| wanted a water birth .
To be able to get in the whirlpool and relax
And have my mom and everybody in the room
And just to have that special moment.

Plan for the picture perfect family
I've always wanted the picture perfect family

- Mom, dad and kids

AB

OR

CA

CA



Not having a baby before we’re wed
But that happened

He wasn’t planned but he is not a mistake
So that is the case

He wasn’t planned

But he is not a mistake

That's the way | look at it.

Raelee, mother of Owen

Enchantment Story

| always wanted to be a mom
| wanted a child for a long time
I've always wanted to be a mom
Since | was little
That's what | wanted to do was be a mom

Pregnancy not planned but happy to be pregnant
When | found out | was pregnant

We were shocked

Because it wasn't planned

But | was so happy that | was pregnant

Pregnancy didn’t show for five months

And me, having a small body size,

I couldn't tell | was pregnant

Until | was five months pregnant

That’s when | started wearing maternity clothes
And that was so exciting

Starting to show/looked forward to gaining weight
For Christmas, | got maternity clothes

| was so excited to wear them

| was looking forward to gaining the weight

And being pregnant

My goal was to have a natural childbirth

‘| loved it when people would say “you're pregnant”™
That was wonderful

And so | was looking forward to it

My goal was to have a natural childbirth.

CA
EV
RE

AB

CA
EV

OR
CA

EV

OR
EV

RE
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Elizabeth, mother of Jay
Enchantment Story

Normal Pregnancy

My pregnancy went totally normal AB
Everything was fine

| never felt better in my life

It was wonderful

We were healthy

| was healthy. OR
| was normal

He was healthy and normal

He was a perfect weight

Everything was fine
Everything was fine EV
It was totally fine

We had it planned out

When you get pregnant

And after we found out it was a boy,

You kinda have it planned out. CA

He would play soccer like his dad

He'll play soccer with his dad, RE
His Dad's a soccer player

And he'll do that

Abbey, mother of Carlyn

Enchantment Story
| had expectations }
| had expectations AB
My water would break somewhere, CA

The bathroom, the kitchen, Wal-mart [laughs] wherever, OR
And they'd [say], “Okay. It's time to go to the hospital.”
And we'd call everybody and my family. RE
All four participant mothers in interviews talked briefly about their hopes,

dreams, plans, and expectations for their first pregnancy, birth and baby. Suzie

hoped that she would get married before having a baby; she had plan’ne'd to have
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a natural birth experience that would result in a picture perfect family with mom,
dad, and baby.

Raelee had always wanted to be a mother. However, she was shocked
when she found out that she was pregnant because the pregnancy was not
planned, but she was very happy to be pregnant. She looked forward to gaining
weight so that everyone could tell that she was pregnant. She looked forward to
wearing maternity clothes, but with her small body frame she didn’t start to show
until she was five months pregnant. At Christmas, she purchased maternity
clothes and she was very excited to finally be showing a pregnant belly. She
loved it when people would recognize her pregnancy and she looked forward to a
natural childbirth. ;

Elizabeth had been married for years, she dreamed of being a mother.
She took care of herself, was healthy and the baby was healthy during the
pregnancy. When she found out that she was having a baby boy, she dreamed of
him playing soccer like his dad. She had it all blanned out.

Abbey, had expectations for her pregnancy, she thought she would be
somewhere like Wal-mart, the bathroom or kitchen and her water would break
and everyone would excitedly say, “It's time to go to the hospital” and she and
her husband would begin calling family and friends to welcome the new arrival.

Layne (2003) noted that “the preferred American narrative structure
informs the stories we tell about the proper and expected trajectories of individual
lives.” (p. 67). Mother’s often believe that if they eat healthy, go to prenatal

checkups, exercise, and attend birthing classes, that their pregnancy, birth and
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baby will stay on a predictable, coherent, linear path and they will be rewarded
with the healthy Gerber baby.

Television shows like TLC's “Baby Story” and “Bringing Home Baby”
project the American ideal of mothers and babies staying on their expected
paths. In A Baby Story viewers are allowed an intimate and emotional journey as
they get a voyeuristic peek of couples' experiences from the final weeks of
pregnancy through the dramatic labor and the joy of the unforgettable birth to the
first weeks of a new life. “Bringing Home Baby” is another TLC's series that
focuses on thosé first 36 hours at home with a couple’s new baby. The media
perpetuates the fairy tale.

Birthing classes cover all kinds of issues surrounding childbirth including
breathing technigues, pain management, vaginal birth, and cesarean birth. They
are intended to help prepare expectant mothers for the many aspects of
childbirth: for the changes that pregnancy brings, for labor and deIiVery, and for
parenting once ‘the baby is bomn. Typically, new parents take birthing classes
during the third trimester of the pregnancy, when the mother is about 7 months
pregnant. But there are a variety of different classes which begin sooner.

One participant (Elizabeth, mother of Jay) in this study said that she
watched “too much” of “Baby Story” and “Bringing Home Baby;” she also
attended blrthmg classes. However? these television s»hows and birthing classes’ A
do not prepare mothers when the birth plan goes sour and the baby ends up in
the NICU. They often create the enchanted fairy tale as certainty, romanticizing

the childbirth experience as idealized reality.
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Disenchantment Stories

What then happens when the mythologized dream of motherhood takes
an unexpected turn? More often than we would like to imagine, plans for
pregnancy, birth and baby are shattered. The next story type that was identified
in the current study was stories of disenchantment. Disenchantment stories were
- told by participant mothers when things did not go as planned and their babies
required care in the NICU for a period of time. These stories were about the
NICU as foreign, surreal, scary, overwhelming and not ndrmal—a land far, far
away from the fairy tale dream of ideal motherhood. These stories describe a
breach between the ideal and real. They describe tensions between the needs of

the mother and the actions of care providers.

Suzie, mother of Terreli
Disenchantment/Birth Story

Everything went fine until...

Okay, my pregnancy

Got pregnant on October the 19" AB
And everything went fine until May 11"

Elevated blood pressure

That night, | was at work

Playing with a blood pressure cuff ‘

And | tested my blood pressure CA
And it was 150/80

Preeclampsia stage

And they told me to wait a little while OR
And recheck it again

Just to make sure everything was okay

It was 190/119 .

So, | was going into the preeclampsia stage CA

Emergency room visit
-And | went
They sent me from work
straight to the emergency room. OR
My mom came into town



And picked me up

Meds, doctors appointment, sent home

When we got there

They gave me some blood pressure medicine
And sent me home

They made me a doctor’s appointment

Sent home on bed rest with bathroom privileges only
Went to the doctor on Wednesday

He tested me for toxemia

Came back negative.

He put me on bed rest

With bathroom privileges only

| did something | wasn’t suppose fo
That Wednesday afternoon

| did something | wasn’t suppose to
| put the crib together.

Then | went to bed.

Blurred vision

| got up about 1’oclock am

And went to the restroom

And my vision was really biurry

And really off

It was probably five, six inches off, then usual
| was reaching for something on the left

And it was way on my right.

Went back to bed

So, then | went back to bed.

| remember falling back in the bed

And | don't remember anything until Friday afternoon
When my mom told me that | had to have a C-section

Seizures

During the time that | don't remember
| was told that | had many seizures
And | had bit my tongue almost in two.
It was swollen

Brother and sister found me

Then my brother and sister

Got home off the school bus

And found me in bed

Laying there with nothing on but a t-shirt

CA

CA

CA

OR

OR

CA

OR

167



And | was completely out of it.

Blue and not breathing/near death

I had turned blue by that time and stopped breathing
My brother turned me on my left side

and then | started breathing again.

| had gasped for air

And so, then they called 9-1-1.

| was combative

My sister called 9-1-1

Transported by ambulance to hospital

And [paramedics] rushed me in the ambulance
To the hospital

They [paramedics] had to stop

half way between my house and the hospital
Because | was having another seizure
Trying to get me stabilized

She was trying to give me IV's

And [ just kept puilin’ ‘em out,

Rippin’ ‘emout

And very combative.

Transported by helicopter to regional referral center
And then as soon as they got me to the hospital
They told my mom that they needed to life flight me
To the regional referral center

If they didn't do an emergency c-section

They were going to lose both of us.

Aunt said goodbye on the helipad

So, my aunt came up

Came by to check on me

Because she had gotten a phone call
And she walked up to the top of the roof

Aunt says goodbye

And she told me,

- She looked at me and they said “Are you famlly?"
And she said, “yeah, she’s my niece”

And they said, “well, you need,

Do you want to tell her goodbye?”

Last time to see me/Fear of loss

And she said tears just started running down her face
Because It [might] be the last time she would get to see me
And she told me that she loved me

And | told her | loved her too

CA

EV

OR

OR

EV

OR

EV

OR

OR

EV
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But | looked like '
| looked at her like | didn’t even know who she was

Kidney failure/ Airways closing

And so, by the time they got me to the regional referral center
The doctors came in the emergency room

And went and checked me out

And they told me that they’re gonna have to take the baby
My airways were 50-75 percent closed up.

My kidneys had already started failing.

Premature delivery by C-section

And then

They went in and they got the baby
And it was probably 10-15 minutes later

They came back out and said everything was gonna be alright.

. Suzie Mother of Terrell
Disenchantment Story/NICU

Swept Away/Mother/Baby separation

And then they got me stabilized

And then they put me in ICU room

And then they took Terreil down to the NICU

Mother visited Terrell and sat with me in ICU

And my mom got to go in and see him

And touch him

And then she came back and sat with me all night.

Family visit/moved out of ICU

So then when | actually remember some things on Friday
| have a bunch of my family in to see me and the baby
And check on us

And then | got moved out of the intensive care room
Down to a regular room \

First Visit/Fear of loss

And | didn't get to go down to see Terrell

Until Saturday night. '

And then after that | touched him and | started crying
Because { was scared that he wasn’t going to make it
Because he had all these tubes and IV's hooked up to him.

Reassurance from the nurse

And then the nurse reassured me

That he'’s doing really well

And they would be starting tube feedings soon

CA

CA
OR
RE

CA

OR

OR

EV

OR
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He’'ll be out of here in no time.

It went pretty good

So, it went pretty good EV
And then | went down there [to NICU]

almost every time unless | was asleep

Separation at mother’s discharge
And then | stayed in the hospital until that following Tuesday

And they discharged me. CA
Difficulty visiting

Of course, me living ~ 40miles away . OR
And riding back and forth everyday was hard EV
But | did it

And it was hard for me to leave him there the first time

When | had to go home

and tell him goodbye EV
that | wasn’t going to take him home with me.

It was real hard.

Liquid Gold/ Home at 29 days of age
Then | went up there everyday
And | did the breast milk

And so he got the good stuff

And he got pretty much completely healthy

And | got to take him home almost exactly a month later. RE
It was one day shy of a month. CO

Raelee, mother of Owen
Disenchantment Story/Birth/NICU

My son was premature

He was 26 weeks .
We were on vacation at the beach AB
When it happened

So | was away from my doctor

Premature Birth ‘
We went to the hospital ' CA
where | delivered : '

Infant transport .

And the air transport team OR
from the regional referral center

picked him up

They took him back



to the regional referral center

Separation

| stayed in the hospital

a couple of days later

So | didn't get to see him

Until two days after Jamie [my husband]
Got to see him

Not knowing what to expect

It was all kind of nerve racking

| just didn't know what to expect

When | think of people being six months pregnant
Like | was :

I'm thinking the baby’s not formed

He’s missing arms or legs

He's missing

He's not going to look like a baby

First Visit/Afraid to see him

And | remember going into the NICU

and thinking, 1 really don't want to see him
| didn’t know what to expect

| was very nervous going in

And when we got there

He was way in the back in3C

and | remember seeing his little incubator
and the nurse was standing beside him
And so was the doctor

Bombarded with information
and before | even got to see Owen
The doctor was standing there

And telling me about his patent ductus arteriosus (PDA)

And things that could be wrong with that
And ways he could fix it

Raelee is in physical and emotional pain

And me being in the situation | was in,

| don’t even remember what he was saying = -
| was just nodding my head

Yes, no, whatever

Attempts to inform, simply overwhelmed
He [the doctor] was very gentle

Making sure | understood

But at the time | didn't know it

But | didn’t understand at all

CA

EV
CA
OR

EV
CA
EV

- OR

OR
CA

CA

- EV

EV
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He was perfectly formed!
So then | got to see Owen
And He looked like a baby

| couldn’t believe he looked like a baby OR
But he was so, so very little EV
Offers to touch invoked fear

The nurse said, “I'll let you touch him” CA
| just kept telling her, “no, no, no”

“No, | don't want to touch him” EV
“I don’t want to touch him” OR

| just want to sit here

Expectations gone awry/Mouming life as imagined

And for the first hour or two EV
All | did was cry at his bedside .
| didn’t know what else to do

| mean, nobody goes into a pregnancy thinking CA
my baby’s going to be premature ‘

Surreal/A dream/Wake up

It was all so surreal to me ' EV
It wasn't really happening

| just kept thinking, “Wake up.

You're in a dream. Wake up”

Machines alarming/sensory overload

After a while, OR
sitting there

and machines going off ' CA

the whole atmosphere

was a little too much for me EV
With time, it got better

But after | sat for a while OR
and got my thoughts together

| was a little better EV

But | still didn’t want to touch him.
| didn’t want to have anything to do with him

Nurse encouraged and infomed

Our nurse was very nice about it

She told me, that one day | will [want to touch him] :

She tried to do things OR
To keep me informed

Placing uneasy trust in stréngers
With the machines going off all the time



She [the nurse] said, “if | don’t get up,
don’t worry about it.”
“He’s fine® '

It's all so difficult to understand

And It's just so much at the beginning
that you don’t understand

| didn’t understand his ventilator

| never understood

what they were telling me

Placing faith in care providers to save him/ending unclear
| just said, “"do whatever you gotta do to keep him”
That'’s ali | wanted

The first month was the hardest/mourning
And then | left /

And the next day came back

And it was a little better

| think for about the first month

Going to the NICU

| never once went in without crying

Or went out without crying.

It was the same thing [everyday

CA

EV

RE

CcO

173



174

Table 3

Comparison of Verbatim Transcription and Poetic Condensation
Raelee’'s Disenchantment Story '

Raelee’s Poetic Condensation/Core
Narrative

Raelee’s Verbatim Transcription

I: This is interview #1 with (R.) and today is 8-
19. [Umm] R. I'm just gonna ask you to tell
your story of your NICU experience in whatever
way you want. Begin wherever you want. 'l
try not to interrupt. [Umm] I'll just maybe take a
few notes [umm)] for the next time that we meet

| can ask you a few questions then.
R: Okay.
I: So, we can begin.

R: [Umm)] Well, my son was premature, of
course, he was 26 weeks, [umm] we were on
vacation at the beach when it happened and
so0, | was away from my doctor.

[Umm] we went to [N where |

delivered

umm] and the [umm] Air Transport team from

came and picked up him up.
They took him back to H

| stayed in the hospital [umm] a couple of days
later [umm] so | didn't actually get to see him
until [umm] | think two days until after Jamie
got to see him, my husband.

[Takes breath] [Umm] It was all kind of nerve
racking [umm] cause [ just didn't know what to
expect [umm] when, you know, | think of
people being six months pregnant, like | was,
[Pause-1 second] you know, I'm thinking
baby’s not formed, you know, he’s missing
arms or legs or, you know, he’s missing, he'’s
not gonna look like a baby.

My son was premature

he was 26 weeks AB
we were on vacation at the beach

when it happened

| was away from my doctor.

Premature Birth
We went to a hospital CA
where | delivered

Infant transport

and the Air Transport team OR
from the nearest Regional Center came and
picked up him up.

They took him back

to the regional referral center.

Separation

| stayed in the hospitai CA
a couple of days later

| didn't actually get to see him

until two days after Jamie {my husband]

got to see him ‘

Not knowing what to expect’

It was all kind of nerve racking EV
I just didn't know what to expect CA
when | think of people being six months
pregnant

like | was OR
I'm thinking baby’s not formed

he's missing anms or legs or

he’'s missing,



Table 3 (continued).

175

Comparison of Verbatim Transcription and Poetic Condensation

Raelee’s Disenchantment Story

Raelee’s Verbatim Transcription

Raelee’s Poetic Condensation/Core
' Narrative

was standing there and telling me about
his PDA and, and things that, you know, could
be wrong with that and, and ways that he couid
fix it and that kind of stuff.

and Iumm] before | even got to see Owen, Dr.

And, of course, me being in the situation that |
was in, | don't even, you know, remember what
he was saying and | was just nodding my head,
yes, no, whatever,

you know, he [the doctor] was very gentle and,
you know, making sure | understood but at the
time | didn't know it, but | didn't understand at
all. ’

But {umm] so then | got to see Owen and
[umm] [Pause-1 second] he looked like a baby.
| couldn't believe how he looked like a baby,
but he was so, so little

| just kept telling, you know, the nurse was like
“I'll let you touch him” and no, no, no, | was just
like “No, | don't wanna touch him. | don't '
wanna touch him. | just wanna sit here.”

And so for like the first hour or two, |, you
know, all | did was cry at his bedside because |
didn't know what else to do, | mean, you know,
who, nobody goes into a pregnancy thinkin’,
you know, my baby’s gonna be premature,

| guess, and so, it was all so, you know, surreal
to me, it wasn't really happening. | just kept
thinkin’, "Wake up. You're in a dream. Wake

up.”

he’s not gonna look like a baby.

Bombarded with Information

and before | even got to see Owen OR
The Dr. was standing there

and telling me about his PDA CA

and things that could be wrong with that
and ways that he could fix it.

Raelee is in physical and emotional pain

And me being in the situation that | was in,

| don't even remember what he was saying EV
and | was just nodding my head

yes, no, whatever

Attempts to inform, simply overwhelmed
He [the doctor] was very gentie

making sure | understood

but at the time | didn't know it,

but | didn't understand at all

EV

He was perfectly formed!
so then | got to see Owen OR
and he looked like a baby. EV

1 couldn't believe how he looked like a baby
but he was so, so little

Offers to touch invoked fear )

the nurse was said, “I'll let you touch him" OR
and | just kept telling her no, no, no

“No, | don't wanna touch him.

| don't wanna touch him

| just wanna sit here.”

Expectations gone awry/Mouming life as
imagined

And for the first hour or two

all | did was cry at his bedside
because | didn't know what else to do

- EV

‘I mean nobody goes into a pregnancy thinking

my baby’s gonna be premature

Sureal/A Dream/Wake Up
it was all so surreal tome
it wasn't really happening.
| just kept thinking; “Wake up.
You're in a dream. Wake up.”
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Comparisbn of Verbatim Transcription and Poetic Condensation

Raelee’s Disenchantment Story

Raelee’s Verbatim Transcription

Raelee’s Poetic Condensation/Core
Narrative

After a while, you know, sittin’ there and |
guess the machines goin’ off, just the whole
atmosphere just, was, you know, a little too
much for me.

But after | sat for a while and kinda got my
thoughts together, you know, | was a little
better. [Umm] But | still didn't want to touch
him. | didn't want to have anything to do with
him.

Our nurse was, you know, very nice about it
and, you know, tell me that one day | will, it'll
be fine, you know, she tried to do things to, you
know, keep me informed,

fumm] the big things, you know, with the
machines goin’ off all the time and she’s like, “If
i don't get up, don't worry about it.” And she’s
like, “He’s fine.” v

[Umm] And it’s just so much at the beginning
that you just don't understand [umm)] you know,
| didn't understand the ventilator when they
were comin’ in and tellin’ me, you know, “He
needs this and this” and whatever else he
needs, you know, | never understood what they
were really telling me. [Umm] | just was like
“Just do whatever you gotta do to keep him,”
you know, that's all | wanted.

[Umm] | just was like “Just do whatever you
gotta do to keep him,” you know, that’s all |
wanted. :

Machines alarming/sensory overioad

After a while OR

sitting there

and the machines going off CA

the whole atmosphere

was a little too much for me. EV
With time, | got better

But after | sat for a while OR
and got my thoughts together

| was a little better.

But | still didn't want to touch him. EV

| didn’t want to have anything to do with him.

Nurse encouraged and informed

Our nurse was very nice about it

She told me, that one day | will [want to touch
him]

it'll be fine

she tried to do things
to keep me informed OR
Placing uneasy trust in strangers

with the machines going off all the time CA
she’s said, “If | don't get up

don't worry about it.”

“He’s fine.”

It's all so difficult to understand

And it’s just so much at the beginning EV
that you don't understand

| didn't understand the ventilator

I never understood

what they were really telling me.

" Placing faith in care providers to save

him/funclear unclear
| said, *Just do whatever you gotta do to keep
him,”

that's all | wanted. RE




Elizabeth, mother of Jay
Disenchantment

First Baby

When we got to the hospital

Everything started to seem rushed to me
Maybe because it was my first,

This was my first baby.

Epidural/ Things happening fast

But things just started happening quickly.

| got the epidural almost two to three hours
After I'd been admitted

| guess because it started to get busy.

Induction

| was induced.

And | don’t really know why.

| guess,

| don’t know if it was for a doctor’'s schedule or what

He said everything would be fine with the induction, so | agreed.

Pitacin started

So, when | got there,
They started the pitocin.
| got the epidural.

| should have asked more questions/Regret
The epidural was not pleasant at all

A resident, | think [did it],

Now that | look back

| would have asked more questions.

The epidural was stronger on one side
_But, a resident did the epidural
And it started, started to work.
| could tell it was working,
But then one side was obviously more,
Was stronger on one side than the other. -

Nervous

So that started making me nervous
To begin with

Then things just started progressing.
| started to get more contractions.

I wasn't in any real, real pain at all
because of the epidural.

AB

CA
EV

CA

EV

OR

EV
OR

- EV

OR

EV

EV

OR

EV
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Nurses checked my labor progress

It went on for a while

The doctor would come in.

Well, the doctor didn't come in for a while.
The nurses would come in

And check my progress.

Time to push
When | finally got to ten centimeters
He [the doctor] said, it was time to push.

It was busy/ interruptions/distractions

And by that time,

They had told me that all the rooms were full.
It, it was completely like the busiest

that they've had it in like years.

I think they said there were 25 people in labor
At the same time.

Attempts to focus
So, | was like,

“Okay. Well, 1 don't, you know, I’'m here havin’' a baby,

So, I'm just gonna focus on me right now.”
But it was like people in the lobby,
Starting to push

And all kinds of stuff.

It was crazy.

Nervous

So, apparently, -

| don’t know if it was a full moon or what,
But it was really, really, really busy,

So you could hear people, outside

And 1 think that started to make me nervous too.

Where's my doctor?

| was like,

“Where's my doctor?”

“Is he going to have time for me?”

So, it was time to push '
And it was just my husband and | in the room.

Mom and sister wait with camera to hear cry
My mom and sister were outside the room.

| told them to stay there with the video camera
So they could hear the crying and everything. -

| pushed for hours/ it seemed like forever

OR
EV

Co

610

OR

EV

CA

OR
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And it seemed like | pushed for five hours.

It seemed like it took forever.

The doctor came in once to check my progress.
And it was coming along.

Baby turned wrong
| think the baby was turned a little wrong.

But he said just to keep pushing with my contractions.

So, | kept pushing

And it was almost three hours later
That finally he [the doctor] came in
And it was time to be delivered.

Baby stuck/ cord around legs

Jay was delivered

And he was coming out.

He was stuck.

They [nurses] said,

his umbilical cord was wrapped around his legs

This is where his birth Injury took place

So, | don't know if he just couldn’t come out
Or if, this is where it starts to get weird,
Like they don't know what happened,

But this is where his injury took place.

Forceps/Episiotomy

They used forceps to get him out.
And he came out fine.

| had an episiotomy

And he came out fine.

No immediate cry

| didn’t hear him cry right away

Which automatically scared me

And | did see him

But they rushed him to the...

They took him to the room next to my room.

Everything was fine

And | did see him.

He was really purple

And | heard him cry

And everything was fine.

They said everything was okay.

| was happy/everything seemed fine
So, | was happy

EV

CA

CA

EV
CA
EV
CA

OR

CA
EV

EV
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And they bundled him, cleaned him up,
Bundied him up and brought him back to me.
And everything seemed fine.

| gave him a bottle

They sewed me up.

| didn’t breast feed.

| didn't breast feed.

I'd chosen that before | got there

So they gave me a bottie to feed him.

He was purple/pale but they said that was normal
So, | got to feed him

And he seemed fine.

He was very purple to me.

Just pale looking ,

And, but they said that that was normal.

He was fine.

Spending time with him

So, | got to spend some time with him
And held him

And took pictures

And all that.

The family got to see him.

Baby went to reguiar nursery

And they took him to the nursery

The regular nursery.

He was fine.

So, | was like, “Okay.

Weli, they'll bring him to me,

once | get to the recovery room.

And we can spend time with him there
And he can sleep in my room

And all that stuff. ‘

| thought everything was fine

So, | thought everything was fine.

And we waited in the labor room for hours
Just tryin’ to get me a room to go to
Because it was so busy.

Busy doctor ' .

| think my doctor probably delivered several,
A lady came in after me

And he delivered her before me.

Like, it was, it was crazy.

OR
EV
OR

EV

OR

RE
Birth story ends
EV

EV
"OR

OR
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