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Abstract

This article, derived from my doctoral dissertation (Davidson 2007) examining the emergence of hospital
protocols for perinatal bereavement during the last half of the twentieth century in Canada, focuses on the
methodological complexities — the draw, the drain, and the delight of doing qualitative research grounded in
my own experience of perinatal loss. With my dissertation now a fait a complete, reflecting back on my
research, my use of autoethnography at this point allows a return to a story that has already happened and
involves "the construction and reconstruction' of my personal experiences as narratives' (Autrey 2003: 10).
Taking this narrative turn, my enquiry here shifts auto/biography to autoethnography as a mode of enquiry.
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Introduction

The most persuasive sociological writing emerges from a personal feeling. Whether it be of
anger or delight, it forms a conviction about something good or bad in society. It unfolds into
a story of loss and change, protest or revolution, and then develops into something more
abstract, ecumenical, and systematic but recognizably spoken nonetheless, by a voice still
breaking with the emotion that first fired it into the world (Williams 2001: 123).

1.1 My experience of perinatal loss led me to my doctoral research in Sociology, to understanding of the
emergence of hospital-based bereavement protocols for perinatal death (the death of a fetus or baby during
pregnancy or around the time of birth). In this article | discuss the challenges and complexities of doing
that research — the why and how, my framework for thinking, my hybrid (auto/biographical-feminist-
grounded) methodology, and my post research reflection through the use of autoethnography. First, |
provide a brief social, historical, and institutional background to the dissertation study, a general overview
of the research approach, and a brief description of the hospital protocols. Then | move to a discussion of
the elements of conducting research emerging from my own experience of perinatal loss prior to the
hospital protocols. Here, | shift to personal narrative in the form of autoethnography.

Social, Historical, and Institutional Background to the Study of the Emergence of Hospital
Protocols for Perinatal Bereavement

2.1 It is estimated that in North America 20% to 30% of all pregnancies end in loss (Layne 1996, 1992,
1990; Van and Meleis 2003; Farr et al. 2007). In many cases, the reasons for perinatal loss are unknown.
What is known is that the use of assisted reproductive increases rates of perinatal loss, particularly
miscarriage (Zadori 2006; Schieve et al. 2003; Langen et al. 2010). As well, poverty has significant
consequences pregnancy outcomes and maternal health (Hodnett et al. 2009; Whitehead et al. 2009;
Kavanaugh and Hershberger 2005; Bolig ef al. 1999). And in North America, women of non-Euro-American-
Canadian ethnicity are more likely to experience perinatal loss (Kitsantas 2008; Kavanaugh and
Hershberger 2005; Arias et al. 2003). Research conducted since the 1980s recognizes many women grieve
losses at all stages of gestation (Fetus and Newborn Committee 1983; Layne 1997, 1996, 1992, 1990;
Letherby 1993; Lovell 1983; Malacrida 1999, 1998; Reinharz 1988; Slade and Cecil 1994). It is also
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important to note that it is not unusual for women to grieve the voluntary loss of unplanned and unwanted
pregnancies (Williams 2006; Coleman 2004).

2.2 The meaning of perinatal loss was made and remade in Canada’s hospitals during the second half of
the twentieth century. Until about the mid 1980s the death of an unborn or newborn was usually managed
without the institutional recognition of maternal grief, which is understood here as ‘a mother’s highly
variable emotional, psychological, physical, and social response to the involuntary loss of her fetus or
infant’ (Peppers 1989: 135, citing Peppers and Knapp 1980: 155). When hospital childbirth became a
general social norm in Canada, the hospital had considerable control over women’s childbirth experiences
(Mitchinson 2002). Generally, women were sedated and quickly separated from their dying or dead babies,
and the grief they may have experienced was silenced (Leon 1992; Peppers and Knapp 1980; Sudnow
1967). Women were told, by health care professionals and others, such things as ‘forget about it’, and
‘have another one’; not appreciating that many women grieve their loss, that they didn’t forget the
experience or their child, and that one child would not simply replace another (Peppers and Knapp 1980;
Borg and Lasker 1982; Kirkley-Best et al. 1985; Rowe et al. 1978; Wolff et al. 1970; Schreiner et al. 1979).

2.3 In my discussion of the emergence of hospital bereavement protocols for perinatal loss, | argue that
while social and historical factors such as changing attitudes around death and grief, and changes in
technology and medical specialization in hospitals conditioned the shift in hospital practices for perinatal
death, it was a subset of health care providers who, first through individual agency and then collective
action, formed the critical mass required to develop and actuate the change. Collective action occurred in a
hospital culture of medicalization, specialization, and high technology. Ironically, it is in part because of the
distancing effects of medicalization and technology on the caregiver-patient relationship that the protocols
emerged. As pregnancy and childbirth were further medicalized and increasingly subject to medical
technology distancing caregivers from birthing women and their dead or dying babies, some caregivers
repositioned themselves closer to women and their experiences of grief. (Davidson 2007)

2.4 It was not until the mid 1980s that saw the beginnings of a shift in the standard of care for women
experiencing perinatal loss. Briefly, | note three historical conditions that contributed to the “discovery” of
perinatal loss as bereavement and laid the broader conditions for the emergence of the protocols. First, the
1950s saw the invention of the “perinatal interval” in aid of reducing the rates of perinatal mortality. This
was complemented by the development of related medical technologies and specialization in the 1960s
and 1970s. Second, the development of psychological and social science literatures of the 1960s through
the 1980s on death, loss, and attachment created a neo-modern model of death, which would be put into
action by innovative caregivers. Third was the emergence of pregnancy loss support groups that brought
voice to women’s grief.

2.5 Prior to medical developments in the mid-twentieth century, infants considered too weak to survive
were left without treatment (Anspach 1993). Beginning in the 1950s, a pronatalist ideology, according to
Deborah Findlay (1993), suffused obstetric and gynaecologic knowledge. In the 1960s development of
neonatal intensive care, ‘signaled a dramatic transformation to a treatment philosophy of active,
aggressive intervention’ (Anspach 1993: 3). While the reduction of perinatal mortality became the central
interest of maternal and child health care in the West (Weir 2006), it was a bitter irony and an institutional
contradiction that the grief experienced by many women whose fetuses and neonates died received little or
no recognition or support during this time.

2.6 Discussing changes in our understanding of death, sociologist Tony Walter (1994) details specific
features of what he terms a shift from modern to neo-modern death practices that coincide with the period
in which the perinatal bereavement protocols emerged. Walter’'s (1994: 204) notion of the “revival of death”
in the neo-modern period where modern medicine and more traditional elements of death are combined for
a “more personal way of death, disposal and/or grief”. It is in this historic shift from modern to neo-modern
death that hospital protocols for perinatal bereavement emerged, personalizing death in a period of
increased medicalization and intensified technology.

2.7 Through a profound shift in understanding and practice, by the later 1990s, it became the institutional
expectation that women who suffered the death of an unborn or newborn fetus or baby would often
experience the death as a loss and, in the interest of maternal health, it was the duty of hospitals to
recognize and respond to the grief experienced by these women. When hospitals began to recognize a
need for supportive health care interventions for perinatal loss they also recognized that women would
need support after they left the hospital. This was accomplished in part through peer support groups.
Pregnancy loss support groups, which grew out of the death awareness movement of the 1960s and the
self-help movement of the 1970s, emerged in the mid-1970s ‘following one of the most significant periods
of growth in psychology’ (Layne 2003: 13). This shift to the institutional recognition of grief in perinatal loss
occurred at a particular historic moment and was born of local innovation by key actors as they gave voice
to women’s grief (Davidson 2007).

2.8 Asking why these particular caregivers, as key actors, were innovators of change in hospitals. | argue
that while the participants in this research were passionate in their roles as caregivers, it was the sentinel
experiences in their lives that first sensitized them to the social-emotional needs of women who
experienced perinatal death. From this position proximate to women and their grief, caregivers recognized
women’s needs that were not being met by the practice of separation and silence. And it was from this
position that caregivers first heard women’s stories and gave voice to their grief. (For further discussion
see Davidson 2008.) Moreover, caregivers’ emotional labour, managing their own and others’ emotions,
was a key determinant in the institutional change.

2.9 Engaged in a shift from a biomedical to a biopsychosocial model of care, the key actors were inspired
by their passion and a sense of compassion. Their individual efforts were then elaborated through
leadership and teamwork, which developed into the collective action needed to institute a new standard of



care for perinatal loss. It should be noted that while the protocols involve checklists to facilitate
communication among staff as to what bereavement care was included for each patient, fundamental to
the protocols and relevant checklists, and consistent with family-centred childbirth in place in hospitals at
the time the protocols developed, and continuing today, is the provision of choice, understanding not all
women grieve and women who do grieve, grieve in a variety of ways.

A General Overview of the Research Approach: Experience as Inspiration and a Hybrid Methodology

3.1 My dissertation research is an intrinsic explanatory case study, providing a mesodomain symbolic
interactionist account of the emergence of hospital-level recognition and management of perinatal
bereavement to include ‘the intersection of historical, structural, and action contexts’ (Hall 2003: 37). Told
through the lens of experience it was shaped by a hybrid of auto/biographical, feminist, auto/biographical,
and grounded theory methodologies.

3.2 My lived experience of perinatal death as loss that | grieved, and my feminist perspective are fervently
entwined. My feminist perspective, with analysis by, about, and for women, and those interested in
providing compassionate health care for women who experience grief resulting from perinatal loss, affirms
‘that the lives of women are important’ (Rothman 1987: 239), and that women’s experiences of grief in
perinatal loss have been silenced. (See, as examples, the work of Braun and Berg 1994; Cecil 1996a,
1996b; Hebert 1998; Layne 2003, 1997, 1996, 1992, 1990; Letherby 1993; Malacrida 1999, 1998; Rajan and
Oakley 1993; Simonds and Rothman 1992.) Feminist anthropologist, Linda Layne (2003: 239), for example,
has argued that feminists ‘have not only abandoned their sisters in their hour of need, they have
contributed to the shame and isolation that attends these events’ by surrendering ‘the discourse of
pregnancy loss to antichoice activists’. She calls feminists to ‘acknowledge the frequency and import of
such events in women’s lives and create a women-centered discourse of pregnancy loss’ (Layne 2003:
239).

3.3 My experiences of perinatal loss and my feminist perspective colour and inform my use of grounded
methodology. In their discussion of grounded theory, Anselm Strauss and Julie Corbin (1994: 283) point out
that the development of a grounded methodology includes ‘adaptation’ by combining it with other
methodologies. Here, | make such an adaptation as | use auto/biographical and feminist experiential
methodologies as a modification to, or a hybrid of, a more orthodox grounded methodology.

3.4 Purposive sampling led me to thirty-five interviews, with key actors in the change, were held primarily
between 2003 and 2004, and represented several hospitals in Southern and South Western Ontario. Some
of the participants were also involved in documenting the protocols in the 2000 Family-Centred Maternity
and Newborn Care: National Guidelines. The key actors interviewed included primarily hospital caregivers —
nurses, chaplains, social workers, and physicians; also included were health care advocates, including
women who had previously experienced perinatal death.

A Brief Description of the Protocols

4.1 Perinatal bereavement protocols are health care interventions; they are policies and practices that
recognize and respond to women’s social-emotional needs in perinatal loss. While the term “protocol” is
typically referred to as a written text, | use the term here to include both written and unwritten changes in
practice. The protocols are not simply a normative standard that appears in textual form; rather, they are
local, dynamic, embodied work practices that coordinate a series of social relations and that respond to
individual situations. The emergence of these protocols recognized and institutionally constituted the
experience as perinatal loss, as bereavement experienced by many, where bereavement ‘identifies the
objective situation of individuals who have experienced loss.... In short a bereaved person is one who has
been deprived, robbed, plundered or stripped of something (Katz 2001: 5, citing Corr et al. 1997: 220).” The
words of a hospital chaplain whom | interviewed for this research reflect the reasons for the emergence of
the hospital protocols:

When you enter into the experience of perinatal death you try to make a story to deepen your
understanding of what this brief life was rather than pushing it away. You think of that short
space of time as a full life. And you look into it to find its value and the gift that that baby
offered to the world, brought into the world, and you honour that life in its fullness, even
though it was brief.... It used to be understood that this experience needed to be left behind,
but we discovered that people didn’t leave it behind, that they carried it with them the rest of
their lives. [chaplain, #20]

These words also resonate with my attempt to make sense out of my own experience — and to weave a
sociological story around it.

4.2 Chapter 8, “Loss and Grief”, of the 2000 Family-Centred Maternity and Newborn Care: National
Guidelines (Health Canada 2000), distributed Canada-wide as a guide to practice, gives the perinatal
bereavement protocols substantial force nationally. The Guidelines were the result of a three-phase
process — starting with a survey of users; proceeding with consultation with national professional and
consumer organizations; and concluding with the writing and review being accomplished by individuals
representing the various disciplines involved in maternal and newborn care, families and all regions of the
country (Health Canada 2000: v). More than a change in Canada’s hospitals, it should also be noted that
for late fetal deaths:

the provision of an empathetic caring environment, and strategies to enable the mother and
family to accept the reality of death, are now part of the standard of nursing and social
support in most of the developed world (Fox 1997, et al., cited in Chambers and Chan 2004:
2).



4.3 The protocols, as interventions for responding to women’s social-emotional in perinatal loss, are
categorized as supportive, facilitative, and informational, which often co-occur in practice. Supportive
interventions demonstrate a caregiver-patient relation intended primarily to help women with feelings of
grief. Facilitative interventions intercede on behalf of women as they describe relations both among
caregivers and of caregivers and institutions. Connecting women with texts and organizations outside of
the hospital, informational interventions enable families to make decisions and regain a sense of control
during their experience of grief. Of key importance is that the protocols offer choice, and thus that women
receive the information necessary to understand their options.

A Narrative Turn to Autoethnography - | Never Remember Believing in Santa Claus: Reflections on
Doing Research Grounded in Personal Experience

5.1 In a significant way, my research for this project began even before | experienced my own losses.
Even as children, we come to learn what, in the world close to us, is important and valued positively or
negatively by others. Infant deaths were hushed, hidden; Santa Claus was real. Experience is best
understood in retrospect and reflection, and experience for this research was my inspiration. It was at the
intersection of auto/biography — my autobiography and the biographies of key actors interviewed and the
women involved — and history that this work was inspired, was carried out, and is analyzed. This approach
recognizes the importance of ‘intellectual biography’ (Letherby 2000: 94), and starts ‘from the aim of
making sociological sense of the self — one’s own history, development and biography’ (Letherby 2003: 1).
With my dissertation as a fait a complete, my enquiry shifts now to a more personal, vulnerable intimacy
(Ellis and Bochner 2006), using autoethnography as a mode of enquiry.

5.2 The what’s, why’s and how’s of autoethnography are debated in the literature. (For an example of
interesting discussion on this debate see the Journal of Contemporary Ethnography, 2006, Vol. 35, No. 4.)
Autoethnography is often referred to as a genre of autobiography or a ‘blurred genre’ (Maguire 2006), and a
‘hybrid form of autobiography’ (Autrey 2003, citing Watson 1997: 7). Reflecting back on my research, my
use of autoethnography at this point allows a return to a story that has already happened and involves “the
construction and reconstruction” of my personal experiences as narratives’ (Autrey 2003: 10). And while |
have cautiously and successfully traversed its paths in my dissertation, and | am ready for what Carolyn
S. Ellis and Arthur P. Bochner call an ‘unruly, dangerous, vulnerable, rebellious, and creative’ (Ellis and
Bochner 2006: 443) mode of enquiry. Here, | take my hand, head and heart, on a sharper narrative turn.

5.3 This story, as | tell it here, my story, begins with a phantasm - Santa Claus. | never remember a time
when | believed in Santa Claus. My earliest memory of him, at about age three or four, was pretending to
believe in him, or in the idea of him, so as not to displease my parents. The idea of Santa was too simple;
much was left unexplained, or worse — ill explained. This is not an unhappy memory; it did not leave me
feeling that | had missed something important. Rather it was, perhaps, one of my earliest introductions into
the delights of the complexity of being human. The second time pretence became an issue in my life was
after the births and deaths of my babies.

5.4 In 1975 and 1977 | gave birth to premature babies who were whisked away before | could see them, or
likely so | would not see them either alive or dead. They were phantasms of another sort, or so it would
seem. Even though my son, born in 1975 at 29 weeks gestation, lived for ten hours, | did not see him. |
learned of his death when | was moved to a room where | would not make yet-to-deliver women
uncomfortable. Even at that point, they did not tell me, but / knew. My daughter, born in 1977 at 27 weeks
gestation, died in the delivery room shortly after her birth. It would have been so easy for them to give me
at least a glimpse, perhaps even let me hold her. But they did not. Official forms regarded their birth,
death, and disposal. Yes, ‘disposal,’ in the parlance of the hospital. The forms were given to my children’s
father to be filled out with the help, the “guidance”, of the hospital staff — Baby Whatley was sufficient —
they said. | had no opportunity to name my babies for public record. They were cremated in the hospital
and disposed of without invitation or ceremony. Hushed and hidden — ghost babies — phantasms.

5.5 One of my clearest and coldest memories of my losses, on both occasions, was leaving the hospital
with nothing to take away — no baby in my body; no baby in my arms. This, like many other particular
memories, is embodied deeply. | can feel it; | can smell the outdoor air on the days | stepped out of the
hospital without my children. The only “official” documentation of their lives, for me, is in the form of the
autopsy reports | received at my insistence many years after their births/deaths. | was provided with no
mementos, no tangible evidence of their existence — phantasms. But my research and dissertation are real
— remaking my experience and my babies real — Jason and Mary — Real.

5.6 | was told | was young and could have another “one”. | was dismissed from hospital as if | had never
given birth, as if | would not experience grief. But the grief was real, and so were my babies. Soon after the
birth-death of my son a public health nurse called me at home to see how my baby was doing. After the
birth-death of my daughter no one called. For the next twenty years | grieved alone and in silence — a birth
mother-death mother.

5.7 While | felt as though | were imploding, the face | presented to the world was of a woman “doing fine”,
“getting over it”. | knew the rules; | had always been a “good girl”, not wanting to be unruly or rebellious, to
cause others’ distress. But unlike my Santa Claus memory, this is an unhappy memory. The idea others
had of my experience was too simple; much was left unexplained, or worse —ill explained. This memory
leaves me feeling as if | missed something important, and it leaves me with a sense of shame — that | had
been good, had not rebelled.

5.8 | experienced my losses as a young, white, middle class woman with a spouse. Years later, through
research, | found that the reason my babies were born early was because my mother was prescribed the



drug diethylstilbestrol (also known as DES) given predominantly to upper working, middle and upper class
women who were “meant” to breed. Supposedly DES would prevent the miscarriage of me as a fetus. But
this was a miscarriage - of justice. It was learned that the drug, the first synthetic estrogen, crossed the
placenta and affected many of the developing fetuses, especially their reproductive tracts — and it did not
prevent miscarriages. My cervix, as a result, has been declared “incompetent”. My body failed us. Science
and technology, human endeavours, failed us. Another reason to be angry. Although | was socialized to be
a “good girl”, knowing this, | directed my anger through feminist scholarship.

5.9 First needing a research topic for an undergraduate course in qualitative methods, | decided to explore
women’s experiences of perinatal death; for that | turned to a feminist perspective for answers and, as it
happened, for validation. My M.A. research was on the drug diethylstilbestrol. Later, as questions
answered led to more questions asked, my dissertation topic emerged. Borrowing from Shulamit Reinharz
(2003: 253) this research project:

began deep within my psyche and body because [it] dealt with silence, with missing pieces,
with what is not there. [It] proceeded by making the missing visible; [it] ended by breaking
the silence and reshaping what we know.

5.10 My experiences of the birth and death gave me a researchable project for my dissertation — grounded
my research, and helped me gain access to participants in my study. | decided that disclosure about my
losses would likely help me secure interviews, that it was in keeping with a feminist ethic of full disclosure,
and that it was genuine to my motivation for research. My auto/biography facilitated entry to the field and
my credibility as a researcher in the eyes of the research participants. Had | not been familiar with and
networked in women’s maternal health issues, finding participants would have been much more difficult. |
secured interviews with all too-busy-floor nurses, physicians, and high profile policy makers. The nurses in
administrative positions whom | interviewed suggested | interview floor nurses who had much familiarity
working with women who had experienced perinatal death; the administrators cleared the schedules of the
floor nurses so that | could interview them while they were on duty. | believe that because | was able to
approach the topic of managing perinatal loss, a topic dear to the research participants, with sensitivity and
knowledge, | was more likely to obtain the interviews.

5.11 Questions | asked of the participants would likely have been elementary had | not been close to this
topic. The participants seemed to enjoy the interviews and were always willing to allow me more time than |
initially scheduled. | believe that | was trusted and respected as an interviewer in part because my
experience made me sensitive to what was important to the research participants. As a feminist researcher
| did not and do not claim objectivity (Letherby 2003).

5.12 Doing the interviews for this research was both the most draining and exhilarating part of this process.
Actually, that wording appears in the dissertation. Upon reflection — rewind — the experiences that led to
this research were, to say the least, the most draining. The research, however, would fill me up again —
impregnate me once more. It was the interview part of the research that my autobiography met the
biographies of the participants. This research was, what Barbara Katz Rothman (1986), pointing to
researching and writing about grief, calls ‘hard work’. | savoured the interviews, but also wanted to cocoon
myself for days after each. | was temporarily overwhelmed, which reminded me again of the early pain of
loss, where sleep was my relief. But as always, | rebound, and realized, with pride, that | had myself to
thank for my revival and renewal — rebirth. Does this mean that | would not have benefitted from the
protocols? | think not.

5.13 Not lured by an illusion of objectivity (see Emke 1996; Letherby 2003, Rothman 1986), | was
constantly amazed at the people | interviewed, for their care and compassion, their determination, and their
validation of experiences like mine. | felt privileged to interview them. | wondered if | was able to tell this
story without sanctifying their efforts. But hanging on to myself as researcher, | always returned to my
agenda to explain why and how, and to position these questions in the broader social and historical
context, which allowed their efforts. My birth mother-death mother self, however, sees them as living,
breathing saints — phantastic, not phantasmic.

5.14 Both auto/biography and authethnography have been accused of being self-indulgent and
opportunistic. Was |, as a researcher, self-indulgent and opportunistic to use my experiences of loss and
bereavement — of my babies? And if so, what have | gained and at what cost? Interestingly or perhaps
ironically, | am using my position as a scholar to assuage my grief. Perhaps | am self-indulgent, as | am
writing my present and my future with my past. And yes, this is opportunistic. | describe the bereavement
protocols as an attempt to address the experience of loss and grief and integrate it into my life in a positive
way. Not having had the opportunity for integration as a result of the silence and separation | experienced, |
have created my own opportunity for integration, and in doing so | contribute to sociological scholarship,
and to my academic career — and | rewrite my story. It is through this work that | have readdressed my
experiences and repositioned myself as researcher, as | have integrated my experiences of loss into my
life in a meaningful way, in a way that acknowledges, enfranchises, and thus redresses those losses.

Conclusion

6.1 | have described the complexity of doing this research grounded in personal experience. My experience
of grief and my experience as a researcher are interwoven in the study | have described. As such, working
through the methodological considerations for this project began prior to my recognition of them and will
continue beyond this project’s limits. According to D. Jean Clandinin and F. Michael Connelly (1994: 417)
‘methods for the study of personal experience are simultaneously focused in four directions: inward and
outward, backward and forward’. In my reflection, | have searched backward and inward to see my way



forward, both in personal and scholarly pursuit. Upon more temporally distanced reflection, | tried my hand,
along with my head and my heart, at an autoethnographic narrative to iterate the challenges and
celebration of personal experience research.
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