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Abstract

Institutional ethnography’s (IE) method of inquiry, itself, can be an emancipatory
instrument of change. I make visible a new way of conducting IE, using the research
process to advance knowledge utilization. More specifically, I illustrate how relational
and accessible knowledge translation (KT) approaches facilitate transformative
experiences for research stakeholders and researchers alike. My dissertation contributes
a new and innovative direction to the growing fields of IE, KT, and decolonizing
research.

My doctoral research used IE to examine how institutional supports and services
were socially organized around children and youth diagnosed with a fetal alcohol
spectrum disorder (FASD) diagnosis in two distinct communities: one rural Indigenous
community and one urban, predominantly non-Indigenous, community. This
community-based research was conducted in close partnership with community
stakeholders and resulted in a number of KT initiatives based on research findings and
recommendations. Instead of discussing research findings that critique communities or
institutions that were—at the time of writing this dissertation—working to improve
access to FASD-informed policies and programs, my dissertation makes visible the
process and value of disseminating research findings to the community.

My dissertation is dedicated to advancing the use of IE as an emancipatory,
decolonizing and community-based method of inquiry. I further argue that excellence
in community-based applied health research is found in the relational Zow of research
more so than what the research reveals. My dissertation is comprised of four

manuscripts that reveal and discuss how I adapted IE to suit the needs of an Indigenous
i



community, struggled and dealt with unforeseen challenges, used visual graphics to
facilitate research processes that are frequently text-based, and used IE to make
discrepancies visible around an FASD diagnosis for children and youth in an urban
community. Overall, this dissertation represents the thinking and learning produced
from using IE as a method of inquiry in innovative and exciting ways, advancing the
sociology of health research by making visible how IE can be used as a means to an

emancipatory end.
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Chapter 1
Introduction

What makes research matter? The motives and purpose behind any research study
can greatly vary and range from curious exploration to solving real-world problems. I
chose to pursue an applied health and community-based research (CBR) study with clear
intentions to make the research pragmatic—an agent of social change—while completing
a doctoral degree in the process. It is my position that excellence in community-based
applied health research is found in the relational Zow of research more so than what the
research reveals. I used institutional ethnography (IE) both as a method of inquiry and as
an emancipatory instrument of change. I argue that sow researchers conduct their
research—beyond methodology and technical analysis skills—will determine whether
research findings are emancipatory, relevant, and/or valued by the community itself. 1
illustrate how relational and accessible knowledge translation (KT) approaches facilitate
transformative experiences for research stakeholders and researchers alike.

My dissertation makes visible a new way of conducting IE, using the research
process to advance knowledge utilization. This dissertation contains four stand alone
manuscripts that collectively tell a story—a story that advances the field of IE, KT, and
decolonizing research. The four manuscripts discuss how I used IE to uncover
disjunctures between institutional supports and the needs of children diagnosed with fetal
alcohol spectrum disorder (FASD) (Chapter 5: Revealing disjunctures); conducted
decolonizing research using IE (Chapter 2: A decolonizing method of inquiry); navigated
unforeseen challenges and dilemmas of doing doctoral research in an Indigenous

community (Chapter 3: Reframing challenges as opportunities for transformation); and



developed and used visual graphics to make the research process and information
accessible (Chapter 4: More than words).

Originally, the focus of this dissertation was to write about the experience of using
IE as a community-based study solely as a subtext to my primary discussion, which was
to be on the social organization of supports and services for children living with FASD in
two very different communities in Newfoundland and Labrador (NL). However, this
emphasis shifted radically.

While I was writing draft manuscripts, I was still in the midst of working closely
with community and research stakeholders (including health directors, community
leaders, FASD committee members, parents of children living with FASD, as well as
policy and decision makers) to disseminate and discuss the implications of my research
findings. Findings and recommendations were being shared in the form of reports,
community presentations, and strategic meetings at the local, regional, and provincial
levels (examples of these community dissemination documents are provided in
Appendices D-G). Community members were engaged with research findings and
several recommendations gained traction immediately after they were shared. The
research results were more important to the community than they were for academia.
After considerable reflection and conversations with my doctoral committee, I decided to
focus on making the process of doing my research visible.

The shift from focusing on the organization of supports for children with FASD to
how IE was used as an emancipatory method of inquiry was driven by my excitement to

advance the sociology of health research. I assert that the most valuable contributions



from my doctoral research to the academic community are found in #ow I conducted IE,
using the research process itself as an instrument of change.

I do, however, want readers to understand how I came to be interested in the topic
of FASD, how I decided to conduct my research in particular communities, and how IE
distinguishes itself from other methodologies. In the following sections, I share my
personal connection to FASD, describe how my study came to be, and provide an

orientation on the epistemology and ontology of IE, my chosen method of inquiry.

1.1 My Journey

1.1.1 My connection to FASD.

The following description is intended to provide readers with an understanding of
what kind of work was involved for me, as parent to a child who was born with cascading
health problems as well as social and medical interventions—work requiring institutional
accountability. It is my own experience of raising a young child and pursuing an FASD
diagnostic assessment that has, in part, led me to do my research in the area of FASD and
from the standpoint of caregivers. While I did not include data on myself in this study,
my experiences undoubtedly shaped my interview questions and social interactions with
other caregivers who knew that I, too, was a parent to a child with an FASD diagnosis.
My experiences also helped me to identify a research problematic.

Scott and I took the training required to become foster parents when we already had
two young children of our own. The foster parent training was intended to be a mutual
interview, with prospective foster parents learning about what is expected of them and

child welfare social workers discerning if the prospective parents are suitable for the



children that frequently need families to help raise them. As part of this process, we were
interviewed about what we felt we could take on and what we could not, among many
other topics. I distinctly recall indicating that we did not feel equipped, at that time, to
take on a child with extensive special needs. Immediately after the training was
completed, we received a call from a social worker. He asked if we would meet a baby
that was going to be discharged from the hospital in the next month. The first visit to
meet this baby in the hospital was clearly expressed by the social worker as a “non-
committal” visit.

We went. Prior to the call from the social worker, this baby had no consistent
people caring for her. She was born at twenty-seven weeks, weighing a little over two
pounds, and was not expected to live for any length of time. Hana (a pseudonym) had
survived a major heart surgery when she was three months old, before we met her. The
first five months of her life had been split between an intensive care unit and a medical
ward. Nurses in the medical ward routinely set up a baby swing behind the nursing
station counter and brought her into the staff room for meetings. We were asked by the
social worker to visit Hana a few times a week, if possible. We discovered on the first
night that our two young children were not allowed on the ward—there was a policy that
prohibited non-admitted children on the medical ward. This meant that Scott and I
needed to take turns visiting Hana in the evenings. One of us would go in each night,
except on weekends, when one of us would visit her during the day.

We were unaware that nursing staff were growing concerned until we were called
into a special meeting with the head nurse and the cardiologist (since Hana’s biggest

underlying health issue was a cardiac one). It became clear during this meeting that we



were not meeting their expectations as future parents to Hana. Expectations included
coming in more often, for longer periods of time, bringing in clothes for Hana, and
washing them. No one had explained any of these expectations to us. When we had
begun visiting her, she already had a full closet of clothes and a laundry hamper in her
room. The only instructions we had received were suggestions from the social worker
that we visit her as often as possible and that our two other children were not allowed on
the ward. By the end of the special meeting, the medical staff learned why we were not
visiting Hana more often and we took responsibility for Hana’s clothing and laundry.

After a brief hospital orientation on administering medication, food, and oxygen,
Hana was discharged into our care two weeks later, at approximately 6 months of age.
We were approved for 40 hours of respite care a week because Hana required 24-hour
care and we were not prepared to quit work to take on the level of care Hana needed. At
the time of discharge, she had a liquid feeding schedule that involved mixing a formula
and putting a specific amount into a bag connected to a pumping machine (which required
batteries or electricity) that dispensed this liquid, at a programmed rate, through a
nasogastric feeding tube. A single feeding took approximately 20 minutes. Hana was
also attached to an oxygen machine or tank that released oxygen through nasal prongs
taped onto her face. And, to monitor the level of oxygen, she was connected to a “sat
monitor’—a machine that records oxygen saturation levels in the blood.

We quickly learned how to change the tape on her face, clean the oxygen prongs,
and rotate the sat monitor sensor by taping it to a different toe each day. Relative to our
lives before bringing Hana home, going places and scheduling appointments suddenly

became much more complicated and time-consuming. My least favourite task was



replacing the nasogastric tube that required changing at least once a week. This process
entailed wrapping Hana very tightly in a blanket (so she could not move her arms), using
landmarks to measure the distance from her nose to her stomach, and marking the spot on
the nasogastric tube that would tell us how far to push the tube down to reach her
stomach. I would push the end of the tube to the back of her nose and she would start to
cry. When she would inhale between screams, I would quickly push the rest of the tube
down until the marked spot on the tube was in line with the tip of her nose. Occasionally,
the tube would not go into her stomach but instead come out of her mouth—in those
instances, I had to start again. Once the tube was in place, [ would tape it to one side of
her face and hope it would be a while before Scott or I had to do this again.

Fast forward two years. Hana was enrolled in the university campus daycare, off
oxygen, and walking with the aid of a toddler walker. She had recovered from an eye
surgery that resulted in no noticeable change in her eye alignment; had adjusted to her
new gastro tube (a direct line to the stomach, that replaced her nasogastric feeding tube);
and only needed medication in the early morning and before bed. Various members of a
pediatric rehabilitation team monitored her progress on a weekly basis.

By the time Hana was in daycare, I was working on a number of different CBR
projects. These projects included addressing urgent issues around release-planning for
women leaving prison, emergency foster care placements of children under 12, and secure
housing for several communities across NL. In each of these projects, the issue of FASD
came up as a pressing concern. Not long after Hana had started daycare, and while I was
immersed in contract research work, I attended an all-day provincial forum on FASD that

included a wide range of people—from parents to policy makers and from community to



federal government representatives. At this forum, there were presentations from diverse
perspectives, including a panel of FASD experts, youth and young adults living with
FASD, a birth mother of a child with FASD, and government representatives from
education, child welfare, justice, and health, among others. It was also at this forum that I
met a pediatric geneticist that did diagnostic assessments for FASD and I obtained his
contact information.

We had learned, when she was under a year old, that Hana was prenatally alcohol
exposed but did not concern ourselves with this information at that time. We attributed
many of her delays and challenges to a premature birth, medical interventions that limited
physical movement, and attachment issues from not having consistent caregivers for the
first six months of life. Remembering that Hana was prenatally exposed to alcohol, and
having recently attended the forum on FASD, I started to read information on FASD
online to see if there was a chance Hana was living with FASD. Many of the descriptions
fit. Irecall feeling surprised at first, then concerned with the long-term outcomes for
people living with FASD, and eventually I relaxed because strategies that I was reading
about were things we were already doing. We decided to contact the pediatric geneticist
about an FASD assessment. Hana was seen by him and diagnosed with FASD by age

three.

1.1.2 The start of identifying a problematic.
In institutional ethnography (IE), the term problematic refers to an identifiable

tension or contradiction that emerges from the standpoint of a person or group of people



when lived experiences are invisibly coordinated or regulated by institutions (Bisaillon,
2012a; Smith, 1993).

Once I understood that Hana was living with FASD, I realized that we were dealing
with a diagnosis that is poorly understood. I was also experiencing new ways of
interacting with strangers in public places who felt compelled to befriend Hana as she
noisily shuffled along in her walker, wearing her ankle supports, wearing thick glasses,
and saying “hi” to everyone who looked in her direction. She was visibly a child who
required “more work” than my other two children and that attracted conversations about
how “adorable and outgoing” she was. We decided to tell the daycare staff about her
FASD diagnosis and suggested strategies we thought might be effective. The staff at that
daycare already worked from a strengths-based practice model that enabled Hana to
thrive, so incorporating new strategies was not unduly onerous for them.

It was not until Scott and I discussed Hana’s challenges and missed developmental
milestones with various allied health professionals in the rehabilitation centre that we
could see that sharing Hana’s diagnosis was inconsequential. By inconsequential, I mean
that the centre’s rehabilitation programs, strategies, and tests for Hana followed
standardized courses of treatment and assessment. The results of these standardized tests
were consistently inconsistent. Programs that targeted certain skill sets seemed to show
great success one week and not the next. The inconsistent and unpredictable results from
treatments were mind-boggling to several allied health professionals. And even though I
could see that some strategies being used were ineffective with Hana, I did not feel
comfortable or knowledgeable enough to meaningfully engage in a conversation with

these allied health professionals in the rehabilitation centre about other modes of



improving her cognitive and motor functions. While I was not intimately familiar with
the assessment tools and treatment programs being used, I observed that Hana’s ability to
focus and comprehend instructions were sometimes misinterpreted as incompetence. |
was concerned that suggesting ways to change their practices might jeopardizing my good
relationship with the allied health professionals or, worse, might be misconstrued as me
thinking that I knew more than they did in a specialized field of training. At that time, I
was not able to find literature or materials that addressed how to treat children with FASD
in physiotherapy, occupational therapy, or speech-language pathology. I remember
thinking to myself, if 7 do not have the confidence to address the lack of FASD-informed
practices, who would? My spouse and I are trained and experienced as a social worker
and a teacher, respectively. Both of us are comfortable advocating for both our children
and ourselves. Relative to the general population of parents, I think we would be among
the first to address any perceived injustices but, at this stage in her life, we did not.
Rather than challenge certain standardized programs and testing, we chose to be
compliant parents by taking her to appointments and practicing exercises between
appointments. This compliance was due to (a) our lack of “evidence based” material that
might suggest alternative approaches to treatment; and (b) feeling privileged to have so
much access to allied health professionals in a system that is a 2-3 year wait for some
children.

When Hana was enrolled in school to start kindergarten, we decided to disclose her
FASD diagnosis as a way to frame the kinds of strengths-based strategies and supports we
wanted to put in place. We have since realized that disclosing her diagnosis is a double-

edged sword. It gives us the platform to advocate for certain kinds of supports but it has



also lowered the expectations some educators have of her. We assumed that disclosing
her FASD diagnosis—as an identified exceptionality by the provincial department of
education—to the school, she would receive available supports and services in the
classroom. In reality, while the diagnosis has the ability to activate supports and services,
it is my experience that it is the work that we do, as parents, that informs what and how

supports and services are negotiated.

1.1.3 How my research took shape.

The impetus for doing research on FASD came from my experiences of raising a
child with FASD and my pre-PhD CBR work. I was convinced that research in FASD
could have something to offer people working in child welfare, corrections, education,
and social services across NL. An initial scan of literature on the effects of FASD
revealed that the overwhelming majority of literature is deficit-based. In other words,
research is very much focused on the challenges, problems, and dysfunctions associated
with people living with FASD and populations where it is suspected that there is a higher
prevalence of FASD, such as children in care and repeat offenders in the criminal justice
system (Boland, Chudley, & Grant, 2002; Clark, Lutke, Minnes, & Ouellette-Kuntz,
2004; FASD Justice Committee, 2010; Fast & Conry, 2009). My research contributes to
filling a gap in research in that is strengths-based, relevant to policy development, and
practical to caregivers and institutions alike.

Retrospectively, the multi-stakeholder provincial forum in 2008—where I had met
the pediatric geneticist—was a pivotal moment in my decision to pursue my doctoral

studies. About one year following that forum, I inquired about any initiatives,
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developments, or groups that may have formed as a result of the forum. When I
understood that nothing formal had been put in place, I began to consider how I could do
research that would move FASD-related work forward in NL. It was around this time
that I decided to apply to a doctoral program at Memorial University.

After the forum and before I applied to my doctoral program, I created a simple and
brief online survey to all forum attendees and those who were invited but did not attend
the forum. This survey solicited information on what people felt were areas of research
priority, potential research partners, and levels of interest in developing a research
project. I also completed an environmental scan of FASD-related committees, programs,
services, and staff across NL.

I created a list of contacts that included (a) individuals who chaired FASD
committees in NL; (b) front line workers that worked closely with people who have
FASD; (c) specialists involved with FASD screening and diagnoses; (d) current FASD
researchers with recent publications; and (¢) Memorial University faculty members who
offered expertise relevant to my proposed research (e.g., gender, social justice, education,
Aboriginal health issues and ethics, addictions, and mental health). After this preliminary
fact-finding was complete, I applied to the doctoral program in the Division of

Community Health and Humanities in the Faculty of Medicine.

1.1.4 Aims of the study.
The three research questions for my doctoral study were:
1) What are the pathways of communication and support between families with youth

aged 9 to 14 diagnosed with FASD and the key systems with which they interact (e.g.,
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health, education, corrections, child welfare, and social services)? How are these
pathways organized?

2) How do health, corrections, child welfare, social services, and education institutions
apply intervention, training, and policies to individuals and families with an FASD
diagnosis?

3) How do institutional policies, procedures, and programs coordinate individuals and
families who live with an FASD diagnosis?

My motivation, research study questions, and research methods were all rooted in
the study’s emancipatory possibilities. The aims of my doctoral study were to (a)
document how communication between caregivers, community, and professionals is
organized; (b) identify the range of interventions, supports, and services used and
available to children with FASD and their caregivers; and (c) explicate how people
interpret FASD diagnoses, information, and behaviours.

As part of my own interests and commitment to knowledge translation/sharing, I
also had goals to (a) provide relevant and accessible research findings as the basis for
recommendations to families, communities, and governments; (b) advocate for effective,
collaborative, and organized systems of support for people living with FASD in NL; (¢)
build capacity and mobilize knowledge within and between institutional systems that are
frequently in contact with people affected by FASD; and (d) advance theory, policies, and

practices in the field of FASD.
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1.2 About Institutional Ethnography (IE)

1.2.1 My attraction to IE.

I was attracted to IE for its theoretical foundations. For example, IE is based on the
ideas that peoples’ lives are shaped by access to resources and material conditions (e.g.,
health services, education, safe drinking water). People using IE subscribe to the idea
that society is organized by access to knowledge and power; that is, certain kinds of
institutional knowledge privilege some individuals and exclude others. A key tenet of IE
is that institutions and organizational systems play an important role in the coordination
of information, resource allocation, access to services, and everyday “doings” of people
they aim to serve (Campbell & Gregor, 2008; Smith, 1999, 2005).

I was drawn to how IE could uncover and “make visible” the social relations that
shape and influence the everyday lives of a certain group of people (Smith, 1990). IE has
been well accepted and used to make important evidence-based policy and practice
changes in the organization of health care, education, social work, employment and job
training, international development, environmental policy, and community life. IE
incorporates individuals, organizations/institutions, and relevant texts—including
policies, procedures, manuals, and memos—as part of the analysis (Campbell &
Manicom, 1995; Griffiths, 2005; Mykhalovskiy,et al., 2008; Mykhalovsky & McCoy,
2002; Sinding, 2010). IE does not aim to test or generate theory, but rather to produce
evidence-based research that “maps” both human and textual/policy/institutional
relations—in other words, to trace the relationships and kinds of communication that is
facilitated between people, texts, and relevant institutions. Practically and materially

speaking, I was drawn to a method of inquiry that was invested in multiple forms of data
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collection, including interviews, environmental and cultural observations, and any
relevant forms of text.

At the time of this study, there was no interdisciplinary diagnostic team in NL and
very few supports available for individuals and families living with FASD; families and
support systems do the best they can with the knowledge they have. In the absence of
prevalence data to advocate for FASD-related resources, IE has the potential to be used in
a way that provides comprehensive evidence that can be used to identify specific and
clear recommendations for communities, service providers, and policy makers. Research
conducted within the IE framework necessarily begins with individuals who are in
relatively subordinate positions—in this case, families with an FASD-diagnosed youth—
and then traces their relations with organizations, agencies, and institutions to identify and
understand best practices and gaps in knowledge.

This research maps both human and policy relations between youth with FASD
diagnoses, their families, their community, and relevant institutional systems (e.g., health,
education, child welfare, corrections). This map provides the blueprint needed to help

identify gaps and best practices, as well as prevent secondary disabilities'.

1.2.2 An IE ontology and epistemology.
Crotty (1998) writes, “ontology is concerned with what is, with the nature of
existence, with the structure of reality as such” and “epistemology is a way of

understanding how we know what we know” (p. 3). I have invested considerable energy

! Secondary disabilities refer to challenges that adults with FASD live (but not born) with,
due to adverse childhood events and circumstances.
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trying to understand what sets IE apart from other qualitative and applied research
methodologies. I recall moments of confusion, more reading, and further reflections
when I was told at various points throughout my doctoral studies:

* [E is not a methodology! It is a method of inquiry.

* [E is not limited to being qualitative research.

* [E is only new to sociology (suggesting IE is not novel); it’s what many critical

anthropologists do.

* [E is the antithesis of theory.

* IE does not produce theories but is informed by other theorists.

* The uniqueness of IE is in its attention to institutions.

There seems to be a layered understanding as to what is true to IE and what is not. I
attempt here to summarize what I have come to understand about the ontology that
informs how IE is defined. Smith (2005) has developed particular terms and “ways of
seeing” the world around us. Examples of terms that are unique to IE are ruling relations,
trans-local or extra-local, and problematic (see first manuscript entitled 4 decolonizing
method of inquiry). These IE ways of seeing are rooted in an ontology of the social
(Smith, 2005) that resists and rejects the idea that one can hypothesize or theorize before
or after they conduct IE research. Smith (2005) writes:

The design of an ontology as a theory of the being of the social is intended to

provide a guide to the aspects or dimensions of actual ongoing social processes, in

time and in place, that institutional ethnography’s project of inquiry can

appropriate. It does make the claim, as an ontology, to provide a conceptual
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framework for selective attention to actualities such that the project of inquiry can

proceed as discovery of and learning from actualities. (p. 52)

Unlike mainstream sociology, IE takes a particular interest in peoples’ actualities
over any conceptual ideas that might explain what is happening. There is a commitment
to discovering what people actually do and how their doings are connected to other
discoverable practices, circumstances, and processes. Furthermore, the
researcher/ethnographer is only able to explore and discover within the very world that is
being researched. Ontologically, IE comes from an understanding that peoples’ lives—
their material conditions and particular experiences—can be traced to numerous
constellations of social relations, including the organized concerting of people by
institutions. In other words, being able to understand how things happen the way they do
requires first exploring peoples’ actual activities, and also understanding that these
activities are socially organized by forces that are largely unknown to the people whose
experiences are of interest. The focus is on #ow, not hypothesizing or theorizing why.

While Smith (2005) suggests that she is “not concerned with epistemological
issues” (p. 52), she argues that IE studies must be particularly attentive to texts that
coordinate or organize peoples’ work. Texts that are activated by a reader can be
powerful in their ability to transcend time and place. The word “activated” is used to
highlight that texts are only relevant when they are used or referenced by people; in other
words, texts cannot do anything on their own. Early IE studies were epistemologically
informed by scholars who took an interest in people who were subject to ruling relations,

experiencing some form(s) of oppression, and occupying spaces in social margins. In
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most cases, scholars identified or worked closely with the people whose standpoint of
oppression was the point of initial investigation. For example, Griffith and Smith (2005)
studied the social organization of mothering children in the public school system;
Diamond (1992) explored the social organization of nursing home care from the
standpoint of nursing assistants; Pence (1997) evidenced the social organization of legal
interventions for women in shelters who had experienced domestic violence. When IE
was still considered a relatively new method of sociological inquiry, there were also
scholars who used IE as political activists, allies, or simply as fellow citizens who saw the
emancipatory relevance of an inquiry. Some of these pioneers include G. W. Smith
(1990) on the social organization of policing the gay (male) community in Toronto and
Devault (1991) on the work of women within their home.

In literature about IE, several authors talk about making an epistemological “shift.”
By epistemological shift, I refer to the way IE can radically shift our understanding of
how things are organized. An epistemological shift in the health field, for example,
would be from focusing on an individual’s conditions to understanding how their lived
experiences are coordinated through largely invisible trans-local processes. Deveau
(2008) specifically writes about making the epistemological shift during her doctoral
studies. She illustrates how peoples’ local experiences are located—much like maps that
have an arrow that marks “You Are Here”—in a network of organized pathways
connected to that very location (Campbell & Gregor, 2004). An IE project starts by
identifying where someone’s experiential knowing (the local experience) is in
contradiction with ideological knowledge (the taken-for-granted assumptions of what is

happening). This contradiction is called a disjuncture, a fault line, or an epistemological
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rupture, which then gets framed into an IE study’s problematic (D. E. Smith, 1990; G. W.
Smith, 1990).

Like Bisaillon (2012b), I saw analytic value in familiarizing myself with other
methodologies before settling on IE. I wanted to ensure that I chose a methodology (or
“method of inquiry”) that had a compatible ontology and epistemology, was practical and
feasible for a four-year doctoral program, and offered emancipatory possibilities
embedded in or as part of the research dissemination at the end of the project.
Admittedly, there was a time between when I was certain that I wanted to use IE for my
doctoral research and when I needed to make the commitment (as part of my ethics
proposal) when I panicked. I remembered participating in the IE Working Group® (an
online group of international scholars that meets monthly to discuss diverse topics on IE)
and asking whose IE studies have produced results that were used to engage with
stakeholders to change practices and policies. No members of the group had used their IE
study to directly influence practices and policies. The only person that I knew who had
conducted an IE study and then used the findings to advocate and implement change was
Ellen Pence (1997). I was impressed with the content and organization of the Making
Care Visible report (Bresalier et al., 2002) and could imagine the utility of such a report.

After much reflection, I decided I would proceed with using IE for my doctoral study and

* The IE Working Group is based out of the University of Calgary and lead by Dr. Janet
Rankin, an established scholar in the IE literature. The group is primarily comprised of
graduate students and university faculty. Depending on the group’s interests, different IE
experts will be invited to speak on a particular aspect of IE and field questions from the

group.
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marry it with what [ knew about best practices around community engagement and

knowledge sharing.

1.2.3 Mechanics of my IE analysis.

Rigor is not an area that is clearly addressed within IE literature, to date. In
academic research, researchers are frequently expected to demonstrate trustworthiness
and methodological rigor in funding applications and publications. Categories and tools
used to measure rigor in quantitative and positivist research have been established and are
largely uncontested. Lincoln and Guba (1985) established criteria for trustworthiness for
qualitative research that are held as a standard by some, while criticized and

problematized by others (see Table 1).

Table 1.1 Assessing Trustworthiness and Rigor in Qualitative Research

Categories and Techniques to Demonstrate the Categories (Lincoln & Guba, 1985)

Broad Category Examples of techniques

Credibility Confidence in the “truthful” nature
* Prolonged engagement
* Persistent observation
* Triangulation
* Member checking

Transferability Applicability to other settings and contexts
* Thick descriptions

Dependability If study were repeated, findings would be consistent
* Inquiry audit
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Confirmability The unbiased—neutral—nature of the study
* Audit trail
* Triangulation
* Reflexivity

I am acutely aware of the subordination of qualitative health research, albeit subtle,
relative to quantitative biomedical health research within health institutions, funding
organizations, and in the public eye, such as news media (Green & Thorogood, 2009;
Guba & Lincoln, 2004; Saludadez & Garcia, 2001). I see the utility of establishing
standardized categories to adjudicate qualitative research for rigor as a way of
demonstrating a sense of legitimacy and value within the positivist culture that continues
to dominate the health field of research. However, I agree that “if there is no unified
qualitative research paradigm, then it makes little sense to attempt to establish a set of
generic criteria for making quality judgments about qualitative research studies” (Rolfe,
2006, p. 304). The diversity of ontological and epistemological stances among qualitative
research methodologies makes it impossible to have a unified paradigm or categories to
assess research rigor.

In Bisaillon’s (2012b) dissertation on using IE to study the social organization of
new immigrants to Canada who are living with human immunodeficiency virus (HIV),
she suggests that rigor in an IE study is demonstrated when “the researcher clearly and
convincingly shows Aow things are organized to happen in the material circumstances of
people’s day-to-day lives; where an explication of the ruling relations that shape or
coordinate people’s circumstances is produced” (p. 111). Smith asserted that IE analysis

is arguably neither qualitative nor quantitative, but rather evidence-based and descriptive
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in words and/or numbers of what is actually happening (personal communication, 2013).
As such, I suggest that IE researchers can demonstrate credibility, dependability, and
confirmability (as described in Table 1.1) by detailing how and what data were collected
and analyzed. There is no standardized method or format for documenting data analyses
in IE studies. Since I do not write extensively about my analysis in my dissertation
manuscripts, I detail below how I conducted my analysis as a form of authenticity and
transparency.

Table 1.2 My Data Analysis Process

Tasks Accomplished at Each Phase of Data Analysis

Phase Data Type Details

Organizing Transcripts Read and corrected transcripts by listening and

Data reading transcripts, as transcripts were being
completed.

Started a list of categories for indexing all texts.
Imported corrected transcripts into NVIVO.
Noted documents such as acts, policies, manuals,
and guidelines that were referenced in interviews.

Forms/Documents Imported documents into NVIVO.
Linked parts of the transcript that were related to
the document to the document itself.
Read the documents and examined them for any
links to other texts.

Boss texts’ Located texts and imported them into NVIVO.
Linked these texts to interview transcripts or other
texts that referenced them.

? Boss texts refer to governing texts that organize other texts. In other words, boss texts
are hierarchically positioned at or near the “top”, guiding other texts that carry out the
work of an institution (Bisaillon, 2012).
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Initial Analysis All transcripts,
texts, and maps

Indexed all data within NVIVO using the following
categories:

= Caregiver work

* Frontline worker work

* Policy and decisions maker work

* Ruling relation

= Quotes for later consideration

= Sources of FASD knowledge

*= FASD Diagnostic “knowledge framework”

* Recommendations from participants
With text documents, memos were made answering
the following questions:

* What categories of information are recorded?

= [Isan FASD diagnosis recorded? If so, to what

end?
* What information leads to more work?
* How is this text connected to other texts?

Collating All transcripts,

Information texts, and maps.

Using a concept mapping software, a map was
developed to document how people, texts, and
processes were connected.

A separate map was made of sources and resources
that informed interviewees’ understanding of
FASD.

A third map of recommendations was developed.

Checking back Maps
with
interviewees

All interviewees were invited (and most accepted)
to review initial analysis results.

Meetings were held with interviewees to review
maps and make amendments and additions to maps.
Several more texts were identified through this
process and were added to NVIVO.

Two additional people were identified and
subsequently interviewed.

Second round  All transcripts,

of analysis texts, and maps.

Created new memos within NVIVO.

Amended maps in Mindnodes.

Created several institution-specific maps because of
the level of detail contained in the “master” map.
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Last round of  Maps Created presentations using Power Point and large

analysis: format maps to share with interviewees and other
community community stakeholders.

presentations Feedback was solicited.

and feedback Very minor and nuanced notes on the data analysis

were made as a result of the discussion.

Using NVIVO qualitative analysis software allowed me to query terms, link
transcripts to actual texts, make memos, as well as call up all references to particular
indexed terms. More detail on the dissemination is found in the conclusion chapter of this

dissertation.

1.3 Overview of Dissertation Manuscripts

The following abstracts describe the four manuscripts that comprise the “filling” of
my dissertation and are sandwiched by this introduction and a later conclusion. My IE
study was conducted in two communities; one rural Indigenous community and one urban
community. The first manuscript uses the findings from the urban community to
illustrate how I used IE to identify and examine the utility of FASD diagnoses in ways
that are highly varied and often invisible to caregivers and services providers alike. The
second and third manuscripts are focused on aspects of doing research with a rural
Indigenous community. The fourth manuscript applies to the research I did in both

communities.
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1.3.1 Revealing disjunctures: Using institutional ethnography (IE) to uncover
disconnections between a fetal alcohol spectrum disorder diagnosis and institutional
supports.

In this chapter, I illustrate how the emancipatory value of IE can be found in
identifying and examining disjunctures. Disjunctures refer to the discrepancies between
what is assumed to be happening and what is actually going on. After providing a
background on fetal alcohol spectrum disorder (FASD) and the role of caregivers in
seeking an FASD diagnosis and supportive services for their children with FASD, I make
visible four disjunctures from my doctoral IE study on the social organization of supports
and services for children diagnosed with FASD. These four examples illustrate how IE
produces empirical evidence by uncovering disjunctures and drawing attention to

particular institutional policies and practices that are missing or require attention.

1.3.2 A decolonizing method of inquiry: using institutional ethnography to
facilitate community-based research and knowledge translation.

In this paper, I describe how I used IE as a decolonizing method of inquiry. By
using IE with CBR and OCAP principles, following the four Rs, and incorporating an
integrated knowledge translation (KT) approach, I argue that IE is well-positioned as a
decolonizing way of conducting research and a means to a decolonizing end. I use
examples from my IE study on fetal alcohol spectrum disorder (FASD) in a rural
Indigenous community in eastern Canada to highlight new and exciting advances in the

field of decolonizing research, IE, and Indigenous KT.
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1.3.3 Reframing tensions as opportunities for transformation: Strategies to
unforeseen obstacles as a doctoral student doing research with an Indigenous
community.

In this paper I highlight how, despite following best practice principles of doing
community-based research with Indigenous people and communities, I encountered
various forms of tension throughout my doctoral study. I draw on four examples of
tensions that I experienced during my doctoral study to highlight that knowing principles
is not always enough. For each example, I discuss the dilemma and how I dealt with it. I
also suggest that it was my relational approach and investment in authentic relationships
with community members that made it possible to transform the tensions into unforeseen
opportunities. Part of the reason for writing this chapter is to advance the work of
conducting decolonizing research with Indigenous communities by making my challenges

and strategies transparent and visible.

1.3.4 More than words: Using visual graphics to help facilitate the research
process.

In this chapter, I argue that using visual graphics enhances and improves
communication throughout all phases of research. I suggest that by improving
communication and comprehension with diverse research stakeholders, the level of
community engagement and trust is also greatly improved. I make visible, both literally
and figuratively, how I used visual graphics to communicate concepts, ideas, and
information from the development to the dissemination phases of research with a wide

range of stakeholders, target audiences, and community informants.
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The four manuscripts are not placed in any order of importance. They tell a story
about how I used IE to make discrepancies—largely unchallenged and unnoticed—visible
around an FASD diagnosis for children and youth in an urban community, conducted my
research, adapted IE to suit the needs of an Indigenous community, struggled and dealt
with unforeseen challenges, and used visual graphics to facilitate research processes that
are frequently text-based.

The concluding chapter of my dissertation describes a range of KT activities I
facilitated at various stages of my research. I give an example of how doing this research
resulted in non-research initiatives that positively contributed to the advancement of
FASD work in Newfoundland and Labrador. I reflect on several themes that weave my
manuscripts together and suggest recommendations for further research. Overall, my
dissertation offers new and exciting ways of approaching and practicing emancipatory,

community-based, and decolonizing research using IE.
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Chapter 2
Revealing disjunctures: Using institutional ethnography to uncover disconnections

between a fetal alcohol spectrum disorder diagnosis and institutional supports

Abstract

Institutional ethnography (IE) is a method of inquiry that offers emancipatory
possibilities. This paper reveals how IE’s emancipatory value is linked to identifying and
examining disjunctures, which are discrepancies and disconnections between what is
understood to be happening versus what is actually being experienced. Using examples
from an IE study that examined the social organization of supports and services for
children diagnosed with fetal alcohol spectrum disorder (FASD) in an urban community
in eastern Canada, four specific disjunctures are revealed and discussed. These
disjunctures make various disconnections between school-aged children living with
FASD and institutional supports visible. Furthermore, I illustrate how the ambiguity of
institutional policies and communication make it difficult for children living with FASD
to thrive. This study also reveals how caregivers are required to be FASD experts while
not being seen or treated as experts. By uncovering and making disjunctures visible, |
argue that IE studies can draw evidence-based attention to specific institutional policies

and practices that are missing or require change.

Keywords
institutional ethnography; IE; fetal alcohol spectrum disorder; FASD; evidence-based

practice; early intervention
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2.1 Introduction

In institutional ethnography (IE), one of the goals is to analyze disjunctures.
Disjunctures refer to the discrepancies and disconnections between what is understood to
be happening versus what is actually being experienced. This manuscript reveals how
using IE is useful for identifying and examining disjunctures that occur when children are
diagnosed with fetal alcohol spectrum disorder (FASD). To provide context, the first
section of this paper reviews key aspects of FASD: what it is, how it is unique, why
people seek early diagnostic assessments, how it affects the work of parenting, and its
currency as a medical diagnosis. The methodology section details recruitment, data
collection, and data analysis for an IE study on the social organization of supports and
services for children diagnosed with fetal alcohol spectrum disorder (FASD).

Later, there is discussion on the disjunctures between (a) medical professionals’
positions on the utility of an FASD diagnosis and the available supports; (b) eligibility
criteria for supports and recognized exceptionalities; (c) requested support and the actual
organization of the support; and (d) parenting work and the parental work that counts for
institutions. By making the disconnections between living with FASD and the
institutional supports visible, it becomes clear that ambiguity of institutional policies and
communication make it difficult for children with FASD to thrive. It also becomes
evident that caregivers' are required to be FASD experts while not being seen or treated

as experts.

" In this paper, the term caregiver refers to people who fill a parental role: it includes
birth, foster, adoptive, and kinship parents.
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2.2 Getting Acquainted with FASD

2.2.1 What is FASD?

FASD is an umbrella term coined in 2004 by medical professionals to represent a
range of diagnoses related to prenatal alcohol exposure. From 1973 to 2004, people were
diagnosed as having either fetal alcohol syndrome (FAS) or fetal alcohol effects (FAE).
Since 2005, people are diagnosed with FAS, partial FAS (pFAS), alcohol related birth
defects (ARBD), or alcohol related neurodevelopmental disorder (ARND) (Astley, 2013;
Chudley et al., 2005). The etiology of FASD is often framed as maternal drinking of
alcohol and, specifically, the effects of teratogens found in alcohol on a developing fetus.
The teratogens can interfere with fetal development that is occurring around the time of
consumption—making the central nervous system most vulnerable since it is in constant
development in utero. While people may judge and blame women who give birth to
children with FASD, some women drink before they know they are pregnant or as a
coping mechanism to prevent further harm to themselves. Other women may lack the
supportive environment to stop drinking (British Columbia Centre of Excellence in
Women's Health, 2002, May; Poole, 2008; Public Health Agency of Canada: FASD
Team, 2005; Rutman & Van Bibber, 2010).

Being diagnosed with an FASD is different than other developmental labels in that
it draws a causal link between the person diagnosed with an FASD and their biological
mother. It is also unique in that the diagnostic coding is based on severity rather than a
pattern in neuropsychological functions (Price, 2014). Furthermore, pFAS, ARND, and
ARBD require confirmation of prenatal alcohol exposure as the “causative agent” (Price,

2014, p. 41). Knowing a diagnosis does not determine a specific course of treatment or
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intervention; however there is an inventory of approaches and strategies that have been
documented as effective with children diagnosed with FASD. Child development and
FASD literature agree that early interventions, birth to age 6-7 years, help mitigate
potential challenges that children and youth living with FASD face as they move into
adulthood (Abrams, 2010; Astley, Bailey, Talbot, & Clarren, 2000; Carmichael Olson,
Rosalind, Gelo, & Beck, 2009). One current and major diagnostic challenge is that
diagnostic testing is designed for children approximately age 7 and older, excluding
adults, which is past the point of “early” intervention (Astley & Clarren, 2000; Benz,

Rasmussen, & Andrew, 2009; Canadian Association of Paediatric Health Centres, 2010).

2.2.2 What is unique about FASD diagnoses?

FASD is frequently cited as being the “leading preventable cause” (Bryanton et al.,
2014, p. E121) or the “leading known cause of mental retardation” (Abel & Sokol, 1987,
p. 51). Itis unique in several ways. First, there is no other medical diagnosis for a
developmental delay from birth that is considered both preventable and permanent.
Mothers who give birth to children with FASD are often subjected to moral judgment to
the extent that some pregnant women have been held against their will in custody such as
prison or treatment centres for the sake of their fetus—sending the message that the state
is more invested in the fetus’ well-being than that of the pregnant woman herself
(Winnipeg Child and Family Services (Northwest Area) v. G.(D.F.), 1997).

Second, it is a medical diagnosis that is not recognized by all health professionals as
legitimate. The current diagnostic guidelines were last revised in 2005 (Chudley et al.,

2005). The guidelines encourage a multi-disciplinary diagnostic team to ascertain four
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domains of (a) growth, (b) facial phenotype, (c) central nervous system function, and (d)
exposure to alcohol on a scale, and to determine the diagnosis depending on the
combination of rankings. One of the most stigmatizing aspects of the diagnosis is that it
requires doing a complete history that confirms maternal consumption of alcohol during
pregnancy (Armstrong, 2003; Armstrong & Abel, 2000; May et al., 2009).

Third, the way FASD manifests in children living with FASD can greatly vary
depending on a multitude of variables such as the volume, frequency, and timing of the
alcohol consumption; living conditions and access to good prenatal care; early childhood
environment; and co-existing mental health among other determinants of health (Abel,
1995; Chudley, 2008; Chudley et al., 2005). The implications of this variability are that
the appropriate interventions and supports for people living with FASD are diverse and
poorly understood (Carmichael Olson et al., 2009; Fast & Conry, 2011; Kalberg &

Buckley, 2007; Lutke, n.d.).

2.2.3 Why get diagnosed?

At the individual level, the impetus for caregivers pursuing an FASD diagnosis is
often to gain access to supports and services as well as confirm or legitimize observed
behavioural or developmental concerns (Carmichael Olson, Jirikowic, Kartin, & Astley,
2007; Gal I. Koren, Fantus, & Nulman, 2010; Streissguth et al., 2004). There are no
studies that examine why caregivers do not pursue an FASD diagnostic assessment for
children; however, scholars have made some conjectures about possible reasons (Badry,
2010; Carmichael Olson et al., 2007; May et al., 2009). Conjectures include the lack of

FASD awareness and screening among health care professionals; lack of diagnostic
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assessment services; misreading behaviours as symptomatic of other diagnoses such as

attention deficit disorder (ADD), attention deficit hyperactivity disorder (ADHD),

oppositional defiance disorder (ODD), or poor parenting skills; and the fear of stigma

attached to the birth mother if an FASD diagnosis is made. Table 2.1 lists a range of

possible reasons why caregivers may seek, or not seek, an FASD diagnostic assessment.

Table 2.1 Rationale for Seeking or Not Seeking Diagnostic Assessment

Reasons for Pursuing versus not Pursuing an FASD Diagnostic Assessment

Possible reasons to seek a
diagnostic assessment
(Carmichael Olson et al., 2007; Gal
I. Koren et al., 2010; Streissguth et
al., 2004)

Possible reasons to not seek a diagnosis (Badry,
2010; Carmichael Olson et al., 2007; Carmichael
Olson et al., 2009; May et al., 2009)

* clarity on the nature of the
exhibited behaviours;

* want to provide appropriate
interventions, supports, and
services;

* proof of “disability” for access
to resources or services;

* rule out other possible
explanations for challenges or
behaviours; and

* participate in a prevalence study
that may lead to better services.

caregivers and service providers alike are
unfamiliar with FASD;

medical professionals are unfamiliar with FASD
screening tools or other flags that may lead to a
referral;

no local diagnostic team/capacity;

lack of trained interdisciplinary team (where
assessments are possible but diagnoses are not);
women may not disclose prenatal alcohol
consumption (e.g., fear of judgment, blame,
stigma, uncertain of outcome etc.);

symptoms are diagnosed with other labels such
as attention deficit disorder (ADD), attention
deficit hyperactivity disorder (ADHD),
oppositional defiance disorder (ODD); and
behaviours are interpreted as the effects of poor
home environment or parenting skills.

At the population health level, there is very little known about the prevalence of

prenatal alcohol exposure in the general population. A recent population-based study in
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eastern Canada reported the prevalence rate of prenatal alcohol-exposed newborns;
however the number of alcohol-exposed newborns does not represent how many will
experience alcohol-related neurodevelopmental delays or challenges (Bryanton et al.,
2014). There are prevalence studies that focus on specific demographic groups that are
also vulnerable and stigmatized, such as children in the child welfare system, Indigenous
communities, and adults in the correctional system (Abel, 1995; Astley, Stachowiak,
Clarren, & Clausen, 2002; Boland, Chudley, & Grant, 2002; May et al., 2009; Tait,
2001). Part of the drive behind studying the prevalence of FASD and the additional
costs—that is, financial costs—of people living with FASD to Canadian taxpayers is to
advocate for increased FASD prevention efforts and