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Abstract

The objective of this research was to explore the co-creation of person-centred records, to
support memoty, identity and personhood, with the person diagnosed with early stage
dementia. This thesis describes the design of a second generation grounded theory
methodology and applied archival research. With its postmodern, continuum and social
constructionist influences second generation grounded theory sees a shift in how we
understand the researcher’s interaction with participants in a study. It highlights the way
relationships between researcher, participant and research data are both inseparable and the
product of their combined interactions. Hearing and knowing participant voices requires
methods and techniques sensitive not only to researcher and participants’ words, but also
their inherent meaning and actions.

A unique repertoire of interview techniques was undertaken with participants, to understand
their experiences of memory, identity and personhood, in the context of early stage
dementia. The interview process facilitated co-creating vignettes of stories which were
centred on the person and their perspectives of life. Reviewing the vignettes with the
participants facilitated exploration of the stories and meaning captured in these records of
self. The recorded stories and the processes for co-creating records of these stories were
analysed using a social constructionist lens; to develop new theory and knowledge about the
potential ways in which these records may support stories of self and personhood.

The main contribution of this research was the development of a social constructionist
theory of the Experiential Model of the Person-Centred Record. This is an integrative
theory which describes the person-centred records as a particular type of record informed by
theories of personhood and person-centred practice. Other outcomes of this research
include:
e Contribution to research methodology and applied archival research
0 Designing a second generation grounded theory and innovative methods and
techniques suited to the needs of working with people and their data.
e Contribution to archival theory
O Application of the social constructionist lens, drawn from psychology and
social psychology, for the study of interpersonal and social processes.
e Contribution to practice
O This research is significant to the archival discipline as it creates an exemplar
of reflexive and ethical practice involved in working within new and emergent
problem spaces.
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1 Introduction: Making Time for Memories
of Me

1.1 Introduction

The research reported on in this thesis has proved to be both an occupation and a passion.
On reflection I can see how the research process and the outcomes are the product of who I
am as much as the people with whom I engaged throughout. I can also grasp just how much I
have been changed by the processes of working with inspiring communities of people to find

ways of contributing to the betterment of society —evenif only in small ways.

This research explored the co-creation of records to support memoty, identity and
personhood, with people diagnosed with early stage dementia. The findings of this second
generation grounded theory research, in-depth interviews and reflexive practice in co-creating
records resulted in a grounded theory of the person-centred record. I propose the concept of
the person-centred record as a process and practice which is informed by personhood as a
philosophical approach to working with people and records.

I explain my personal and academic experience in light of the problem space within which this
research is situated. Iintroduce the research questions then establish the design of this second
generation grounded theory; a method suited to this applied archival research and an approach
to co-creating person-centred records in the context of people living with dementia.! The
conceptual framework of this research is outlined in relation to the person dementia and

creating records. The overarching structure and contribution of the thesis is also identified.

This chapterintroduces how the research originated, and its situated context. I present my
interests in working with second generation grounded theory to develop an approach to
creating person-centred records, as an archival method, in the context of people living with
dementia. Iintroduce the researchaimand questions. The contexts and concepts within this
research are discussed in relation to dementia and the struggle of remembering and in relation
to creating personal records. The structure and contribution of the thesis are also identified.

e Section 1.2:Is an explanation of how I came to undertake this research and how this

personal experience influenced my approach to this research.

1«Applied researchis concerned, first and foremost, with the usefulness and application of knowledge. Its
primary focus is on the production of knowledge thatis practical and has immediate application to pressing
problems of concern to society at large or to specific public or private research clients. It is researchthat is
designed to engage with people, organizations, and interests and is aimed to inform human services, public
policy, and other local, national, and international decision makers.” Applied research has been described as
a “powerful tool with the potential to contribute to both the growth of science and the amelioration of
pressing real-life problems.” For a more in-depth discussion which explicates the types and uses of applied
research see the entry on applied research by A. E. Brodsky and E. A. Welsh,“Applied Research,” in The
SAGE Encyclopedia of Qualitative Research Methods, ed. L. M. Given (Los Angeles, CA: SAGE
Publications, 2008), 17.
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e Section 1.3: My personal and professional experience is positioned in relation to this
research.

e Section 1.4: The research aims and questions which guided this research are identified.

e Section 1.5: I provide an overview of the methodology and design of this research.

e Section 1.6: Core concepts within this research are discussed within the broader
disciplinary and research contexts.

e Section 1.7: I outline my intent for this study and how this influenced the outcomes of
this research.

e Section 1.8: The constraints of this research are explained.

e Section 1.9: The anticipated outcomes of this study are detailed, with respect to the
research aims and questions.

e Section 1.10: Provides an overview of each chapter in this thesis.

1.2 How Il Cameto This Research Problem Space

My journey into this research began when my maternal grandmother, at the end stage of her
life, was moved into a nursing home in 2009. I'was shocked to see how ‘unhomely’ the facility
really was. The nursing home was a residence but it did not do justice to my grandmother’s
lived experience, her memories, her relationships, either in the past or present. The straight
corridors created structured thoroughfares between rooms and rows of beds. The functional
furniture and fittings served their purpose though they were stripped of most of the personal
artefacts or triggers which reflect the identity of the person who inhabited the space —evenif
only temporarily.? It was these triggers that served as the only evidence of the person’s life,
other than memory, stories, events and relationships. In the case of my grandmother, and for
many others like her, the institutions they lived in did not adequately support evidence of
them as individuals or in the community.

I could not come to terms with how impersonal the nursing home was. Ihad nursed for
several years when I first moved into the workforce, so I was very familiar with institutional
care spaces. It disturbed me to think that, in an age where technology is ubiquitous and
influencing self-expression and communication in ways we could not previously imagine, my
grandmother was in a room devoid of most things that reflected who she was. Ata time in
her life when my grandmother, and we as her family, were trying to make sense of life and
death, her worldly belongings were reduced to what could fit into a small wardrobe and
bedside table. Yet, she was ‘lucky’ in that her bed was positioned next to the door so there
was an extra shelf and a wall to hang photos of family and friends.

My grandmother’s mother tongue was Italian and as her health deteriorated she would often
respond to English in Italian and vice versa. There was evidence of cognitive difficulty with

2 Giddens describes hospitals as health care institutions as evolving historically from the prisons and asylums
of old. They were places that housed the poor, and, as much as attempting to provide for their physical
requirements these institutions also concealed the chronic needs of the community behind closed doors. A.
Giddens, Modernity and Self-Identity: Self and Society in the Late Modern Age (Palo Alto, CA: Stanford
University Press,1991).
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some confusion and memory loss. The problem though was not always in the translation but
rather in my grandmother not being able to communicate the personal meaning associated
with even routine events or activities. The constantly changing staff roster and the high needs
of the residents meant that there was not much time for residential carers to really get to know
the people who lived there. How could the staff address the personal needs of the people, for
whom this place was home if they did not know them personally?

During my grandmother’s palliation I was undertaking coursework in Archival Systems as part
of a Master’s degree. We were studying the evidential nature of records and archives and their
ability to witness to our lives as individuals and as members of society. The convergence of
the personal experience with my grandmother and engaging in archival discourse led me to
ask, if the power of records is to bear witness to our lives’ then:

e Can we as researchers contribute to witnessing and evidencing the lives of those who
are disadvantaged for reasons such as ill health, ageing or dementia, which can
manifest in difficulties communicating personal memories, identity and meaning, not
only of the past but into the present?

e What is the nature of these records which bear witness to our lives and how are they

evidence of who we are in the changing contexts in which we live?

For the person diagnosed with dementia remembering and forgetting become critical and
more conscious activities in maintaining a coherent sense of self. Autobiographical and
biographical stories and events are routinely documented for use as aids in managing personal
knowledge of and for individuals in the contexts of aged care. Existing research and anecdotal
evidence indicate that the use of this type of biographical information is good in theory but
difficult in practice.* Many of these records are created as a way of mitigating the loss of
memories or used as triggers for remembering for the person with dementia in relationship
with their carers. When creating memory aids is undertaken during moderate or more
advanced stages of disease progression, the person to whom the records pertain may have
diminished direct involvement in the processes of creation, decision-making or management
of these records.

The processes of decision-making and agency around the creation and use of biographical
information create challenges for individuals, their families, health professionals and
increasingly the archival profession. Supporting the person with dementia in recording their
own memorties and stories raises questions about the processes for representing the
perspectives of the person for whom they are created. How can research processes be
developed to co-create records that support an individual’s memories, identity and meaning?
How can co-creating records allow the person to communicate who they are and their wishes
into a time when they may struggle to make explicit knowledge of themselves, past and
present into the future?

3 S. McKemmish, “Evidence of Me. . .,” Archives and Manuscripts 24, no. 1 (1996),
http://www.infotech.monash.edu.au/research/groups/rcrg/publications/recordscontinuum-smckp1.html.
4J. McKeown et al., “The Use of Life Story Work with People with Dementia to Enhance Person-Centred
Care,” International Journal of Older People Nursing 5, no. 2 (June 2010): 148-58.
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1.3 Positioning My Personal and Professional Knowledge

I came to this problem space with diverse prior knowledge. My professional and academic
experiences included nursing, a teaching degree in music and drama, graduate studies in media
studies specialising in the documentary as a genre, information and knowledge management,
and, most recently archival science. Years of nursing reinforced that working with people
requires developing empathy through understanding the needs of the individual. Ilearned and
believe that the person is always there and present even if there are occasions where it is
difficult to know or interpret what a person is experiencing. I developed skills in the arts and
media learning to capture and represent what is sometimes difficult to put into words. My
experience with the documentary film as a genre helped me develop a critical understanding of
how perspectives are constructed and represented; truths are multiple, they are subjective and

reality is not always as it seems.

As aninformation and knowledge management professional and archival researcher, I'was
conscious of how personal knowledge is evidenced in our activities and the products we as
humans create. These records in turn not only become evidence of our existence but of the
wortld we construct. How could I, as a researcher, understand the human relationship to

records as an activity and as part of what makes us whole?

This research is part of a personal and academic journey I began whilst undertaking a
Graduate Diploma in Media Studies nearly 20 years ago. During that time I discovered a
passion for the documentary as genre of cinema. It was the very early days of digital video.
Film-makers were experimenting with this new and much more affordable technology to
record not only the big issues of life but also the more personal stories. These documentaries
were a way of representing perspectives and a powerful medium for making sense of memory,
identity, and relationships.

Influenced by this new technology and the idea of documenting my family story, I visited my
father’s family home in Slovenia for the first time in December of 1997. My father was from a
small village near Ljubljana set in an isolated valley. Iwent to meet his side of the family with
the hope that I might better understand traumatic and tragic events which dramatically altered
the direction of my father’s life, that of his siblings and the extended family. My father was
orphaned when he was just seven years old, during the Second World War when both his
parents were executed in their family home. My grandmother was six months pregnant at the
time.

My father left Slovenia after the war and was never to return. He made excuses for not going
back to visit but my understanding, which was confirmed in one conversation with him, was
that he was scared to go back. It was only when I visited the village myself that I could start
to comprehend the power of memories that have imprisoned this side of my family, so much
so, that even now the extended family still feel the weight and grief of events which occurred

over 70 years ago.

I initiated this connection with family, place and, in some ways, time so that I could make
sense of my own personal stories. What had been my father’s stories were being transformed

14
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through the course of my life into my own stories. In those first visits to Slovenia I was
conscious of how people were trying to reconcile their memories through their stories, records
of family and war, and relationships which were testimony to what had occurred. What
fascinated me most was the seeming redaction of evidence regarding people and events.

There were photo albums with photographs missing. I was told that there was one man in the
village who had recorded the event and cause of my grandparents’ death in his diary, but had
sworn to take this testimony to his grave. There was nothing but rubble left of my family’s
home. It was 50 years after the end of the war that a memorial was built to mark the loss of

those killed and for whom there is no known resting place.

This journey marks a longstanding interest in how identity is constructed and perceived. We
as human beings are part of a continuum of life and relationships. We are intimately
connected to the experiences of others as well as ourselves. Memory and identity are never
discrete. They are woven through our lives and the lives of those around us. We inherit and
learn beliefs, values and emotions without always knowing exactly where they originate. My
father rarely spoke of the events of his youth. It was the absence of these stories which made
his pain more palpable. Thad to take the journey back to his home village where relatives
were able to give me insight into those stories of the past so I could make sense of their effect

on the present.

I'lived in Italy (on the border with Slovenia) for three years during which time I visited family
in Slovenia several times. Each visit was a time to connect with people and then make the
pilgrimage to where my grandparents’ home once stood. I would leave with more questions
than I had answers and the unsettling feeling that I was leaving a part of me behind. These
were profound experiences which changed the way I perceived myself yet they were not

represented anywhere in my current context.

Acknowledging this personal and professional knowledge is both a disclosure and affirmation
of how I am positioned in this research. I see and reflect on the wotld through all these
influences. I have drawn on these varied experiences in both theory and practice to create
innovative approaches to applied archival research. In reallife contexts we are working with
people as well as their records. It is intimate and personal; it is centred on personal meaning.

1.4 ResearchAimsand Questions

The aim of this study was to understand the nature of the personally meaningful records as a
social construct within the context of the person with early stage dementia. Iexplored how I,
as an archival researcher, could study the relationship that humans have with records and the
memories therein. I aimed to develop new theory about how people experience records
through their co-creation, in a real world context where memory is fragile and the records
become evidence of a life and identity still being lived.

I wanted to understand and situate this research in the unique contexts and perspectives of the
person with dementia with regard to what was important for them and how this impacted on

records of memory, personal stories and meaning. The overarching aim of this research was
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to construct a second generation grounded theory of co-creating person-centred records in the
context of early stage dementia. Further, to explore how second generation grounded
theorising contributes to archival theory and possible implications for practice. The aim of

this research is addressed through answering the following four research questions:

Research Question 1: How do individuals perceive what is important in creating their

own personal records in their current context of early stage dementia?

Research Question 2: How do people represent their own memories and stories in
ways that support the integrity of their identity and memory?

Research Question 3: How is meaning supported and sustained in the process of co-
creating records?

Research Question 4: How do we achieve a rich understanding of the ethical issues
and processes involved in this kind of record co-creation?

1.5 ResearchDesignand Methodology

The work in this thesis represents a new approach to applied archival research. This was a
new area of applied research,® and as such an exploratory study design was warranted. The
nature of the research problem and questions required a methodology appropriate to
developing new theory grounded in the context being studied. For these reasons a second
generation grounded theory approach to the research design was implemented. I drew on the
work of second generation grounded theorists Charmaz and Clarke, who have adapted the
principles of traditional grounded theory, with its systematic analysis of data, to new problem
spaces.® These theorists have extended grounded theory research in ways which are sensitive
to postmodern influences; concerned with multiple perspectives, complexity, plurality, a

participatory epistemology and continuum thinking.

I adopted two bodies of theory which supported a postmodern paradigm for working with
people as well as understanding the meaning of records.
e A social constructionist lens served to study how the participants and I jointly
constructed knowledge and meaning through this research, and the co-creation of

person-centred records. Social constructionism provided a critical lens to challenge

5 Applied researchers, according to Patton, “work on human and societal problems...The purpose of applied
research is to contribute to knowledge that will help people understand the nature of a problem in order to
intervene, thereby allowing human beings to more effectively control their environment...the source of
questions is in the problems and concerns experienced by the people and articulated by
policymakers...Applied interdisciplinary fields are especially problem oriented rather than discipline
oriented...Applied qualitative researchers are able to bring their personal insights and experiences into any
recommendations that may emerge because they get especially close the problem understudy during the
fieldwork.” M. Q. Patton, Qualitative Research and Evaluation Methods, 3rd ed. (Thousand Oaks, CA:
SACE Publications, 2002), 217.
6 K. Charmaz, Constructing Grounded Theory, 2nd ed. (London: SAGE Publications, 2014). Kindle Edition.;
A.E. Clarke, “Situational Analysis,” accessed July 24, 2014,
http://clarkessituationalanalysis.blogspot.com.au/.
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taken-for-granted assumptions regarding how we understand the phenomena and
concepts being studied.

e Also important to this research was developing practices underpinned by postmodern
and social constructionist theories of personhood. These theories originate from
within philosophy and psychology and focus on studying and understanding
interpersonal processes. These theories supported a person-centred approach to

research.

A postmodern participatory epistemology emphasised the need to implement methods and
techniques for hearing the person’s voice and listening to their perspectives. Iprepared a
toolkit of methods and techniques for reflexively working with people and their data, in ways
that were inclusive and collaborative. The research was conducted with three participants
diagnosed with early stage dementia, who were still living at home. I undertook eight in-depth
interviews with each participant in order to understand their perspectives and situated
contexts. Central to the research activities was the sharing of personal stories and creating
vignettes of these stories. Over the eight-week interview period I constructed a collection of
approximately 60 vignettes with each participant. The research process and person-centred
vignettes were analysed and coded to develop new knowledge and theory regarding the human
relationship to the record and the nature of records which support memory, identity and
personhood. Analysis of the data led to the achievement of the research aim through the
generation of a second generation grounded theory, which makes a new contribution to
archival theory. The grounded theory is called the Experiential Model of the Person-Centred
Record.

1.6  Situating the Research Problem Space

To situate the research problem space in the following section I introduce key activities 1
undertook to establish the research. In this section I share the core concepts that I adopted
for the study. The sectionis presented in three sub-sections:

e Developing sensitivity to the needs of the people with dementia

e Advocating for participation in archival research

e A conceptual framework.

1.6.1 Developing sensitivity to the needs of the people with dementia
Motivated by my personal and professional experiences, and in the context of the unit on
Archival Systems, I conducted a preliminary literature review exploring the nature of
dementia, memory, identity and the significance of personally meaningful belongings in the
context of aged care.” I also attended leading conferences and forums in gerontology and

dementia to update my knowledge on what was happening in practice as well as in research. It

7 This exploratory review drew on literature from health sciences, information technology, media arts, social
sciences and archival science. The objective was to understand the broader context of the problem space;
thatis the context of the person with dementia and the human relationship between memory, identity and
artefacts which have personalmeaning.
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became evident, even at this early stage of conceptualising the problem space, that further
research would require a cross-disciplinary approach to understanding concepts and the

human relationship to records as representations of self.

What struck me so profoundly throughout this preliminary investigation is that research in
dementia generally falls into two key areas or priorities (clinical and care); that of diagnosis or
cure, then, care and the carer. Within these priorities varied perspectives were reflected,
particularly when it came to the lived experience, of the person with dementia. There was
much focus on the difficulty expetienced by the carers who saw their loved ones ‘disappear’.®
The words that I heard often in regard to the person with dementia, and still haunt me are
“he/she is not the same person, she is not my mother/he is not my father”. There was a
prevailing belief that the person had disappeared due to the dementia.

The perspective of the person with dementia was just barely present in research forums. At
conferences on dementia and evenin the literature the voice of the person with dementia was
poignant and incredibly powerful. The messages were clear regarding their need to contribute
in research and advocating for their own needs and experience.” The need to hear and
understand the person’s voice became a key driverin how this research was designed and a

fundamental concern in studying records to support memory and identity.

Attending the conferences, talking with researchers, and reflecting on the needs of people with
dementia led me to consider preliminary themes of memory, identity and records.
Engagement with this range of stakeholders assisted with the development of cross-
disciplinary thinking."

1.6.2 Advocating for participation in archival research

In 2007 as part of “Pluralizing the Archival Paradigm Through Education Project”, Gilliland
et al. identified key strategies for extending the scope and quality of archival research and
paradigms to include cross-disciplinary research. The authors identified the challenges of
addressing diverse archival and recordkeeping needs, particularly the requirements of
marginalised communities. They charged archival professionals to advocate for the direct
participation of these communities, in conjunction to promoting their unique representation
in archival contexts. Rather than the single disciplinary approach, working with these
communities called for the use of lenses, frameworks and methods from outside the archival
discipline."

8 M. Downs, “The Emergence of the Personin Dementia Research,” Ageing and Society 17 (1997): 597-607.
9 H. Wilkinson, “Including People with Dementia in Research: Methods and Motivations,” in The
Perspectives of People With Dementia: Research Methodsand Motivations,ed. H. Wilkinson (London:
Jessica Kingsley Publishers, 2002).
10 p, Stock and R. J. F. Burton, “Defining Terms for Integrated (Multi-Inter-Trans-Disciplinary)
Sustainability Research,” Sustainability 3,no. 8 (July 26, 2011): 1090-1113, doi:10.3390/su3081090.
11 A, Gilliland et al., “Pluralizing the Archival Paradigm through Education: Critical Discussions around the
Pacific Rim,” Archives and Manuscripts 35, no. 2 (2007): 10.
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Considering the implications of a participatory paradigm and researching across disciplines is
an important step in extending disciplinary knowledge. Stember explains that especially
“when a subject needs context, other disciplines are indispensable, forcing boundary changes...
the problems of the world are not organized according to academic disciplines.” A key
challenge...for researchers working across disciplinary borders is to remain open to concepts
and how they are defined within the context of the problem being studied. "

Assumptions regarding the meaning and use of terminology have been described as a
significant obstacle to effective interdisciplinaty research.” Defining concepts is even mote
problematic when the objective of the researchis exploratory and it brings into focus diverse
perspectives of seemingly similar terms and concepts. Within and across disciplinary
discourses the same terminology may hold various and sometimes disparate meanings. This
research is located within the disciplinary context of archival science. The development of the
grounded theory of the Experiential Model of the Person-Centred Record is cleatly a primary
contribution within archival science. In this sense, the understanding of what is person-
centred is contextualised through the grounded theory and positioned within the disciplinary
language and discourses of archival theory and practice. However, the research and the
grounded theory emerged from cross-disciplinary knowledge and concepts. Further, working
with people with dementia required that as the researcher I develop particular sensibilities that
were informed by archival thinking, personhood in dementia, and social constructionism.
Working within new problem spaces for applied archival research involved traversing theories
and practice in health and social sciences. Researching and working with the person with
dementia highlights the need to identify concepts, methodologies and theory which are
relevant to studying this applied research problem. In the end, for this research the focus of
the personal record concentrated on a type of record namely, the person-centred record.

In undertaking cross-disciplinary research the words used to describe the phenomenon being
studied become even more salient. The concepts of memory, identity, personhood and
personal record were all intrinsic to the research problem in which I was trying to understand
the record as a construct for supporting individual memory and identity for the person with
early stage dementia. In the broader context of this study I explored these terms through
diverse bodies of theory and in light of cumulative research findings. On reflection, I would
now describe the process of creating new knowledge across disciplines as discovering fellow
accomplices. Each discipline or theory imbued unique meanings to terminology, and
importantly perspectival knowledge of theoretical concepts.

The exploratory nature of the research problem required a grounded theory approach in the
context of the participants and their data. Second generation grounded theory, with its
emphasis on exploring the situated context from the ground up and postmodern
underpinnings provided a methodology appropriate to learning from the data, in the first

12 M. Stember, “Advancing the Social Sciences through the Interdisciplinary Enterprise,” The Social Science
Journal 28, no. 1 (1991): 2, doi:10.1016/0362-3319(91)90040-B.
13 A. F. Repko, Interdisciplinary Research: Process and Theory (Thousand Oaks, CA: SAGE Publications,
2008).
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instance, rather than applying a predefined schema of definitions.' The desired outcome of
this approach to cross-disciplinary research was to contribute new understandings of the

person-centred record in the context of early stage dementia.

1.6.3 A conceptual framework

Investigating complex problem spaces challenges not only how cross-disciplinary research is
conducted but also how relevant core concepts are defined within and across the boundaries
of discipline and theory.” In recognition of this it was important to develop a conceptual
framework for this research, which involved constructions of dementia and personhood, and

linkage of these to personal records and the challenges of remembering.

The conceptual framework and key terms from which this body of research was initiated was
a landscape which considers firstly the needs of the person with dementia and their situated
context. The theoretical concepts of memory, identity, personhood and personal records,
were human processes which required a methodology and theory appropriate to exploring the
human relationship to records as applied research processes. Throughout this thesis I engaged
with these discourses in order to understand relevant concepts and determine their
contribution to new grounded theory. In the rest of this section I will describe the key
concepts, their relationships to memory and identity, and their relevance to this research:

e Dementia and personhood

e DPersonal records and remembering.

There is much to be learned from studying the relationships between the person with
dementia and the study of personal recordkeeping. They both give reference to concepts of
memory, meaning and identity, yet in society they are also often contested in terms of the
lived experience and the perspectives that are represented. This thesis is part of an ongoing
discourse which explores personal recordkeepingas applied research and in the lives of those
who author the content. The context itselfis studied in relation to the records existent and

co-created.

These conceptualisations, of personal recordkeeping and its relationship to memory, and
identity in the context of dementia are explored in this research as part of a discourse. How
selfis represented through the creation of records is closely connected to theoties of how
remembering is mediated via the artefacts we create. van Dijck explains how “mediated
memoties means our memoties are embodied by individual brains and minds, ezabled by the
technologies and material objects that render them manifest, and embedded in social practices
and cultural forms”." In considering all these dimensions it is understandable that for van

14 K. Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis (London:
SAGE Publications, 2006); A.E. Clarke, Situational Analysis: Grounded Theory After the Postmodern Turn
(San Francisco, CA: SACE Publications, 2005).
15 G, W. Blackwell, “Multidisciplinary Team Research,” Social Forces 33, no. 1 (January 1, 1954): 367.
16 J, van Dijck, “Mediated Memories as Amalgamations of Mind, Matter, and Culture,” in The Body Within:
Art, Medicineand Visualization,ed.R. van de Vall and R. P. Zwijnenberg (Leiden: Brill, 2009), 172,
https://books.google.com.au/books?id=AtWwCQAAQBAJ.
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Dijck the complexity of memory requires a multidisciplinary approach; personal memory, “is a
complex of physical-mental, material-technological, and sociocultural forces”."” Memoty is
situated in the way “(external) memory objects” interact with the mind to serve as
representations and triggers of self through time and space and “as an index to lived

experience”. 18

Here concepts are phenomena and not the unique domain of any one discipline. Identity, for
example, has been taken up broadly, both within sociology and psychology. Contemporary
social theorists have extended the concept of identity to include social identity, which is
defined by the extent to which individuals identify themselves in terms of group
membership.” “Collective identities are seen as implying notions of group boundedness and
homogeneity, and an emotional sense of belonging to a distinctive, bounded group, involving
both a felt solidatity with fellow group members and a felt difference from outsiders.””
Perspectives of memory and identity are human activities; they are plural and in multiple
disciplinary contexts.

Memory and emotions are fundamental to remembering and knowing who we are in the
wotld. Social scientist Misztal synthesised multiple texts to desctibe the importance of
remembering. She argues thatitis “fundamental to our ability to conceive the world”, “it is
the most important element in the account of whatit is to be a person”, and “it is the central
medium through which identities are constituted”. Further, remembering “is the guardian of
difference”, Misztal explains this as core to accumulating self “through our unique lives”, by

facilitating the “recollection and preservation of our different selves”.”

Temporality is the thread that draws our existence from one event to the next. It is these
“past events which influence the present...and are explicitly reconstructed by the person who
experienced them as episodic memory. If remembered, [it] becomes an example of
autobiographical memory and may form part of a life narrative. Life narratives are significant
because they are one way of defining the self.”* Life narratives are much more than an
account of events. They are activities and processes for sense making. So, what happens
when these activities are communicated and recorded? What is the significance of the
recorded narrative? What is the meaning of the products created?

Evolving paradigms of personhood emphasise the importance of supporting an individual’s
identity through biographical knowledge of the person.? The recording of autobiographical
knowledge has received recognition as a useful and powerful tool for communicating an

7 1bid., 165.
18 |hid., 166.
19 K. A. Cerulo, “Identity Construction: New Issues, New Directions,” Annual Review of Sociology 23
(January 1, 1997): 385-409, doi:10.2307/2952557.
20 B, A. Misztal, Theories of Social Remembering (Maidenhead: McGraw-Hill Education, 2003), 133.
21 |bid., 1.
22 U. Neisser, “Self-Narratives: True and False,” in The Remembering Self: Construction and Accuracy in the
Self-Narrative, ed. U. Neisser and R. Fivush (Cambridge: Cambridge University Press, 1994), 1.
23T, M. Kitwood, Dementia Reconsidered: The Person Comes First, Rethinking Ageing Series
(Buckingham: Open University Press, 1997).
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individual’s life story and personal meaning in the context of health care. Though there are a
range of methodologies used to capture and remind people of their stories and identity, it is
life story work as a technique which involves explicitly “recording relevant aspects of a
person’s past and present lives in some way, and then using this life story to benefit them in
their present situation.”?* The recording of biographical and autobiographical information in
life story work serves the specific purpose of supporting individual memory and identity. The
techniques and products of life story work are also used to help understand personhood, and
in doing so, influence care which respects the unique experiences of the individual. Due to
the cognitive impact of dementia, when the practice of recording personal knowledge is
predominantly undertaken, the activities are facilitated by family or care staff. These are

practices for co-creating records which represent life stories and autobiographical information.

In 2004, McKeown, Clarke and Repper conducted the first systematic literature review of life
story work as documented in the disciplines of health care and social care practice. They
identified many different approaches which reflected life story work but no singular definition.
They drew on earlier work that came out of the Centre for Policy on Ageing in London and

created this guiding definition of life story work for their review process.?®

Life story work is a form of intervention carried out in health or social care practice,
and is an umbrella term, encompassing a range of terms/interventions, for example
biography, life history, life stories. It is usually undertaken to elicit an account of some
aspect of a person’s life or personal history that goes beyond a routine health
assessment undertaken to plan care and treatment, and aims to have an impact on the
care the person receives. Life story work implies collaboration with another/others to
gather and record information, and it usually results in a ‘product’, for example a story-
book, collage, notice board, life history/biography summary, or tape recording. Itis an
ongoing, dynamic process rather than a task to be completed and is usually planned and
purposeful, although it does not need to be catried out systematically.2®

This eclectic definition highlights the range of purposeful activities in life story work, as a
continuum of relationships and processes. Personal storytelling is performed, constructed and
recorded. The intent of these practices is to facilitate reciprocal relationships between those
who participate in the storytelling events. While the perceived benefit of this activity was
positively reported “evidence on the use of life story work is immature.” McKeown, Clarke
and Repper acknowledged the need for further research into the use of life story work,
particularly, as it was difficult to determine how well the terminology used adequately reflected
the techniques implemented.?’

The practice of creating memory aids, in the contexts of aged care and disability, raises many
concerns regarding the processes for creating purposeful and meaningful records of self.

24 ], McKeown, A. Clarke, andJ. Repper, “Life Story Work in Health and Social Care: Systematic Literature
Review,” Journal of Advanced Nursing 55, no. 2 (2006): 238, doi:10.1111/j.1365-2648.2006.03897.x.

25 |bid.

26 |pid., 238-239.

27 |bid., 237.
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The term personhood and its evolving definitions are fundamental to the values and beliefs
which I bring to applied research. Supporting people in terms of their memories and identity
required a sensitive and inclusive approach which understands their needs from their
perspective. Itisabout their memories and the stories they want or need to tell and how they
are communicated through time and space.

In this section I have shared how I worked with developing sensitivity to the situated context
of the person with dementia and the place of the person-centred record within archival theory
and practice. Further, I have identified the importance of remembering as a human activity

and its relevance to the creation of person-centred records.

1.7 Researcher Intent and Goals for the Research

I undertook this study with the aim of contributing new knowledge about the nature and
purpose of personal records as a means of communicating and representing the self in archival
science and the community of stakeholders for whom dementia is a part of their lived

experience.

I used the context of the person with early stage dementia to direct me to the concepts and
theories, used within health sciences which are most closely associated with caring for and
understanding the perspectives of people with dementia. Idrew on the theories and literature
of archival science which are concerned with the remembering and personal recordkeeping
and considered the broader impact and meaning of records for individuals and society. The
thinking is influenced profoundly by philosophical and sociological theories referred to in
those traditions.

I explored and brought together existing knowledge across the disciplines which supported
new applied approaches to research in archival theory. In the same veinI sought to
understand how developing processes for archival practice could contribute to knowinga
person. The findings of this personal knowledge could contribute to the discourse on what it
means to be person-centred. There is limited research representing the perspectives of the
person with dementia as the principal stakeholder. As such, it was my intention to develop

the research processes so they could be adapted for and centred on the person with dementia.

In order for this research experience to be person-centred I worked to:

e Situate and make sense of the varied and sometimes contested perspectives of the
person with dementia and personal records, by engaging with the broad community of
stakeholders; the person with dementia, family, practitioner and academic.

e Design research processes which are sensitive and flexible; a person-centred approach
to working with people and exploring personal records.

e Develop collaborative and reflexive interview processes to understand whatis important
for the participants in this research — their unique perceptions of self and the world.

e Explore how a person’s unique perspectives and identity may be represented through

co-creating personal records in their situated context.

1-13



Introduction: Making T ime for Memories of Me

e Explore the construction and meaning of recording personal knowledge and personal
records.
e Provide new insight regarding the lived experience of dementia and the human

relationship with personal recordkeeping.

1.8 Constraints of Design Created Opportunities for this
Research

The constraints in this project were also opportunities for doing in-depth work with
participants. The second generation grounded theory approach to this research required the
collection of in-depth data over several months. The data revealed complexity in the situated
contexts of personal recordkeeping and people living with dementia. Constant comparative
analysis of such rich and expansive data required many layers of analysis and theorising. Data
collected will always be only a small representation of a person’s whole life while setin a
particular time and place.

Below I list key considerations for designing this research and working with participants.

1. Working with people:

e [ chose to work with a small number of people, so the participants and I could do
very in-depth work.

e Interviewing three people over an extended period of time allowed me to get to
know the participant and their family and vice-versa.

e Interviewing participants in their own home required considering my physical and
psychological needs as well as that of the participants. It was necessary to assess
and manage the risks. This personal context facilitated exploring the person’s
perspectives with regard to their memories, stories and acts of recordkeeping.

e The participant’s physical and cognitive needs enhanced my need to be sensitive
and attuned to the person and how the research was conducted.

e Sharing personal stories through the lived experience of dementia meant that
participants sometimes revealed their deepest thoughts and experiences. It can be
emotional and taxing for the researcher and the participant.

e Recruiting the person with dementia, even at an early stage, was difficult. The
context with regard to family and health required flexibility on my behalf and
interviews were rescheduled when necessary.

2. Methodology and studying personal recordkeeping:
e I was challenged to design a second generation grounded theory which would
allow me to work with complexity and plurality in this specific context.

e Using second generation grounded theory as methodology meant that the study
was exploratory and the findings were cumulative. Personal records were being
explored and defined in this particular context.
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e The research was not designed nor undertaken as a clinical study though the

findings are perceived to have therapeutic relevance.

3. Recruiting participants:

e Carers were dealing with conflicting demands regarding family and health.

e Participant availability depended very much on the carer’s perception of the
research and their ability to accommodate the research interviews.

e The participants were referred to me, as the researcher, by family, carers or health
care workers who in these circumstances were the gatekeepers. As such, the
process of communicating the project and the initial informed consent required an
extra face-to-face meeting with the participant to ensure that they understood the

project, their involvement and the process.

In this research I was working with people with early stage dementia and records. As such, it
was a complex human context which required working within the constraints and

opportunities of participant worlds, as well as the research.

1.9 Outline of Anticipated Outcomes and their Significance

The aims and outcomes of this research reflect a second generation grounded theory approach
for studying the phenomenon of personal recordkeeping. The outcomes are the product of
flexible techniques for working with participants and data which is consultative and grounded
with the people being interviewed. InTable 1 I have identified the key outcomes of this

research in relation to the research questions.

1-15



Introduction: Making T ime for Memories of Me

Table 1 Research aims and questions with outcomes

Research aim and questions Outcomes
The overarching aim was to construct | e A grounded theory and model which highlight
a second generation grounded theory important theoretical dimensions in
of co-creating person-centred records understanding the human relationship to person-
in the context of early stage dementia. centred records.
Further, to explore how second e Theory building which extends knowledge and
generation grounded theorising concepts relating to the person-centred record in
contributes to archival theory and theoty, through practice and the act of co-
possible implications for practice. creating person-centred records.
1. How do individuals perceive what e  Rich understandings of the ‘things’ that are
is important in creating their own important and meaningful from the perspective
personal records in their current and understanding of the person in the context
context of early stage dementia? of eatly stage dementia.

e An exemplar of the types of personal stories,
memories, objects and relationships which are
important to the three individuals with early stage
dementia and why they are meaningful.

2. How do people represent their e A responsive approach to research design
own memorties and stories in ways through methodologies and techniques which are
that support the integrity of their sensitive to participants’ perspectives and choices
identity and memory? they make.

e Techniques for co-creating records which
represent personal stories, memories and identity
in relationship to the person with dementia.

3. How is meaning supported and e Implementation of a social constructionist lens in
sustained in the process of co- order to examine how meaning and records were
creating records? co-constructed.

4. How do we achieve a rich e Anexemplar of applied archival research and in-
understanding of the ethical issues depth study of co-creating records in the real
and processes involved in this kind world context of the person with dementia.

of record co-creation?

1.10 ThesisOverview

Chapter 2 Backgrounding theory and sensitising concepts

In Chapter 21 expand on the core concepts introduced in Chapter 1 through a theoretical
discussion of what is described in grounded theory research as sensitising concepts. I present
the relevant literature related to researching with people who have dementia and to
investigating personal stories, using storytelling to support memories, and to create person-
centred records with people. Core concepts for the thesis are developed through an
exploration of the key theoretical and conceptual sources related to the postmodernism, a
participatory epistemology, records continuum thinking, and the purpose and meaning of

personal records in archival work.

Chapter 3 Research methodology: In theory and in practice
In Chapter 3 I explain the rationale for using second generation grounded theory as the
research methodology for this study. The underlying methodological principles of this
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approach are identified and summarised. The fit of this methodological approach, with its
inherent social constructionist lens, is argued in relation to the principles of records

continuum thinking, and as a sound basis for the developing the person-centred record in the
context of people with dementia. I present the design of the research and the methods and
techniques implemented in the course of this study. In this chapter I present the processes for
recruiting participants, the methods of data collection and data analysis, and the ethical
considerations required for clearance of this project. In the remainder of the chapterI present
a summative and explanatory account of how the research processes were enacted and
progressed throughout the study.

Chapter 4 Findings 1: Innovation in working with people and their data

Chapter 4 is the first of three chapters in which the results of the grounded theory study are
presented. In this chapterI introduce the participants in this research. The first findings are
presented in relation to co-creating vignettes as person-centred records for each of the
participants in the study. Particularattention is paid to revealing the processes of sharing
stories and co-creating records. I report on the ways in which the participants’ personal and
situated contexts were engaged with and understood during this archival research and
grounded theorising processes. This is followed by an account of the research processes that

were used to co-create vignettes and life books as personal records with the participants.

Chapter 5 Findings 2: Analysing shared memory-making and co-creating the person-
centred record

Chapter 5 is the second of three chapters in which the results of the grounded theory study
are presented. In this chapter I present the findings related to the overarching themes,
interrelated ground theory coding and the research processes involved in co-creating the
vignettes of personal stories in the study. I share the findings from the coding activities which
resulted in identification of the core code of the person-centred record. I describe the
categories of meaning which emerged from analysis of person-centred records. Together
these codes and categories reveal salient aspects of the records present in shared memory-
making and co-creating personal records. The grounded theory strategies of mapping and
selective coding were built on these open coding findings. The selective coding resulted in
findings related to key conceptual aspects of the person-centred record.

Chapter 6 Findings 3: A social constructionist grounded theory of the person-centred
record

Chapter 6 is the third of three in which the results of the grounded theory study are presented.
In this chapter I present findings related to generating a social constructionist grounded theory
of the Experiential Model of the Personal Record. The findings presented in this chapter were
built from further theorising of the results presented in Chapters 4 and 5. The relationship
between personhood and co-creating the person-centred records with people who have
dementia is revisited and an experiential model of the personal record is presented. This
model is explained in relation to the concepts which emerged in the selective coding process.
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Chapter 7 Discussion: A social constructionist grounded theory of the person-centred
record

Chapter 7 is a discussion of findings from this study in which I return to the overarching aims
and research questions. The discussion is focused through three key areas: the social
constructionist theory of the Experiential Model of the Person-Centred Record generated in
this research; evaluating the construction of this second generation grounded theory; and
ethics and reflexivity in the process of co-creating the person-record and the experiential
model of the record.

Chapter 8: Conclusion: Developing theory and practice for co-creating person-centred
records

The thesis is concluded in this chapter. A summation of the research, key contributions, and
implications is stated along with a summary of outcomes and their significance.
Recommendations arising from this research are listed. The chapter concludes with a vision
for how the findings of this research could potentially be developed into new ways of working
with people and technology.

1.11 Conclusion

In this chapter I introduced and situated this research project. I explained my interests in
working with second generation grounded theory to develop an approach to creating person-
centred personal records, as a method suited to archival research, in the context of people
living with dementia. I put forward the research aims and questions, and established the
context and conceptual framework of the research inquiry in relation to dementia and the
struggle of remembering and in relation to creating personal records. The structure and

contribution of the thesis was also identified.

Developing new knowledge is a gift received and a gift to share. There were many types of
knowledge created through this project. I would like to emphasise that I have learned much
through the lives of the people who participated in the research process. As a new researcher
I remember how I was filled with fear as I began interviewing participants. As researchers we
report on the processes we undertake in conducting a study but the participants in this study
were incredibly wise. I understand this because I have known them personally. I have heard
their stories and studied their words with attention and detail. These people shared altruistic
reasons for being involved in this study but they enriched my own life as well as having

contributed to the research.
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2 Backgrounding Theory and Sensitising
Concepts

2.1 Introduction

The aim of this second generation grounded theory study was to explore the co-creation of
person-centred records which support memoty, identity and personhood in the context of the
person diagnosed with early stage dementia. In Chapter 1 Iintroduced the research aim and
questions and key ideas which underpinned the research problem. This thesis creates new
ground for applied archival research. As suchitis drawing on knowledge from outside the
discipline to extend understandings of contexts, theories and practice. The challenge with all
these sensitising concepts lies in that they are adopted, imagined and theorised through

various disciplinary paradigms and theoretical lenses.

In congruence with second generation grounded theory as a methodology described in the
literature, this chapter presents the background theory and sensitising concepts in order to
frame the research and position knowledge which informs existing concepts. This chapteris a

““contextualisation’ of the study, rather than a traditional literature review.”?8

The objective of constructing this chapteris twofold:
e To understand postmodern paradigms and theories and their influence on knowledge
of and researching with people diagnosed with dementia.
e To explore the theoretical paradigms and sensitising concepts with particular reference
to postmodern influences in archival science and understanding the record as a

personal construct and co-creation.

This chapteris structured in order to demonstrate the reasoning through which the theory and
concepts are framed.

e Section 2.2: Developing theoretical sensitivity is explained as an important part of
grounded theory research and practice and in order to position this chapter of the
thesis.

e Section 2.3: Paradigms and postmodernism are explored as overarching influences
which inform disciplinary communities, their understanding of concepts and
development of theory. In this section I introduce records continuum thinking, as a
postmodern archival paradigm from the perspectives of archival theorists who have
discussed postmodern influences on the ways recordkeeping is being engaged and

understood.

28 |t is established practice within grounded theory research that only the theories and concepts directly
related to the findings and theorising are pulled through in the final discussion. C. Dunne, “The Place of the
Literature Review in Grounded Theory Research,” International Journal of Social Research Methodology 14,
no. 2 (August 31, 2010): 121, doi:10.1080/13645579.2010.494930.
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e Section 2.4: Records are discussed in relation to how they are perceived in supporting
meaning, memory and identity. This research is positioned within the evolution of a
participatory epistemology emerging through postmodernism and its influence within
the broader academy, research methodologies and archival science.

e Section 2.5: Perceptions of the person with dementia are explored within the broader
situated contexts with a particular focus on postmodern influences and theories of
personhood.

e Section 2.6: I'situate this thesis within emergent archival research and literature of
which this research is a part.

2.2 Developing Theoretical Sensitivity, Sensitising Concepts
and a Theoretical Framework in Grounded Theory

The concepts and theories reported in this chapter were an important part of contextualising
this second generation grounded theoty, and part of the ongoing development of theoretical
sensitivity through data collection and analysis as well as the theorising stages of this thesis.?°
Developing theoretical sensitivity is a process described in grounded theory research, of
incorporating the researchet’s personal and intellectual history, and insight as knowledge into
their ways of thinking. 3% This chapter positions and extends this investigation into the broader
research context of the person with dementia as well as the archival discipline and literature

from which this research emerges.

Urquhart emphasises that in grounded theory research the “literature review should be non-
committal and the emerging theory will determine the relevance of the literature”.3! The
grounded theory researcher does not “impose existing theories or knowledge on the study
processes and outcomes” and they must remain open to the data and findings; purposefully
reading “outside of the topic area to avoid contaminating and constraining the analysis of data
with extant codes and concepts”.3? This challenge to remain open to the data is enhanced by
the recognition that researchers are not a blank slate with their expertise built on a range of

prior knowledge and experience. 33

In addressing the challenge to remain open to data, grounded theorists have developed
particular approaches to how they work with existing concepts and theories. As Charmaz
explains, sensitising concepts and theoretical frameworks, in grounded theory research, are the
products of analysing and constructing the argument. Sensitising concepts and theories
inform and influence the worldview of the researcher, though these same concepts and

29 Dunne, “The Place of the Literature Review in Grounded Theory Research.”
30 M. Birks and J. Mills, Grounded Theory: A Practical Guide, 2nd ed. (London: SAGE Publications, 2015),
12. Kindle Edition.
31 C. Urquhart, Grounded Theory for Qualitative Research: A Practical Guide (Los Angeles, CA: SAGE
Publications, 2013), 193.
32 D, Birks et al., “Grounded Theory Method in Information Systems Research: Its Nature, Diversity and
Opportunities,” European Journal of Information Systems 22, no. 1 (2013): 22.
33 Urquhart, Grounded Theory for Qualitative Research: A Practical Guide, 193.
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theories “remain in the background until they become relevant for immediate analytical
problems.”34

Further, Charmaz make three important points regarding the need for researchers to sensitise
themselves to concepts as they engage in grounded theory. She says:

Sensitizing concepts offer ways of seeing, organizing, and understanding experience; they are
embedded in our disciplinary emphases and perspectival proclivities. Although sensitizing
concepts may deepen perceptions they provide starting points for building analysis, not ending
points for evading it. We may use sensitizing concepts only as points of departure from which
to study the data.3®

The term sensitising concept was coined by Blumer and has been adopted within grounded
theory to describe the ways existing concepts are used within grounded theory research. 36
Sensitising concepts and disciplinary perspectives createa “loose frame” from which to begin
the collection and analysis of data.

A sensitizing concept is a broad term without definitive characteristics; it sparks your thinking
abouta topic (Hoonard, 1996). Sensitizing concepts give researchers initial but tentative ideas
to pursue and questions to raise about their topics. Grounded theorists use sensitizing
concepts as tentative tools for developing their ideas about processes that they define in their
data. If particular sensitizing concepts prove to be irrelevant, then we dispense with them.3’

My perspectives, through the diverse disciplinary experience, also informed the intentions for
this research.3® These perspectives were not fixed, but rather my understandings of concepts
were influenced by an ongoing need to make sense of social reality and knowledge within the
research. I have studied contexts and concepts in ways which were not bound to a single
wortldview, discipline or community of expertise. I was looking to understand how diverse
disciplines and knowledge contributed to understanding this situated context, not only in
theory, but with regard to the implications for applied archival research with the person with
dementia.

An extensive review of the archival literature and engagement with archival communities
revealed that the context and key concepts within this study, of co-creating person-centred
records with people diagnosed with dementia, had not been reported (see Table 3 in Chapter
3, Section 3.4.4 fora comprehensive list of sources). Related terms such as personal record,
memory and identity were discussed in the archival literature, but within very different

34 Charmaz, Constructing Grounded Theory, 311.
35 K. Charmaz, “Grounded Theory: Objectivist and Constructivist Methods,” in Strategies for Qualitative
Inquiry, ed. N. K. Denzin and Y. S. Lincoln, 2nd ed. (Thousand Oaks, CA: SAGE Publications, 2003), 259.
36 Charmaz, Constructing Grounded Theory; G. A. Bowen, “Grounded Theory and Sensitizing Concepts,”
International Journal of Qualitative Methods 5, no. 3 (September 1, 2006): 12-23,
doi:10.1177/160940690600500304.
37 Charmaz, Constructing Grounded Theory, 30.
38 V. Gillies and P. Aldred, “The Ethics of Intention: Research as a Political Tool,” in Ethics in Qualitative
Research, ed. M. Mauthner, M. Birch, and T. Miller, SAGE Research Methods (London: SAGE Publications,
2002), 1.
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contexts and not situated in this type of applied research. The focus of the literature was on
the role of existing records and archives in the lives of individuals and communities, rather
than the co-creation of records to support memory and identity. Understanding the co-
creation of person-centred records with people with dementia introduced the criteria of
addressing the needs of individual people as well as concerns with the records being created.

Relevant expertise was situated in diverse bodies of literature and across a range of disciplines.

In this section I have explained the role of theoretical sensitivity in grounded theory and its
purpose in this chapter. The following sections report on how I developed sensitisation in

this research and the concepts explored by backgrounding the theory.

2.3 PostmodernApproachesto Archival Thinking and Records

In this section I summarise some key theoretical archival perspectives which inform how this
research was positioned and designed. The four areas covered in this section are:
e Paradigms and postmodernism: An overview
e Records continuum thinking: A postmodern paradigm for working with complexity
e Rethinking records: Structuration theory

e Postmodern archival paradigms: records, memory, meaning and identity

2.3.1 Paradigms and postmodernism: An overview

This research is located within postmodern paradigms. In this section I briefly reference these
terms and positions. The application and the relevance of postmodernism to archival thinking
and records are discussed subsequent to this section.

Understanding the world around us requires comprehending the wotldviews of those who
inhabit these spaces. Disciplines and disciplinary knowledge are the products of communities,

for whom the wortld is perceived in particular ways.

A paradigm may be viewed as a set of basic beliefs (or metaphysics) that deals with ultimates
or first principles. It represents a worldview that defines, for its holder, the nature of the
“world”, the individual’s place in it, and the range of possible relationships to that world and
its parts, as, for example, cosmologies and theologies do.3°

Guba and Lincoln were reminded by Stake, while writing the work cited above, that paradigms
are themselves composed of “worlds within worlds, unending, each with its own paradigms.
Infinitesimals have their own cosmologies.”#® Paradigms do not live in isolation; they are part
of a continuum of ways in which the world may be known. If the paradigm is both

39 E. G. Guba and Y. S. Lincoln, “Competing Paradigms in Qualitative Research,” in Handbook of
Qualitative Research, ed. N. K. Denzin and Y. S. Lincoln (Thousand Oaks, CA: SAGE Publications, 1994),
107, http://books.google.com.au/books?id=u8hpAAAAMAAJ.
40 Robert Stake as cited via personal communication in Ibid., 116-117.
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representative and a product ¢f the community in which it is held, then as a paradigm shifts in
relation to new challenges, so too are the holders of that paradigm also changed.

It is interesting to note that Kuhn did not have one single definition of paradigm.4* Kuhn’s
writings showed an evolution of the many different meanings for the term paradigm,; this in
itself reflects the way defining terms and concepts is dependent on changing worldviews. The
boundaries of meaning will always be influenced by context and perceptions, values and
beliefs. It is as important to understand the historical as it is to acknowledge the possibilities.
Paradigms in and of themselves serve to clarify the nature of what we know and believe within

a certain context.4?

Paradigms as worldviews are changed in the context of scientific inquiry and consequently
change the world in which they exist. This is a reflexive process according to Kuhn. The
wortld of scientific inquiry changes in response to arising anomalies and problem solving. We
live ina world of ongoing investigation where the present is continuously evolving into new
perceptions and knowledge. Paradigms are also a representation of the community’s inherent
relationship to that paradigm.*®

There is debate across academia, professional schools and other sites of knowledge
production, about just where we are in the context of the postmodern turn.*4 “Modernity is
always contested and...constantly contesting older positions and creating new ones.”*> The
postmodern theorist prefers to “abandon overarching paradigms and theoretical
methodological metasystems” in order to position themselves within complexity by studying
in detail the smaller, even fragmented parcels of knowledge in order to learn about the “the
multiple levels of social reality”. 46

Postmodernism was the overarching paradigmatic influence which has informed archival
communities through which the sensitising concepts and theoretical framework for this
research were constructed. “Postmodernism...has many and various forms.” Postmodernism

is characterised by a beliefin the uncertainty of global realities.*” It is “the culture, including

41 Kuhn’s The Structure of Scientific Revolutions published in 1962 was described by Gergen as “the single

most influential constructionist volume of the [201"] century...As Kuhn proposed, our propositions about the

world are embedded within paradigms, roughly a network of interrelated commitments to a particular theory,

conception of a subject matter, and methodological practices.” K. J. Gergen, An Invitation to Social

Construction (London: SAGE Publications, 1999), 53.

42 E, G. Guba, The Paradigm Dialog (Newbury Park, CA: SAGE Publications, 1990), 17-19.

43 T. S. Kuhn, The Structure of Scientific Revolutions: 50th Anniversary Edition, (Chicago, IL: University of

Chicago Press, 2012). Kindle Edition.

44 A, E. Clarke, “Situational Analyses:Grounded Theory Mapping After the Postmodern Turn,” Symbolic

Interaction 26, no. 4 (November 2003): xxiv, doi:10.1525/si.2003.26.4.553.

45 D. Kellner, “Zygmunt Bauman’s Postmodern Turn,” Theory, Culture Society 15, no. 1 (1998): 76.

46 Borer, Silverman as cited in M. I. Borer and A. Fontana, “Postmodern Trends: Expanding the Horizons of

Interviewing Practices and Epistemologies,” in The SAGE Handbook of Interview Research: The Complexity

of the Cratft, ed. J. F. Gubrium et al., 2nd ed. (Thousand Oaks, CA: SAGE Publications, 2012), 45-60.

47 C. C. Lemert, Postmodernism Is Not What You Think:Why Globalization Threatens Modernity, 2nd ed.

(Boulder, CO: Paradigm Publishers, 2005), xiv, https://books.google.com.au/books?id=FCVHAAAAYAAJ.
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the theories, of postmodernity; any culture or theory that studies, practices, celebrates, or

otherwise takes seriously the breaking apart of modernity”. 48

Within postmodern thinking, cross-disciplinary knowledge, language and terms are viewed as a
way of highlighting differences while at the same time acknowledging cross-representation of
meanings within and between concepts. This is often referred to as the crisis of
representation. Describing what we know is epitomised in the concept of ‘crisis of
representation’

[a] phrase coined by George Marcus and Michael Fischer to refer specifically to the uncertainty
within the human sciences about adequate means of describing social reality. This crisis arises
from the (noncontroversial) claim that no interpretive account can ever directly or completely
capture lived experience. Broadly conceived, the crisis is part of a more general set of ideas
across the human sciences that challenge long-standing beliefs about the role of
encompassing, generalizing (theoretical, methodological, and political) frameworks that guide
empirical research within a discipline. Symptoms of the crisis include the borrowing of ideas
and methods across disciplines. 4°

Awareness of paradigmatic limits, postmodern positioning and the crisis of representation has
informed the ways in which I have worked with archival concepts and theorising in relation to
constructing the person-centred record. Ias the researcher, as well as my research, sit within
this continuum of ways in which the world may be known. These ways of knowing the world
determine the position I took on how the research was conducted and interpreted, as well as
the criteria for quality in inquiry. Working with uncertainty and how to deal with complexity
is necessarily provocative. The research lens is focused on the world of the researcher as well
as the research context. My interactions with people and society were reflective of societal
norms and challenges as well as the disciplinary, personal and professional influences. “The
ways in which we commonly understand the world, the categories and concepts we use, are
historically and culturally specific.”®® In the same way that societal influences are plural so too
were the perspectives that I as the researcher engaged with or held. As a postmodern
researcher I was inquiring into the social context and I needed to be reflexive and sensitive to
assumptions and practices in creating new knowledge. 5

2.3.2 Records continuum thinking: A postmodern paradigm for working
with complexity

Within archival science, numerous paradigms which influence the encompassed communities,
their wotldviews, theoretical frameworks and practice are represented. Of particular concern
to this thesis, which is positioned within the Australian archival community Records

Continuum Research Group, are postmodern concepts of records and recordkeeping as the

48 C. C. Lemert, Postmodernism Is Not What You Think (Malden, MA: Blackwell, 1997), 67.
49T, A. Schwandt, The SAGE Dictionary of Qualitative Inquiry (Thousand Oaks, CA: SAGE Publications,
2007), 48.
50V, Burr, Social Constructionism,2nd ed. (London: Routledge, 2004), Kindle Location 133. Kindle Edition.
51 G. E. Marcus, “What Comes (Just) after ‘Post’? The Case of Ethnography,” in Handbook of Qualitative
Research, ed. N. K. Denzin and Y. S. Lincoln (Thousand Oaks, CA: SAGE Publications, 1994).
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activities associated with the creation, management and use of records. Postmodernist and
continuum thinking have, within this community, been influential in reconceptualising the way

records and archives are understood and theorised.

Describing records, their contexts and meaning requires understanding the concepts within
archival paradigms; through the people, their worldview and their traditions. The complex
nature of these concepts as social constructs raises further concerns regarding the theoretical
assumptions. This research draws on records continuum thinking and practice, emanating
from the Australian ‘recordkeeping community’ which signifies new approaches to

recordkeeping and archiving education in Australia, along with collaborative research alliances.

These new postmodern and continuum based approaches are described as records continuum
thinking; a framework which can be used to explore the complexities of recordkeeping
environments by providing a multidimensional view of records in time and space. The
postmodern influence, be it present or already past, “has not so much been the relativizing of
truth (to the point even of making it irrelevant) but rather the multiplication of perspective”. 52
Upward explains that modelling complexity is different to modelling complication. 53

The impact of postmodernisms and records continuum thinking in archives and
recordkeeping, as described by McKemmish, Upward and Reed, acknowledges the many
perspectives that influence the management of records. These perspectives include; “the
personal and corporate recordkeeping activities undertaken by individuals in their everyday
lives, in families, work or community groups and in organisations of all kinds”.54 A
continuum view of archives and recordkeeping recognises the layers of context and meaning
that can be associated with a record and that its value is recorded in the iterative
recordkeeping processes and rich archival description which allow it to be disembedded from
it.°®

In addition, Harris suggests that we should not consider all postmodern thinkers to be alike.
Harris introduces the terms postmodernisms in the plural to signify the multiple perspectives
which are constructed within the context of a broader intellectual heritage.5¢ This positioning
counters dualistic tendencies of seeing things as being one way or another. Cook further
argues that archivists should adopt and be challenged by postmodernism as a paradigm and a
way of thinking about the world. The discipline and their practice need to shift their focus to

52 Niek van Sas as cited in E. Ketelaar, “Tacit Narratives: The Meanings of Archives,” Archival Science 1,
no. 2 (2001): 132.
53 F, Upward, “Modelling the Continuum as Paradigm Shift in Recordkeeping and Archiving Processes, and
beyond a Personal Reflection,” Records Management Journal 10, no. 3 (2000): 115-39.
54 As explained in a personalcommunication with Frank Upward, his engagement with structuration theory
came after the construction of the Records Continuum Model. S. McKemmish, F. H. Upward, and B. Reed,
“Records Continuum Model,” in Encyclopedia of Library and Information Sciences, 3rd ed. (New York:
Taylor & Francis, 2009), 4448, http://www.tandfonline.com/doi/abs/10.1081/E-E L1S3-1200437109.
55 S, McKemmish, “Placing Records Continuum Theory and Practice,” Archival Science 1, no. 4 (2001): 336.
56 V. Harris, “Something Is Happening Here and You Don’t Know What It Is: Jacques Derrida Unplugged,”
Journal of Society of Archivists 26, no. 1 (2007): 131-42.
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“process rather than product, becoming rather than being, dynamic rather than static, context
rather than text, reflecting time and place rather than universal absolutes”.57

It is the focus on processes of recordkeeping and archiving which denoted the context and
relationship of records as logical objects.® At the same time records were being defined by
their “evidential qualities, purposes and functionality.”® Understandings of records as
evidence within archival paradigms, have as a consequence become closely tied to exploring
the provenance, contextuality of the record creator and description of records and archives.5°
Australian archivists have been a prominent influence in exploring these concepts and
addressing the postmodern challenge to consider the plurality of qualities, purposes and
functions of records beyond a single immediate creator. This turn in thinking was shaped by
postmodern paradigms, and underpinned by philosophical and sociological thinking, which
emerged in the eatly mid 20" century.®! Scott, in particular, was ahead of his time when
during the mid-20™ century he stated that “the physicality of the record has little importance

compared to its multi-relational contexts of creation and contemporary use”. 52

Considered in light of this research, records continuum thinking assisted my awareness of
important postmodern work in relation to records. This included creating and working with
records, not only in relation to archival paradigms but through people, their contexts and their
personhood. Further, record continuum thinking supported understandings of complexities

that needed to be experienced, lived and accounted for in co-creating person-centred records.

2.3.3 Rethinking records: Structuration theory
Further, work by Upward on structuration theory was useful in explaining aspects of records

continuum thinking. In this sectionI describe relevant aspects of structuration theory.

Upward draws upon structuration theory to describe the continuum of action-based
information processes reflected in the records continuum model.®® (See Figure 1) Decision-
makingin the continuum “ceases to be about evaluating the value of a record for evidential
and informational purposes from an archival perspective. Ratherit becomes a multifaceted,
recursive process which begins with defining what should be created (first dimension), what

should be captured and managed as record (second dimension), what should be managed as a

57T. Cook, “Archival Science and Postmodernism: New Formulations for Old Concepts,” Archival Science
1, no. 1 (2001): 3.
58 McKemmish, Upward, and Reed, “Records Continuum Model,” 4447.
59 lbid., 4447.
60 T. Cook, “What Is Past Is Prologue: A History of Archival Ideas Since 1898, and the Future Paradigm
Shift,” Archivaria 43, no. Spring (1997): 36.
61 Borer and Fontana, “Postmodern Trends: Expanding the Horizons of Interviewing Practices and
Epistemologies.”
62 Cook, “What Is Past Is Prologue: A History of Archival Ideas Since 1898, and the Future Paradigm Shift,”
39.
63 F. Upward, “The Records Continuum,” in Archives: Recordkeeping in Society, ed.S. McKemmish et al.
(Wagga Wagga, NSW: Centre for Information Studies, Charles Sturt University, 2005), 197-222.
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part of individual or organizational memory (third dimension) and what should be pluralized
beyond organizational or individual memory (fourth dimension).”¢4

Evidentiality

Collective
Memory

Dimension 1 Dimension 2

CREATE Corporate CAPTURE
Individual
Memory
Evidence
Identity Pomen 1 T.ransz
actionality
[Archival]
Document
Record(s)
Archive " -
Dimension 4 Dimension 3
PLURALIZE ORGANIZE
Archives

Recordkeeping
containers

Source: © Frank Upward, all rights reserved

Figure 1 Records Continuum Model

The ongoing evolution of records continuum thinking has been strongly influenced by
Giddens’ work on the theory of structuration in which he explores the relationship between
human agency and social structure. Structure in the context of social analysis refers to rules
and resources “not of a patterning of presences but at the intersection of presence and
absence; underlying codes have to be inferred from surface manifestations.”® Itis
distinguished by the separation of ‘system’ and ‘structure’ as well as the ‘duality of structure’
and has “time-space relations at the core of social theory”.®6 Structuration theory renders “the
way societies are shaped by individuals and their memory traces, including the structures they
setin place.”®” Structuration theory focuses on the “conceptual investigation of the nature of
human action, social institutions, and the interrelations between action and institutions™.8

An important concept in Giddens’ understanding of structure is represented in Figure 1, The
Records Continuum Model.5® In this model timespace distanciation is where social systems

64 McKemmish, Upward, and Reed, “Records Continuum Model,” 4455.
65 A. Giddens, Social Theory and Modern Sociology (Palo Alto, CA: Stanford University Press, 1987), 18.
66 C. G. A. Bryant and D. Jary, Giddens’ Theory of Structuration: A Critical Appreciation (London:
Routledge, 1991), 13.
67 A. Giddens, Sociology, 3rd ed. (Cambridge: Polity Press, 1997); A. Giddens, The Constitution ofSociety:
Outline of the Theory of Structuration (Berkeley, CA: University of California Press, 1984) as discussed in
Upward, “The Records Continuum,” 197.
68 Bryant and Jary, Giddens’ Theory of Structuration: A Critical Appreciation, 201.
69 Written permission has been received from Frank Upward to reproduce the model in this thesis. F.
Upward, “Structuring the Records Continuum-Part One: Postcustodial Principles and Properties,” Archives
and Manuscripts 24, no. 2 (1996): 268-85.
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and social integration are not limited to physical connections but stretch across both time and
space. These social interconnections are particularly significant when considering the nature
of information processes and ‘remembering’ in technologically infused environments. 0
Structuration theory provides a lens for studying the social structure in relation to the person

as agent.

Giddens’s reconstruction of social theory places an active person at the centre of
sociological theory and modetn society, who incorporates social structure into his/her
very actions through reflexivity, or the “monitored character of the ongoing flow of
social life”.”* Modern social structures are only reproduced by reflexive individuals
inhabiting an increasingly “detraditionalised” and globally interdependent world where
old traditions and customs no longer provide signposts for how people should live, and
who they should be.”

Structuration theory is meta level theory for the “conceptual investigation of the nature of
human action, social institutions, and the interrelations between action and institutions™.”3
Structuration theory renders “the way societies are shaped by individuals and their memory
traces, including the structures they set in place.” Duality of structure recognises both the
agents and structures as being part of the same phenomena. In this sense structure is not a
constraint and external to individuals but rather is part of a recursive process where memory
traces are embodied in social practice of human agents and becomes part of the internal

processes of the individual and society which can be reproduced across time and space.”

Structure. ..refers, in social analysis, to the structuring properties allowing the ‘binding’
of time-space in social systems, the properties which make it possible for discernibly
similar social practices to exist across varying spans of time and space and which lend
them ‘systemic’ form. To say that structure is a ‘virtual order’ of transformative
relations means that social systems, as reproduced social practices, do not have
‘structures’ but rather exhibit ‘structural properties’ and that structure exists, as time-
space presence, only in its instantiations in such practices and as memory traces

otienting the conduct of knowledgeable human agents. 7°

The records continuum model and theory of structuration together provide useful tools for
exploring records, at the level of metatheory or grand narratives; and as the product of the
relationships between people and social structures. Metatheory and grand narratives “consists
of postulates that “are intended to apply over the whole range of human social activity, in any
and every context of action”. These are sensitising theories which support the development
of a “wide range of perhaps competing substantive theories” within the context of empirical

research.”®

70 Giddens, Social Theory and Modern Sociology, 60.
"1 Giddens, The Constitution ofSociety: Outline of the Theory of Structuration, 3, as cited in K. Tucker,
Anthony Giddens and Modern Social Theory (London: SAGE Publications, 1998), 2.
72 Tucker, Anthony Giddensand Modern Social Theory, 2.
73 Giddens as cited in Bryant and Jary, Giddens’ Theory of Structuration: A Critical Appreciation, 1.
74 R, Sibeon, Rethinking Social Theory (London: SAGE Publications, 2004).
75 Giddens, The Constitution of Society: Outline of the Theory of Structuration, 17.
76 Sibeon, Rethinking Social Theory, 14.
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In records continuum thinking the record is part of a recursive relationship; the record is the
product of and influencing factor within social structure. Thisis a reflexive relationship in
which people and records are constantly interacting and influencing each other. The records
continuum model highlights the layers of agency as plurality of perspectives unique and
shared. Paradoxically the record’s potential is never fully understood but continuously being
realised through its construction and reconstruction. Upward draws upon key features within
structuration theory to describe the continuum of action-based information processes
continuum.”” These features include:

e Agency and duality of structure’®

¢ And, the ‘homeostatic feedback loops’ which are “causal feedback loops in which the
feedback is affected by the actor’s knowledge”. 7

When applied to records in the continuum these features, in essence, depict a constant state of
creation or more accurately co-creation between people and social structures. The future of a
record in continuum thinkingis being created in the here and now. The preamble to the future
is perceived and enacted in the ‘create’ dimension of the records continuum model through
the act of record creation and recordkeeping. This perspective does not obscure the other
dimensions or axes of the records continuum model but rather the context creates a frame of
reference which like Einstein’s Theory of Relativity attempts to somehow apply independent of
the reference frame. “Einstein’s theory does not favour any particular number of
dimensions.” What seems to be one dimension is really more than one and all dimensions are
equally present even when focusing on one. “There are many examples in daily life of objects
who extent in one of the familiar dimensions is too small to be noticed...and the only way to
see the three dimensional structure of such things is to look up close, or with sufficiently fine
resolution”.® The Powers of Ten (1977) is a short film which aims to illustrate the relative size
of things in the universe.8! The film so simply demonstrates how dimensions in time and

space can exist concurrently but perception is dependent on position.

Powers of Ten takes us on an adventure in magnitudes. Starting at a picnic by the
lakeside in Chicago, this famous film transpozts us to the outer edges of the universe.
Every ten seconds we view the starting point from ten times farther out until our own
galaxy is visible only as a speck of light among many others. Returning to Earth with
breathtaking speed, we move inward- into the hand of the sleeping picnicker- with ten
times more magnification every ten seconds. Our journey ends inside a protonof a

carbon atom within a DN A molecule in a white blood cell. 82

77 Upward, “The Records Continuum.”
8 Bryant and Jary, Giddens’ Theory of Structuration: A Critical Appreciation, 144.
9 lbid., 8.
801, Randall, Warped Passages: Unravelling the Universe’s Hidden Dimensions. (London: Penguin Books,
2006), 33-35, 88. Kindle Edition.
81 “powers of Ten. Based onthe Film by Charles and Ray Eames. An Eames Office Website,” accessed July
27, 2011, http://www.eamesoffice.com/the-work/powers-of-ten/; “Powers of Ten — Wikipedia, the Free
Encyclopedia,” accessed January 3, 2013, https://en.wikipedia.org/wiki/Powers_of Ten_%28film%29.
82 powers of Ten™ (1977),accessed January 3, 2013, http://www.youtube.com/watch?v=0fKBhvDjuyO.

2-29



Backgrounding T heory and Sensitising Concepts

As with records creation, dimensions and the axes in the records continuum model are plural.
Perspectives are viewed through the eyes of people whetherin the personal context or that of
institutions. People, as co-creators of records and perspectives, are influenced by complex
interpersonal processes, social relationships and meaning, which are not always made explicit.
Further to these postmodern archival theories regarding the records continuum, structuration
and ‘evidence of me’ in the next section I introduce other conceptualisations of personal
records.

2.3.4 Postmodern archival paradigms: Personal recordkeeping and
‘evidence of me’

In the preceding sections I have highlighted significant aspects of postmodern archival

thinking. For my research it was important to note that records continuum thinking and

structuration theory are helpful mechanisms for understanding records and for working with

people in society and in their contexts. In this section I link this material to the seminal work

of McKemmish related to ‘evidence of me’.#3

Though there has been much discourse in the archival community, regarding the nature of
personal records and their ability to support social relationships, memory and identity for
individuals and in the community, there has been limited development and application of
theories when co-creating records in applied research contexts. Historically, archives have
been associated with the records or artefacts within institutions, and to some extent, the role

of records in the lives of individuals and communities to which they pertain.

There is an increasing body of archival theorists who are reconsidering not only the
characteristics of the record and the archives, but also the role of records, archives and the
archivist in individual, social and cultural contexts.® Archival thinking has concurrently been
challenged to understand the relationship between records, memory and identity and the

inherited responsibilities which are accorded to the way records are created as well as used.

In archival theory, records are distinguished “from other forms of recorded information by
their ongoing participation in social, business and other processes, broadly defined, i.e. by
their transactional and contextual nature.”8 Archival discourses have long differentiated
between corporate and personal records by way of purpose, use and how they should be
managed by the archival profession. In her paper “Evidence of me...”, McKemmish
challenged this dualistic discourse through an analysis of recordkeeping behaviour of literary
authors in relationship to their writings. Personal records are described in “their broadest

83 McKemmish, “Evidence of Me. . .”; S. McKemmish, “Evidence of Me — in a Digital World,” in |, Digital:
Personal Collectionsin the Digital Era, ed. C. A. Lee (Chicago, IL: Society of American Archivists, 2011),
115-49.
84 | Craven, What Are Archives?: Cultural and Theoretical Perspectives : A Reader (Burlington, VT:
Ashgate, 2008), 1.
85 F, Upward and S. McKemmish, “In Search of the Lost Tiger, by Way of Sainte-Beuve: Re-Constructing
the Possibilities in ‘Evidence of Me’. [Responseto Harris, Verne. On the Back of a Tiger: Deconstructive
Possibilities in ‘Evidence of Me’,” Archives and Manuscripts, 29, no. 1 (2001): 8-21.
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sense...all forms that storytelling takes in human society”.8 McKemmish highlights the
powerful urge the individual has to be a witness to self and others by ‘recording’ in some way
evidence of ‘me’. Personal recordkeepingis described as “a kind of witnessing” and the
records we accumulate whether consciously or unconsciously are “a way of evidencing and
memorialising our lives — our existence, our activities and experiences, our relationships with

others, our identity, our ‘place’ in the world”.87
) Y:

Personal recordkeeping was explored further by McKemmish, in ‘Evidence of me —in a
Digital World’. Personal records were characterised as embodying in some way the voice of
the person who created the records.8® Personal records are part of a continuum which
acknowledges the many perspectives that influence the management of records to include “the
personal and corporate recordkeeping activities undertaken by individualsin their everyday
lives, in families, work or community groups and in organisations of all kinds”.8% This reflects
a continuum view of archives and recordkeeping; with layers of context and meaning that can
be associated with a record and that its value is recorded and iterative. Records are part of a
continuum in which they are more than physical things; instead they are an “evidentiary and
post-custodial reality.”®® Archivists and recordkeepers are increasingly conscious that their
accountability began from the time of the record’s creation.®*

Harris, in his critique of “Evidence of me...”, argued that McKemmish had constructed a
metanarrative in describing the relationships of authors to their personal records: a process
which risked distancing the recordkeeping behaviour from the influences of context which
could be many and changing.%? Understanding personal roles, relationships and meaning to
records is highly contextual. Foreach person and record, there are complex relational
dimensions which can only understood in the context of their creation and use.

Creating all manner of artefacts is an integral part of being human and these products are
records of who we are; and how we engage with the world. “Human nature is not found
within the human individual but in the movement between the inside and outside, in the
worlds of artefact use and artefact creation.”%® The postmodern view of the record is that it
has no fixed boundaries.®* Cook explains that the record is a “mediated and ever-changing
construction” with multifaceted meanings retained in the interpretation, construction and

deconstruction.®® According to Harris, “the ground is shifting. The words and concepts

86 McKemmish, “Evidence of Me — in a Digital World,” 115.

87 McKemmish, “Evidence of Me...,” 1.

88 McKemmish, “Evidence of Me — in a Digital World.”

89 McKemmish, Upward, and Reed, “Records Continuum Model,” 4448.

9 G. Acland, “Managing the Record Rather Than the Relic,” Archives and Manuscripts 20, no. 1 (1992): 57—
63, as cited in S. McKemmish, “Are Records Ever Actual?,” in The Records Continuum, ed. S. McKemmish
and M. Piggott (Ancora Press in association with Australian Archives, 1994), 187-203,
http://www.infotech.monash.edu.au/research/groups/rcrg/publications/smcktrc.html.

91 McKemmish, “Are Records Ever Actual?”

92V, Harris, “On the Back of a Tiger: Deconstructive Possibilities in ‘Evidence of Me,
Manuscripts29, no. 1 (2001), http://www.mybestdocs.convharris-v-tiger-edited0105.htm.

93 Y. Engestrom, R. Miettinen, and R. L Punaméki-Gitai, Perspectives on Activity Theory (Cambridge:
Cambridge University Press, 1999), 5.

94 Ketelaar, “Tacit Narratives,” 138.

95 Cook, “Archival Science and Postmodernism,” 10.

Archives and
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which are archivists’ basic tools are anything but simple, stable and uncontested.” The record
and the archive have multiple realities and meaning which challenge the capture and

preservation of these rich contexts.%

2.4 Conceptualisations of the Personal Record: The Record as
Memory

During the 1990s, the relationships between records, archives and memory were being
reconceptualised. Schwartzand Cook explain how archives were being characterised as
memory institutions and consequently records as memory.®” The adoption of this metaphor
of memory reflected both the broader theories in psychology and memory studies happening
across other disciplines particularly the social sciences. Burr explains that,

The metaphor of things as machines is as much at the root of psychology today as it was in its
infancy. Today’s cognitive science has the computer as its metaphor for psychological
phenomena, just as in the past Freud saw the psyche as operating like a hydraulic system, and
the early behaviourists saw the mechanism of the reflex arc as the fundamental principle of
human behaviour. %

This way of conceptualising records creates concerns regarding the appropriation of “memory
concepts in archival science” which “suffers from simplification and overgeneralisation”.®®
Cook acknowledged ‘the problematic and ill-defined use’ of terminology as used in archival
literature with regard to memory, identity and archives. This expression of concern described
what he considered to be a lack of discrimination in how meaning may change according to
the context in which the terminology is applied, and how this is particulatly in prevalent in
traditional archival paradigms. 190

It is in this pluralistic context where personal recordkeeping creates special concerns for the
archival profession regarding the role of the archivist, the creation of new disciplinary
knowledge and implications for practice.%? Personal records and archives according to Hobbs
have special characteristics which reflect the inner life of a person beyond that of recorded
evidence. Hobbs explains how she departs from the notion of personal records as being

purely transactional. The psychology of personal records in this sense, challenges existing

96 V. Harris, “Claiming Less, Delivering More: A Critique of Positivist Formulations on Archives in South
Africa,” Archivarial, no. 44 (1997): 135,
http://journals.sfu.ca/archivar/indexphp/archivaria/article/viewArticle/12200.
97 J. M. Schwartz and T. Cook, “Archives, Records, and Power: The Making of Modern Memory,” Archival
Science 2, no. 1 (2002): 1-19.
98 V. Burr, The Person in Social Psychology, (East Sussex Taylor & Francis e-Library, 2005), 6-7. Kindle
Edition.
99 M. Hedstrom, “Archives and Collective Memory: More than a Metaphor, Less than an Analogy,” in
Currents of Archival Thinking, ed. T. Eastwood and H. McNeil (Santa Barbara, CA: Libraries Unlimited,
2010), 163.
100 T, Cook, “Evidence, Memory, ldentity, and Community: Four Shifting Archival Paradigms,” Archival
Science 13, no. 2 (2013): 1-26.
101 R, J. Cox, Personal Archives and a New Archival Calling: Readings, Reflections and Ruminations
(Sacramento, CA: Litwin Books, 2008).
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theories and practice which are built on models of organisational or government records.
What is it that make these records personal and what do they represent?102

In life we accumulate, as well as consciously collect the functional, the things of meaning, the
memories themselves or what might be considered mnemonic devices for remembering.
When these records of self are absent there is still the trace of what happened and memory
work is a way of “patching together reconstructions out of fragments of evidence”.103
“Recordkeepingis a ‘kind of witnessing’. Ona personal level it is a way of evidencing and
memorialising our lives...ouridentity, our ‘place’ in the world.” 1% McKemmish gives
examples of individuals who accumulate ‘personal records’ over time as part of an archiving
process. There are ‘outwards and inwards files’. Itis both private and dependent on our
external environments. It both shapes andis shaped by our inner and outer worlds. It is
possible to identify the roles, functions and activities in personal records just as it is with
organisational or institutional records. Personal records help define relationships; relationships
beyond those associated with recordkeeping behaviour.

McKemmish describes how individuals have a powerful urge to ‘record’ in some way
‘evidence of me’ and looks to Giddens work on self-identity and modernity with regard to
‘existential questions’. The personal archive is in its “broadest sense — encompassing all forms
that storytelling takes in human society”.1% According to Giddens “a person’s identity is not
to be found in behaviour about herself — important though this is — in the reactions of other,
but the capacity to keep a particular narrative going”. 106

There is the drive to tell one’s story, to remember, account and evidence one’s life externally
as well as within. The archival community has a longstanding relationship and affinity with
Derrida and his work.1%” Derrida describes Freud’s paradox of the archive in which “there is
no archive without consignation in an external place which assures the possibility of
memorization, of repetition, of reproduction, or of reimpression, then we must also remember
that repetition itself, the logic of repetition, indeed the repetition compulsion,

remains...indissocible from the death drive. And thus from destruction.”198

102 C. Hobbs, “The Character of Personal Archives: Reflections onthe Value of Records of Individuals,”
Archivarial, no. 52 (2001), http://journals.sfu.ca/archivar/indexphp/archivaria/article/viewArticle/12817.
103 A, Kuhn, Family Secrets: Acts of Memory and Imagination (London: Verso, 2002), 4.
104 McKemmish, “Evidence of Me. . .”
105 McKemmish, “Evidence of Me — in a Digital World,” 115.
106 Giddens, Modernity and Self-ldentity: Self and Society in the Late Modern Age, 54.
107V, Harris, “A Shaft of Darkness: Derrida in the Archive,” in Refiguring the Archive, ed. C. Hamilton et al.
(Dordrecht: Springer Netherlands, 2002), 61-82, http://dxdoi.org/10.1007/978-94-010-0570-8_6; C.
Hamilton and V. Harris, Refiguring the Archive (Cape Town: David Philip, 2002); J. Derrida, Archive Fever:
A Freudian Impression, trans. E. Prenowitz (Chicago, IL: University of Chicago Press, 1998); B. Brothman,
“Declining Derrida: Integrity, Tensegrity, and the Preservation of Archives from Deconstruction,” Archivaria
48 (January 1999): 64-88; Harris, “Something Is Happening Here and You Don’t Know What It Is: Jacques
Derrida Unplugged.”; M. Piggott, “Human Behaviour and the Making of Records and Archives,” Dimension
20 (1985): 13-21.
108 Freud as cited in J. Derrida and E. Prenowitz, Archive Fever: A Freudian Impression (Chicago, IL:
University of Chicago Press, 1998), 12.
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Personal archives contain the personal view of life’s experiences; they represent a departure
from the collective formality and systematic organisation found in other types of records.
Personal fonds contain documentation of individual lives and human personality. While these
fonds certainly often reflect the recorded evidence of the functions of the creator, in the same
way as to fonds of organisations, personal archives also contain traces of the individual
character of the record’s creator. There are here glimpses of the inner soul as wellis its outer

manifestation of public activities. 109

Personal archives are being reimagined in post-custodial environs which blur the evidential
and space-time boundaries by which records and archives have been mostly defined. “In
continuum terms, while a record’s content and structutre can be seen as fixed, in terms of its
contextualisation, a record is ‘always in a process of becoming’.”’11% Upward describes the
creation of a record as a creative process and an intersecting dimension of activity. “Records
can even have multiple lives in spacetime as the contexts that surround theirand control alter
and open up new threads of action, involving re-shaping and renewing the cycles of creation
and disposition.”?? A record’s purpose is not limited to its evidential qualitiesin a legalistic
sense but may be encompassing of other qualities and attributes.?'? The record is “far from
being an innocent by product of activity, [is] a reflection of reality, it is a construction of

realities expressing dominant relations of power”. 113

Conceptualising the record as memory encapsulates the importance of records and storytelling
in witnessing to our lives and identity. There are many dimensions to these types of records
which raises existential questions regarding their meanings. Awareness and care are important
in reconciling how records represent and are represented. This is developed theoretically by
discussing the three aspects of personal recordkeeping. These are:

e Personal recordkeeping: Many meanings to many people

e A consciousness of perspectives: plurality of the record

e Evolving a participatory epistemology: multiple realities and archival identity

2.4.1 Personal recordkeeping: Many meanings to many people

Depending on the context within which it is perceived, records may have many meanings to
many people and at many different times. It is the evidentiary quality of the record from
which meaning and informational value is derived.** The conceptualisation of the record as
memory does in itself illustrate the social nature of knowledge as it is created and transposed.
Archival theorists were working within what were then contemporary understandings of
memory as a process. Records can represent whatever data and media are used by the creator

109 Hohbs, “The Character of Personal Archives,” 127.
110 McKemmish, “Placing Records Continuum Theory and Practice,” 335.
111 Upward, “Modelling the Continuum as Paradigm Shift in Recordkeeping and Archiving Processes, and
beyond a Personal Reflection,” 119.
112 Harris as cited in McKemmish, “Placing Records Continuum Theory and Practice,” 345.
113 Harris as cited in E. Ketelaar, “Archives as Spaces of Memory,” Journal of the Society of Archivists 29,
no. 1 (April 2008): 11, doi:10.1080/00379810802499678.
1145, McKemmish, “Yesterday, Today and Tomorrow: A Continuum of Responsibility,” in Preserving
Yesterday, Managing Today, Challenging Tomorrow: Yesterday, Today and Tomorrow: A Continuum of
Responsibility, 15-17 Sept (Perth, WA, 1997).
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to convey meaning.'® Records differ from other forms of recorded information in that they
preserve content with transactional qualities that support ongoing evidential use. The purpose
that these records potentially serve is relative to the value they have for individuals,

organisations, or society. 16

Hutley offers the concept of parallel provenance in response to the existing weaknesses in
archival description which struggle in more distributed and ubiquitous digital environments.
Description should be about “enriching contextualisation” rather than documenting the
formation of records and the functions in which they took part. It is about being “socially
responsible” and understanding the significance of the stories that are told in the
recordkeeping process and particulatly provenance. “Recordkeeping is about meaning. The
narrative of recordkeepingis about belonging — ownership of the records and the #w#) that

records memorialise. It is found in the attributions that archivist call provenance.”t’

Documenting the stories associated with the records is, according to Hurley, an integral part
of achieving the rich archival description that enables the record to transcend the boundaries
imposed by current standards and systems. The essence of effective archival description is the
accurate capture and maintenance of relationships between events and circumstances. Hutley
reinforces the notion that “recordkeeping is about meaning” and contextualising the record
requires management of the record in all its eventual contexts. Fora record to be accurately
represented it must convey both explicit and tacit knowledge to the mind of the observer.
“What kind of thing is it that you are seeing represented? And, from what point of view is it
being depicted?”’118

Records need to be understood in order to be described. Describing provenance is complex
through a postmodern and inherent social constructionist lens, which challenges singular
notions of ownership and transactional processes. Hurley explains, that parallel provenance as
a concept and in practice, raises questions regarding how archival material is described and by
whom. He encourages archivists to challenge their own assumptions and traditions by
reconsidering contexts of ownership, processes and the views represented by records. An
archivist needs to be explicitly aware of their own worldviews and conscious of how these
views may limit their ability to perceive the perspectives of others. 119

115 |, Maclean, “An Analysis of Jenkinson’s Manual of Archive Administration in the Light of Australian
Experience,” in Debates and Discourses: Selected Australian Writingson Archival Theory 1951-1990, ed.P.
Biskup et al. (Canberra, ACT: ASA, 1995) as cited in S. McKemmish, “Traces: Document, Record, Archive,
Archives,” in Archives: Recordkeeping in Society,ed.S. McKemmish et al. (WaggaWagga, NSW: Centre
for Information Studies, Charles Sturt University, 2005), 10.
116 5. McKemmish et al., eds., Archives: Recordkeeping in Society (Wagga Wagga, NSW: Centre for
Information Studies, Charles Sturt University, 2005), 15-16.
117 C. Hurley, “Parallel Provenance [Series of Parts]: Part 1: What, If Anything, Is Archival Description?,”
Archives and Manuscripts 33, no. 1 (2005): 112-113. Emphasis added.
118 C, Hurley, “Parallel Provenance (If These Are Your Records, Where Are Your Stories?),” n.d.,
http://www.infotech.monash.edu.au/research/groups/rcrg/publications/parallel-provenance-combined.pdf.
119 C. Hurley, “Parallel Provenance [Series of Two Parts] Part 2: When Something Is Not Related to
Everything Else,” Archives and Manuscripts 33, no. 2 (November 2005): 52
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The ability for archivists to describe the complexity and plurality of records is dependent on
their knowledge and skills in understanding and documenting more than the process of
creating records. Bunn highlights how the definitions and descriptions of records provenance
are being extended.

Laura Millar (2002) has called for use to “expand our own definition, so that the concept
encompasses not just the creation of the records butalso their history over time and our role
in their management” (p. 12). Chris Hurley (2005), possibly provenance’s most vehement
critic, has expanded his own definition to include concepts such as parallel provenance,
multiple provenance and simultaneous provenance.120

Archival description needs to be able to recognise simultaneous multiple creators of a record
with knowledge of their personal identity. Though the tendency is to want to simplify
description, articulating roles and relationships to the records creation process is complex. 12!
The way we understand personal (human as opposed to organisational) roles, relationships
and records, is very much dependent on the worldview and paradigms from within which this
knowledge is created. From the point of co-creating person-centred records, two messages
have salience. These are: the importance of describing complexity and documenting the
process of co-creating records and, the need to understand the associated meanings,
perspectives and context of people in representation.

2.4.2 A consciousness of perspectives: Plurality of the record

Goodman acknowledges the existence of ‘multiple actual worlds’ rather than ‘alternatives to a
single actual world’ and asks difficult questions regarding the nature of wor/ds and how they are
related to knowing. He explains how “frames of reference...seem to belong less to what is
described than to systems of description; and each of the two statements relates what is
described to such a system.”1??

Records continuum thinking represents a broader spacetime view of the complexity of the
recordkeeping world in order to see the relationship of all of its parts. In seeking to redefine
the individual they explain how the management of the aggregate also changes.*?® As Bruno
Latour et al. hypothesised “the whole is always smaller than its parts” in that “there is more
complexity in the elements than in the aggregates”. 124

One of the key issues in even considering personal recordkeeping as a way of evidencing a
person’s life relates to how records, like memory and identity, are never fixed in meaning.

They are all continuously evolving. They are subject to the situated and broader contexts. As

120 3, Bunn, “Questioning Autonomy: An Alternative Perspective on the Principles Which Govern Archival
Description,” Archival Science 14, no. 1 (March 2014): 3-15, doi:10.1007/s10502-013-9200-2.
121 C, Hurley, “Problems with Provenance,” accessed March 31, 2011,
http://www.infotech.monash.edu.au/research/groups/rcrg/publications/provenance.html.
122 N. Goodman, Ways Of Worldmaking (Indianapolis, IN: Hackett Publishing, 1978), 1-2,
http://books.google.com.au/books?id=Y5aMV3EE6W cC.
123 B, Latour et al., “The Whole Is Always Smaller than Its Parts: A Digital Test of Gabriel Tarde’s Monads,”
British Journal of Sociology 63, no. 4 (2012): 2.
124 1bid.
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McKemmish says records are “always in the process of becoming”.1?5 According to
McKemmish it is possible to determine the functional requirements of personal records in the
manner that corporate records may be analysed.?® The individuals and their recordkeeping
behaviour can be defined “in terms of their relationships with others...and in society”. 127

The consciousness of there being many perspectives regarding how we think about records
according to Ketelaar begins before the record’s conception. Ketelaar coined the term
‘archivalization’ to signify the “conscious or unconscious choice (determined by social and
cultural factors) to consider something worth archiving”.1?® It precedes archiving and
acknowledges the role of the archivistin all the recordkeeping processes including their

purposeful creation. 2

Describing the multiple realities of records in their creation and in their relationships to people
as well as other records is complex. The archive is the convergence of overlapping worlds. It
is porous to the interventions it sustains. It creates tension between ways of knowing and
sharing. It is open-ended and speaks with many voices. It claims to be memory and identity
of the individual and society. It remembers and forgets. It distorts the absence by privileging
presence. It challenges the notion of embodiment in a physical form. It is evidence of
authoritative choices and underprivileged actors. It resists change and struggles to maintain
the context. Ownership and objectivity are contested. It can be emotive and numbing at the
same time. When the records break out they have the capacity to shatter the perceptions
within and without.

Gilliland describes how interdisciplinary studies and postmodernism, postcolonialism as well
as professional and research interests have influenced the archival turn where archives are
signified as both the noun and the verb. This shift to theorising the archive as a gerund
highlights the nature of the archive as a process of doing and actively engaging in the creation
of records. This emphasis on the postmodern heightens the realisation that archives rather

than beinga physical site, are the production of and relationship with records. 1%

Cross-disciplinary approaches to understanding the significance of records and archives in the
context of broader global challenges has led to what anthropologist Ann Stoler describes as
the ‘archival turn’. The archival turn is born out of the postcolonial understanding of the
archive and recordkeeping in which archives are “not sites of knowledge retrieval but sites of
knowledge production.'3! Here archives are reimagined to where they are not ‘inert sites of

storage and conservation” but “are concerned with the legitimating social coordinates of

125 McKemmish, “Are Records Ever Actual?”
126 McKemmish, “Evidence of Me...”
127 1bid., 30.
128 Ketelaar, “Tacit Narratives,” 133.
129 E, Ketelaar, “Archivalisation and Archiving,” Archives and Manuscripts27, no. 1 (1999): 57.
130 A, Gilliland, “Afterword: In and out of the Archives,” Archival Science 10, no. 3 (January 2011): 334-
336, do0i:10.1007/s10502-010-9134-x.
131 A L. Stoler, “Colonial Archives and the Arts of Governance,” Archival Science 2, no. 1 (2002): 87.
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epistemologies: how people imagine they know what they know and what institutions validate
that knowledge, and how they do so”.1%2

The ‘archival multiverse’ is a term coined by Ally Krebs through the activities of the Archival
Education and Research Institute (AERI) which has been conducted annually since 2009 in
the United States of America. Participants in the AERI included influential Australian archival
theorists, whose work has focused on understanding the multiple dimensions of records and
archives. It was the ‘Pluralizing the Archival Curriculum Group’ who applied a continuum
based view in order to distupt the corporate/personal duality which is woven through archival

discourse and this has had a profound influence on both archival theory and practice.

In their 2013 paper McKemmish and Piggott clarify that “evidentiary texts are inclusive of
‘records as they exist in multiple cultural contexts’ and all forms of recordkeeping, including
the institutional/buteaucratic and the personal”.13% This search for new ways of knowing and
understanding the world, challenges and extends the archival discourse to be inclusive of
diversity. The archival multiverse encapsulates inits definition “the pluralism of evidentiary
texts, memory-keeping practices and institutions, bureaucratic and personal motivations,
community perspectives and needs, and cultural and legal constructs with which archival

professionals and academics must be prepared, through graduate education, to engage.”34

There has been limited archival research in the study of personal recordkeeping in societal
contexts, which fall outside of traditional organisational and institutional archives, where the
dominant layers of infrastructure, function and hierarchy are less evident. This raises
important questions about how archivists as a discipline know and understand the phenomena
of the personal record and its meaning through the postmodern worldview where records are
characterised as a “special genre of documents in terms of theirintent and functionality”. 135
Understanding records in their intent and functionality requires understanding the worldview
of the record creators. A wotldview is not a model that can be enforced as a way of seeing
rather itis described as “a non-rational foundation for thought, emotion, and behaviour...an
individual’s accepted knowledge, including values and assumptions, which provide a ‘filter’ for

the perception of all phenomena”. 136

Investigating the realities and meaning of personal records in the context of the person with
early stage dementia required entering into their unique world to understand the impact of
impaired memory on identity. Dementia is not just disease of the brain but affects the whole
person, physically and psychologically. It is confronting due to the ‘perceived’ changes that
occur in people with the disease. Itisin part about what is happening for the person, and

132 1hid., 95.
133 5. McKemmish and M. Piggott, “Toward the Archival Multiverse: Challenging the Binary Opposition of
the Personal and Corporate Archive in Modern Archival Theory and Practice,” Archivaria 76, Fall (2013):
113.
134 Pluralizing the Archival Curriculum Group (PACG), “Educating for the Archival Multiverse,” The
American Archivist 74, no. 1 (2011): 73.
135 McKemmish, “Placing Records Continuum Theory and Practice,” 335.
136 J. D. Glazier and R. Grover, “A Conceptual Framework for Theory Building in Library and Information
Science,” Library and Information Science Research 50, no. 3 (2002): 235.
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possibly a larger part in the way others believe that person to be changed.'¥” For the person
with dementia there is the inherent imperative to sustain memory and support identity in a
way that respects unique and complex contextual dimensions. Records are one way of

communicating personal memories and subjective experience.

2.4.3 Evolving a participatory epistemology: Multiple realities and archival
identity

Multiple eras of archival science have generated different methods and approaches to theory

and practice. As my researchis of a postmodern epistemology, it is important to locate this

within the overall paradigmatic approaches associated with each of the eras.

In this postmodern context of working across disciplines and with people diagnosed with
dementia, there were many underpinning assumptions in concepts which I encountered.
These assumptions were powerful influences in epistemology within this research; that is the

way we know and understand reality.

Epistemologies are theories, beliefs, and assumptions about the ways we can learn about the
wortld. They consider the relationship between the knower and the known and how valid
knowledge is created. .. Epistemologies and ontologies are not motives or points of origin for
behaviour; rather, they are integral (and often assumed) conceptual parameters that render
particular course of action more plausible, or implausible, than others. The epistemic
foundation of social research directs our attention to certain “realities” and not to others and
thereby determines the horizon of possibilities for any research project — what can and cannot
be seen as well as what can and cannot legitimately be argued...ontological and
epistemological foundations establish strategies for recognizing, collecting, and analysing data.
They also provide conceptual commitments that include the nature and possibilities of

subjectivity, agency, and expetience. 8

Epistemological assumptions included, at a minimum, the presumed bodies of knowledge
embodied within the numerous communities in which I participated. As Harris explains
“One’s understanding of and feeling for a concept inevitably are shaped by the weighting of
one’s experience. Experience is never unmediated. Discourse, ideas, language, all shape how
living is turned into experience.”!3® Assumptions are like a foreign language; the researcher
must learn of the origins of theory and how we know in order to understand how concepts

and their meanings are positioned as part of a continuum.

As discussed earlier in this section, in the field of archival science there is recognition of the

power of the record, on the lives of individuals and communities, particularly in the ways that

137 ], C. Hughes, S. J. Louw, and S. R. Sabat, Dementia: Mind, Meaning, and the Person, International
Perspectives in Philosophy and Psychiatry (Oxford: Oxford University Press, 2006).
138 C, M. Pascale, Cartographiesof Knowledge: Exploring Qualitative Epistemologies (Thousand Oaks, CA:
Sage Publications, 2010), 29-30.
139 \/. Harris, “The Archival Sliver: Power, Memory, and Archives in South Africa,” Archival Science 2, no.
1 (2002): 63.
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records are constructed and perceived in diverse social contexts. 4 Contemporary culture is
challenging perceptions of the record as a construct to provoke what Gergen describes as the
“collapsing of traditional categories...genres are continuously blurring, blending, and
reforming...Words are not mirrotlike reflections of reality, but expressions of group
convention...their values, politics, and ways of life.”141

In his 2012 paper, Cook examined archival paradigms as they have evolved to reflect the
archival community, over the previous century. Archivists are progressively reinterpreting
their identity, their roles in relationship to records and archives in broader social contexts. In
the space of a century archivists have repositioned themselves and their “frameworks for
thinking”.142 Archival tradition and theory has until more recently sustained the role of
archivist as being that of “keeper” or care taker of records. Cook challenges archival
professionals not to diminish the profession but rather “reconceptualizing traditional strengths

of professionals” in their roles and responsibilities. 143

As described eatlier in this chapter, paradigms evolve as a set of ontological and

epistemological assumptions which

socialize those living in a specific time and form the basis for how individual understand
themselves and how they make sense of the events occurring in the world. These basic
assumptions support certain ways of understanding, knowing, and behaving (they are logical
with the prevailing assumptions) and discourage others (which are illogical within the
prevailing assumptions). 144

Cook describes how professional archival identity, practice and inherent assumptions continue
p V> P p

to evolve through emergent digital environments into a postcustodial era; with a “conceptual

paradigm of logical or virtual realities”. In this postcustodial era, records are the processes

140 The contexts explored in archival literature are plentiful and varied. Examples include: J. Sassoonand T.
Burrows, “Minority Reports: Indigenous and Community Voices in Archives. Papers from the 4th
International Conference on the History of Records and Archives (ICHORA4), Perth, Western Australia,
August 2008,” Archival Science 9, no. 1 (2009): 1-5, doi:10.1007/s10502-009-9097-y; A. Flinn, M. Stevens,
and E. Shepherd, “Whose Memories, Whose Archives? Independent Community Archives, Autonomy and
the Mainstream,” Archival Science 9, no. 1 (2009): 71-86; M. Caswell, “Toward a Survivor-Centered
Approach to Records Documenting Human Rights Abuse: Lessons from Community Archives,” Archival
Science 14, no. 3 (2014): 307-22, doi:10.1007/s10502-014-9220-6; S. Yaco et al.,, “A Web-Based
Community-Building Archives Project: A Case Study of Kids in Birmingham 1963,” Archival Science 15,
no. 4 (2015): 399-427, doi:10.1007/s10502-015-9246-4.
141 K. J. Gergen, The Saturated Self: Dilemmas of Identity in Contemporary Life (New York: Basic Books,
2000), 119.
142 Cook, “Evidence, Memory, Identity, and Community,” 97.
143 T, Cook, “Electronic Records, Paper Minds: The Revolution in Information Management and Archives in
the Post-Custodial and Post-Modernist Era,” Archives and Social Studies: A Journal of Interdisicplinary
Research 1 (March 2007): 401.
144 K, J. Gergen, “The Social Constructionist Movement in Modern Psychology,” American Psychologist 40,
no. 3 (1985): 266-75, doi:10.1037/0003-066X.40.3.266, ascited in T. L. Sexton, “Constructivist Thinking
within the History of Ideas: The Challenge of a New Paradigm,” in Constructivist Thinking in Counseling
Practice, Research, and Training,ed. T. L. Sexton and B. L. Griffin (New York: Teachers College Press,
1997), 4-5.
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and products of multiple creators in complex environments.'45 Traditions and assumptions
are being questioned and critiqued. New conversations are emerging in relation to
assumptions which still prevail as part of a continuum. Galloway maintains “the postmodern
cultural arena...does not wholly displace premodern and modern practices, just as modern
culture has not wiped out premodern practices. People don’t cease.”*46 Postmodernism is not
a single movement but rather the activities of many communities. Conceptually
postmodernism challenges us to think differently about the way we experience and know the
world. Postmodern thinking has, in research, created new ways of understanding the lived

experience which challenge notions of certainty regarding what is known. 147

Modernity, as a cultural influence, in Gidden’s ‘runaway world’ is a dynamic where social
change, both in ‘scope and profoundness’, is accelerated and accentuated.?*® Bauman
describes this constantly shifting and changing world as Liquid Modernity and its malleability
creates challenges and maintaining some sort of form requires more energy and attention. 14
According to Cook there are four key phases in the evolution of archival paradigms:

e Phase 1: Premodern

e Phase 2: Modern

e DPhase 3: Postmodern

e Phase 4: Participatory.®0

If we consider Galloway’s words in this broader context it is possible to see the correlation
between the way archivists perceive themselves and their relationship to other communities in
a participatory epistemology. The participatory paradigm is the product of the archival
community’s cumulative experience both within and outside the discipline. I constructed
Table 2 to explore the characteristics of the Cook’s archival era with Sexton’s eras of human
believing. According to Sexton, paradigms are the “eras of human believing” that is the eras
of scientific and academic thinking which have been described by theorists in the broader
academy, outside archival science.'®! The first four columns of Table 2 provide an overview
of Cook’s descriptions of the archival role in relation to the relative position of a participatory
epistemology within archival paradigms situated in the broader scientific communities.?®2 The
latter two columns help understand how these paradigms are positioned in the broader
academy.

145 T. Cook, “The Concept of the Archival Fonds in the Post-Custodial Era: Theory, Problems and
Solutions,” Archivaria 35, Spring (1993): 26-30.
146 p_ Galloway, “Oral Tradition in Living Cultures: The Role of Archives in the Preservation of Memory,” in
Community Archives: The Shaping ofMemory, ed. Galloway and B. Alexander (London: Facet, 2009), 81.
147 3. F. Gubrium andJ. A. Holstein, The New Language of Qualitative Method (Oxford: Oxford University
Press on Demand, 1997), 75-76.
148 A Giddens, Runaway World (London: Profile Books, 2011),
https://books.google.com.au/books?id=dYC2SdogrxcC&printsec=frontcover&source=ghs_ge_summary_r&c
ad=0#v=onepage&q&f=false.
149 7, Bauman, Liquid Modernity (Cambridge: Wiley, 2013),
https://books.google.com.au/books?id=xZ0RAAAAQBAJ.
150 Cook, “Evidence, Memory, Identity, and Community,” 97.
151 Sexton, “Constructivist Thinking within the History of Ideas: The Challenge of a New Paradigm,” 7.
152 Cook, “Evidence, Memory, Identity, and Community.”
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Table 2 Comparison of archival era in relation to eras of human believing

Phase | ArchivalEra Description of Qualities of archival Eras of human Era
(According to archivist’s roleand paradigm and concepts believing (According
Cook) identity (according (according to Cook) %4 to Sexton) 155
to Cook) 13
1 Pre-modern “Evidence: pre- Guardianship Dualism 1
modern archiving — | Impartial custodian Idealism
the austodian Records as evidence Rationalism
archivist guards the | Juridical legacy
juridical legacy”
2 Modern: “Memory: modetn Histotian-archivist Empiridsm 2
1970s onwards | archiving — the Supporting historians Logical
historian-archivist History from the bottom | positivist/sdentific
selects the archive” up method
Attention to individual Objective
dtizens and groups truth /universal
Active selector of the properties.
archive. Validity
Consdous aeator of
public memory
3 Postmodern “Identity: Professional expert Constructive reality 3
postmodern Mediator archivist Participatory
archiving — the Sodetal archive epistemology
mediator-archivist Unique professional Viability
shapes the sodetal identity and disdpline.
archive” Experts in the nature of
records and archives as
well as the contexts in
which they atre created.
4 Partidpatory “Community: The community takes
participatory control of their own
archiving — the records by being active
activist-archivist agents in creating and
mentors representing their own
ollaborative perspectives and identity.
evidence and Foaus is on working
memory-making” within communities rather
than external archives.

These complementary discourses shed light on how archival roles are changing. A
participatory epistemology is influencing practice in archival identity while illuminating the
ways knowledge is constructed. Phases/eras 3 and 4 of this comparative table are of particular
interest in this context of applied archival research. Archival researchers are describing an era

of participatory archiving, extending from the postmodern era and into a paradigm where

153 |hid., 106-113.
154 1hid., 106-116.
155 Sexton, “Constructivist Thinking within the History of Ideas: The Challenge of a New Paradigm,” 6.
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communities are active agents in the construction and use of records.?® As Cook explains
archivists are emerging to take on the role of advocate and collaborator. 157

This second generation grounded theory research was positioned within phase 3 archival era
(as described by Cook), and constructivist reality with its participatory epistemology (described
by Sexton). It was a conscious decision to undertake second generation grounded theory,
rather than participatory archival research as explicated in the phase 4 archival era or
participatory action research. This was exploratory research in a new context for archival
research. When working with participants with dementia I could not assume theirlevel of
agency. These decisions were however based on a participatory paradigm and epistemology,

as an extension of constructivism.18

The postmodern phase according to Cook was pivotal in shifting the way archivists perceived
society and in turn this changed the archival paradigm. “There was no “Truth” to be found or
protected in archives, but many truths, many voice, many perspectives, many stories.”15° As
Sexton explains, the postmodern perspective is congruous with a “participatory epistemology
that replaces the “modern” principle of validity with a constructivist concept of viability. The
perspective of the observer and the object of observation are inseparable; the nature of
meaning is relative; phenomena are context-based; and the process of knowledge and

understandingis social, inductive, hermeneutical, and qualitative.”16

The social and intersubjective nature of epistemology, which is already embodied in the work
of influential thinkers such as Kuhn, Foucault, Latour and Woolgar, emerge as critical
characteristics of social epistemology. 16! The implications of a social epistemology have been
described, by Furner and Ketelaar, within archival literature as having a profound effect on
how we understand records and their meaning. Records are cultural artefacts and hence it is
their meaning which must be understood. Records as “information resources, do not ‘have’
meanings. Rather, different meanings are assigned to the same resource by different people at
different times, and that “the” conventional meaning of a given resource is a matter of
intersubjective consensus.” Meanings are assigned to records by the relationships with people

and within particular contexts. 162

156 M. Stevens, A. Flinn, and E. Shepherd, “New Frameworks for Community Engagement in the Archive
Sector: From Handing over to Handing on,” International Journal of Heritage Studies 16, no. 1-2 (January 1,
2010): 59-76, doi:10.1080/13527250903441770.
157 Cook, “Evidence, Memory, Identity, and Community.”
158 For an in-depth discussion on the evolution of a participatory epistemology in qualitative research see Y.
S. Lincoln, S. A. Lynham, and E. G. Guba, “Paradigmatic Controversies, Contradictions, and Emerging
Confluences, Revisited,” in The SAGE Handbook of Qualitative Research, ed. N. K. Denzin and Y. S.
Lincoln (Thousand Oaks, CA: SAGE Publications, 2011).
159 Cook, “Evidence, Memory, Identity, and Community,” 16.
160 Sexton, “Constructivist Thinking within the History of Ideas: The Challenge of a New Paradigm” as cited
in Gergen, “The Social Constructionist Movement in Modern Psychology,” 8.
161 A Goldman and T. Blanchard, “Social Epistemology,” in The Stanford Encyclopedia of Philosophy, ed.
E. N. Zalta, 2015, http://plato.stanford.edu/archives/sum2015/entries/epistemology-social/.
1623, Furner, “Conceptual Analysis: A Method for Understanding Information as Evidence, and Evidence as
Information,” Archival Science 4, no. 3-4 (December 1, 2004): 233-65, doi:10.1007/s10502-005-2594-8; E.
Ketelaar, “Cultivating Archives: Meanings and Identities,” Archival Science 12, no. 1 (March 2012): 23,
doi:10.1007/s10502-011-9142-5.
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Contemporaneously, the emergent characteristics of a distinct participatory paradigm and
epistemology has also been discussed, within the context of qualitative research, by Lincoln,
Lynham and Guba in relation to the work of Heron and Reason. 6% These discourses explicate
how a participatory epistemology is part of a continuum of paradigm positions which are
evolving: positivism, postpositivism, critical theories, constructivism and more recently
participatory. 164

The characteristics of a participatory epistemology are informed by postmodern and social
constructionist thinking. Lincoln, Lynham and Guba put forward the constructionist position
as encompassing these paradigms not as distinct from other paradigms but rather as a
relationship:

the criteria for judging either “reality” or validity are [not| absolutist (Bradley & Shaefer, 1998);
rather, they are derived from community consensus regarding what is “real”: what is useful
and what has meaning (especially meaning for action and further steps) within that
community, as well as for that particular piece of research (Lather, 2007; Lather & Smithies,
1997). We believe that a goodly portion of social phenomena consists of the meaning-making
activities of groups and individuals around those phenomena. The meaning making activities
themselves ate of central interest to social constructionists and constructivists simply because
it is the meaning-making, sense-making, attribution activities that shape action (or inaction).
The meaning-making activities themselves can be changed when they atre found to be
incomplete, faulty (e.g., discriminatory, oppressive, or nonliberatory), or malformed (created
from that can be show to be false).18%

A participatory epistemology assumes that knowledge is co-constructed and this has
implications for sow we know and then construct new knowledge. Postmodernism and its
relationship to the construction of knowledge and understanding in Aow we think, has evolved
through the introduction of constructivist thinking in psychological inquiry.16¢ It is this
constructivist influence and paradigm shift which sees the archivists and recordkeepers
acknowledging their own agency as well as the agency of communities in how and why
records are created.

The reality of records is that they exhibit plurality of perspectives in all aspects of their
expression, matter and behaviour. A key challenge for archival science lies in how we can
respect and represent these characteristics so as to fulfil the potential of the record in its
multiverse of contexts and meanings and yet protect the rights of those captured in the
records or the recordkeeping system. As explored earlierin this chapter, in the 1990s archival

163 Lincoln, Lynham, and Guba, “Paradigmatic Controversies, Contradictions, and Emerging Confluences,
Revisited”; J. Heron and P. Reason, “A Participatory Inquiry Paradigm,” Qualitative Inquiry 3, no. 3
(September 1, 1997): 274-94, doi:10.1177/107780049700300302.
164 Lincoln, Lynham, and Guba, “Paradigmatic Controversies, Contradictions, and Emerging Confluences,
Revisited.”
165 N. K. Denzin and Y. S. Lincoln, “Paradigms and Perspectives,” in The SAGE Handbook of Qualitative
Research (Thousand Oaks, CA: SAGE Publications, 2011), 115.
166 Gergen, “The Social Constructionist Movement in Modern Psychology”; N. K. Denzin and Y. S. Lincoln,
The Handbook of Qualitative Research (Thousand Oaks, CA: SAGE Publications, 2000).
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theorist Frank Upward began to build the theoretical foundations for the records continuum
model as framework and a tool “to communicate evidence-based approaches to archives and
records management.”18” His work highlights the influence of continuum thinking and
postmodern theory on our understanding of the nature of the archive and the record. It has
created an awareness of the infinite forms that the record and archive may take through
revealing the complex contexts in which records are created or co-created and the possible
purposes for their use. 168

Within a postmodern landscape there is already much scepticism regarding what reality is,
does it exist and if so, how might it be represented.®® Postmodernism attunes us to the
subjectivity of what is perceived and how it is represented to draw attention to that which is
omitted. If we are to the very extreme, as Lyotard suggests, representing the unrepresentable,
then what are the implications for those products of human interaction often described as
reality, truth or evidence?!’® This concept of representation is particulatly relevant when
exploring the concept of records, within new research contexts for archival science, as cultural

constructs which are profoundly influenced by the culture.

In conclusion, I have argued the place of this research in the postmodern era of archival
science. I have positioned a participatory epistemology as a foundational tenet of this
postmodern approach. This section highlights the confluence of the postmodern archival
theories and practice which are discussed in Section 2.3. In the following sections I link this
postmodern approach and thinking to concepts and the context of dementia.

Multiple eras of archival science have generated different methods and approaches to theory
and practice. As my researchis of a postmodern epistemology, it is important to locate this
within the overall paradigmatic approaches associated with each of the eras.

2.5 TheSituated Context: The Person with Dementia

Like breathing, remembering is embedded in how we live. We notice it most in its absence,
when the activity is interrupted or ceases. For the person with early stage dementia the signs
of disease may be barely noticeable. It progresses slowly. The “loss of cognitive function
with forgetfulness” precedes other symptoms.1”* We all forget things. We have ways of
coping when we do. When an inability to cope in light of lost moments occurs it is impossible
to take memories for granted. It is their presence and their absence which reminds us of what

is happening and who we are.

167 Upward, “Modelling the Continuum as Paradigm Shift in Recordkeeping and Archiving Processes, and
beyond a Personal Reflection,” 1.
168 McKemmish, “Evidence of Me — in a Digital World.”
169 Gubrium and Holstein, The New Language of Qualitative Method, 87.
170, F. Lyotard, The Postmodern Condition: A Report on Knowledge, trans. G. Bennington and B. Massumi
(Manchester: Manchester University Press, 1984).
171]. C. Hughes, S. J. Louw, and S. R. Sabat, “Seeing Whole,” in Dementia: Mind, Meaning, and the Person,
International Perspectives in Philosophy and Psychiatry (Oxford: Oxford University Press, 2006).
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Drawing on postmodern epistemology in this archival research it is important to identify the
significance of the situated context and how this relates to the person with dementia. This is
discussed using two headings. These are:

e DPerceptions of dementia and personhood

e A postmodern paradigm: The person with dementia and personhood.

A review of archival literature failed to identify any reported archival studies in this specific
area of personal records and working with people with dementia. This section has been
written generically and influenced by Kitwood’s influential text Dementia Reconsidered: The person
Comes First, and from contemporary sources on dementia such as DeBaggio’s Losing my mind:
An intimate look at life with Alzheimer’sand Robinson’s Should People with Alzheimer’s Disease Take
Partin Research?*?

As one of the grand challenges in mental health dementia is, contrary to popular belief, not a
natural part of ageing.'”® Dementia is complex and multi-dimensional in how it manifests.

Scientists have clues as to the causes of dementia but as yet no cure.

Dementia is not one condition buta term encompassing a range of conditions
characterised by impairment of brain functions, including language, memory,
petception, personality and cognitive skills (AIHW, 2007). Dementia can lead to loss of
intellect, rationality, social skills and normal emotional reactions (Alzheimer’s Australia,
2009). Conditions associated with dementia are typically progressive, degenerative and
irreversible, for which there is currently no cure...There are many types of dementia,
the most common form of dementia is Alzheimet’s disease which accounts for 50% of
all dementia.17#

Though the incidence of dementia increases with age, particulatly for those over 65
years of age, it does also occur with increasing frequency in younger people. Recent
studies on the prevalence of dementia, demonstrate that due to cultural and linguistic
differences, the current statistics and predictions may setiously underestimate the actual
incidence.’® Jorm et al. applied estimates to population projections for Australia which
were prepared by the United Nations for 2000-2050. They reported that the projected

number of people with dementia would increase by 241% between the year 2000 and

172 Kitwood, Dementia Reconsidered: The Person Comes First, (Buckingham: Open University Press, 1997);
T. DeBaggio, Losing My Mind: An Intimate Look at Life with Alzheimer’s, (New York: Free Press, 2003)
Kindle Edition.; E. Robinson, “Should People with Alzheimer’s Disease Take Part in Research?” in The
Perspectives of People With Dementia: Research Methodsand Motivations, ed. H. Wilkinson (London:
Jessica Kingsley Publishers, 2002).
173 p Y. Collins et al., “Grand Challenges in Global Mental Health,” Nature 475, no. 7354 (July 6, 2011):
27-30, doi:10.1038/475027a.
174 Alzheimer’s Australia, Keeping Dementia Front of Mind: Incidence and Prevalence 2009-2050
(Alzheimer’s Australia, 2009), 2,
http://www.accesseconomics.com.au/publicationsreports/search.php?searchfor=dementia+australia&from=0
&search=Co.
175 Alzheimer’s Australia, Keeping Dementia Front of Mind: Incidence and Prevalence 2009—2050.
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2050. This percentage represents an increase from 172,000 known cases of dementia in
2000 to 588,000 cases in 2050.176

In 2010 Australia became the first country in the world to make dementia a National Health
Priority.”7 This is in recognition of the burden that dementia places on the families and
community, health and residential care as well as associated productivitylosses. The socio-
economic burden on society has been described as a ‘moral burden’, in light of the ethical
decisions that are made, in both formal and informal settings, and which fall predominantly on
the carer.1”® These priorities are representative of influential paradigms and discourses in

society as well as research.

2.5.1 Perceptions of dementia and personhood

The experiences of person with dementia are disparate and sometimes contested. A powerful
example of one of these paradigms is Descartes notion of Cartesian dualism in which mind
and body are separated.'’® Society’s perceptions of people with dementia have historically
been grounded in the medical model where the focus is not on the person but rather the
diseased brain. The medical model has historically reinforced the belief that in the case of the
person with dementia, the person is being lost as their memory and cognitive capacity

diminishes. The individual’s identityis perceived as changing or disappearing.

This paradigm has manifested in a poor understanding of the subjective experience of the
person with dementia, and an increase in the associated stigma and inequalities in social
relations. 18 These negative effects impact not only on the way the person with dementia is
perceived by other people but also the way that they see themselves. According to Sabat the
only way to change these negative dynamics is to change the way we perceive people with
dementia. It is o#rresponsibility to learn to see the person with dementia as having “valid
experiences and whose behaviouris driven by meaning”. 18!

So what does it mean to understand and validate the subjective experience and meaningin the
context of this research? Philosophically and practically speaking, Sabat’s words affirm my
fundamental intent to design this research so that it was person-centred and respectful of
personhood. If this research is to understand the concept of the personal record for the
person with dementia then the research must focus on the person’s needs and their
perceptions. The person with dementia needs to be the principal stakeholder. This focus on

176 A F. Jorm, K. B. Dear, and N. M. Burgess, “Projections of Future Numbers of Dementia Cases in

Australia with and without Prevention,” Australian and New Zealand Journal of Psychiatry 39, no. 11-12

(2005): 949-63.

177 Alzheimer’s  Australia, Keeping Dementia Front of Mind: Incidence and Prevalence 2009-2050, 89.

178 C, Baldwin et al., “Ethics and Dementia: The Experience of Family Carers,” Progressin Neurolology and

Psychiatry 8, no. 5 (2004): 24-28.

179 pascale, Cartographies of Knowledge: Exploring Qualitative Epistemologies.

180 H, Wilkinson, ed., The Perspectives of People With Dementia: Research Methodsand Motivations

(London: Jessica Kingsley Publishers, 2002), 13.

181 5 R. Sabat, “Excess Disability and Malignant Social Psychology: A Case Study of Alzheimer’s Disease,”

Journal of Community & Applied Social Psychology 4, no. 3 (1994): 157-66, doi:10.1002/casp.2450040303,

as cited in Wilkinson, The Perspectives of People With Dementia: Research Methodsand Motivations, 11.
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the person brings me to critically examine the experience of who we are in the world around
us. If we experience ourselves in and through those around us, then how I conducted this
research and the relationships I developed with participants, would have a direct influence on

the people I was working with as well as the research data or findings.

What would it mean to do research thatis person-centred, so that the person is acknowledged
as being more than the sum of their situated contexts? Person-centredness is an action which
focuses on individual subjectivity rather than the categories by which a person is defined.
Tom Kitwood was the Leader of the Bradford Dementia Group in the U.K. and Senior
Lecturerin Psychology when he published his book Dementia Reconsidered: The Person Comes
First. He was considered a pioneer in the field of caring for people with dementia.8 His
work is part of a broader discourse which has continued to give meaning to personhood
particularly in the context of dementia care. Kitwood’s work was significant because it
challenged the predominant medical model of the person with dementia by crystallising a
holistic approach to understanding their subjective experience. Each person is unique and as
such their life, memorties, and experience cannot be generalised.'® What it means to be a
person for Kitwood is ascribed in his definition of personhood: “It is a standing or status that
is bestowed upon one human being, by others, in the context of relationship and social being.
It implies recognition, respect and trust. Both the according of personhood, and the failure to

do so, have consequences that are empirically tested.”184

Kitwood’s work challenged existing discourses and paradigms, regarding perceptions of the
person with dementia, which influenced the way we understand being human and how human
beings are perceived in practice. '8 Within contemporary theories of identity, self and
personhood, the person is not lost. This disjunct between what is happening for the person
with dementia and the way they are perceived by others has been described as being due to
others not keeping up with the nature of changes occurring for the person experiencing the
disease. This separation of mind and body is challenged by theorists, such as Harré, Kitwood,
Sabat and Ricoeur, for whom understanding personhood and the self requires a holistic and

experiential approach to what it means to be human. 186

As Kitwood advocates, personhood is what makes a person unique; how we make sense of
the world and our place in it. The nature of personhood and identity is complex. There are
no singular definitions of these terms, but rather discourses on what is understood through
distinct and yet sometimes blurred disciplinary lenses. In the context of this research I have
positioned myself and this thesis with regard to the concepts of personhood, person-

centredness and identity; not as discrete activities but rather constructed through discourses

182 |, Fox, “Obituary: Professor Thomas Kitwood,” The Independent, January 6, 1999,
http://www.independent.co.uk/arts-entertainment/obituary-professor-thomas-kitwood-1045269.html.
183 Kitwood, Dementia Reconsidered: The Person Comes First.
184 Ibid., 8.
185 Kitwood, Dementia Reconsidered: The Person Comes First.
186 p_ Ricoeur, Oneself as Another, trans. K. Blamey (Chicago, IL: University of Chicago Press, 1994); R.
Harré, The Singular Self: An Introduction to the Psychology of Personhood (London: SAGE Publications,
1998); S. R. Sabat, The Experience of Alzheimer’s Disease: Life Through a Tangled Veil (Oxford: Blackwell
Publishers, 2001); Kitwood, Dementia Reconsidered: The Person Comes First.

2-48



Backgrounding T heory and Sensitising Concepts

which are expressions of socially constructed reality; they are experienced; shared by
participants and the researcherin a reflexive relationship. Rather than mind and matter being

different, the person with dementia is a whole being, inseparable and unitary.87

Respecting personhood is an approach to validating the embodied experience of each
participant. Identity is the way people “make sense of themselves, of their activities, of what
they share with others and how they differ from them.”?8® I am therefore, as researcherand a
fellow human being, mindful of the way in which my engagement with participants will impact
reciprocally on the way we perceive each other. Kitwood states clearly that when we talk
about people they should not be referred to or categorised by the disease descriptors which
were so much a part of the medical model. This use of language is a “reflection of the values
that have prevailed and of the priorities that were traditionally set in assessment, care practice
and research...There is an imperative to recognise men and women who have dementia in
their full humanity. Our frame of reference should no longer be person-with-DEMENTIA,
but PERSON-with-dementia.” 18 When I refer to the person with dementia or Dementia in
this thesis I am speaking about the men and women who have been diagnosed with the
disease. They are not the disease. They are, as Kitwood says, the “PERSON-with-dementia”.

2.5.2 A postmodern paradigm: The person with dementia and personhood
The concept of personhood, as theory, is strongly embedded in psychology, social psychology,
philosophy and dementia care. Understandings of personhood are culturally and
philosophically influenced. Traditionally there has been a focus on biomedical and
neuropathological factors which affect the person with dementia. There is also recognition of
the range of psychosocial social factors which affect the way a person is perceived by others

and the way they see themselves.

Defining personhood is dependent not only on the theories and paradigms within which the
term personhood is being used, but itis also influenced through the values and beliefs of the
user of that term. The practice of person-centred care, in health care and health sciences, is
founded on notions of knowing the person and developing relationships with that person.
But, what does it mean to really ‘know’ a person, especially as the person with dementia
experiences difficulties in communication or others have difficulty in understanding what the
person is wanting to communicate. There are challenges that need to be understood in order
to know a person, relate to them as human beings who continue to change and apply this

knowledge to provide person-centred practice.

Both Cooley and Mead took the view that our sense of self is derived from our ability to see
ourselves through other's eyes in our interactions with each other. But Mead’s account
additionally gives the person the power to reflect upon such perceptions and to have a hand in

187 Kitwood, Dementia Reconsidered: The Person Comes First.
188 Misztal, Theories of Social Remembering, 133.
189 Kitwood, Dementia Reconsidered: The Person Comes First, 7.
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the development of our own self-concept, enabling us to be more than simply the unwitting
products of others’ perceptions.1%

These theories of personhood are part of a paradigm and worldview which emphasises the
relational nature of identity and personhood; which are both constructed and perceived in
relationship to other people. Importantly, it is the values and beliefs reflected in relationships
with others which also influence the way we see ourselves. Harré describes personhood as a
state of being which is mutable; it is ever changing, temporal, contextual and relational and yet
human beings struggle to find the ‘unity of self’.1%* He describes personhood in relation to a
person’s ‘sense of self’.

[Personhood] is to have a sense of one’s point of view, at any moment a location in space
from which one perceives and acts upon the world, including that part that lies within one’s
own skin...a sense of self’ is also used for the sense one has of oneself as possessing a unique
set of attributes which, though they change nevertheless remain as a whole distinctive of just
the one person. These attributes include one’s beliefs about one’s attributes. “The self’, in this
sense is not an entity either. It is the collected attributes of a person. The word ‘self” has also
been used for the impression of his or her personal characteristics that one person makes on

another, 192

Stanghellini and Rosfort define personhood as “the fragile core of an emotional dialectic of
selfhood and otherness”. These authors assume that there is an inseparable relationship
between personhood and emotions.'® “Many emotions can exist only in the reciprocal
exchanges of a social encounter.”?% And, as with the term personhood, understandings and
definitions of emotions are also paradigmatic and dependent on the disciplinary contexts of
their definition and use.'®® According to Harré in these social encounters we respond to what
he calls local moral orders; that is the “local system of rights, duties and obligations, within
which both public and private acts are done”.1% These contexts, which are continuously
shifting, influence a person’s experience of and behaviour within that context, and individuals
have a tacit if not explicit understanding of their own rights to claim authority of

remembering. 197

Earlierin this chapter I introduced Descartes Cartesian dualism and the role this division of
mind and body has in relation to the medical model and perceptions of the person with
dementia. This dualism was embedded in the modernist tradition in which there was an

objective outer world with a subjective inner world and this is still a powerful influence in

190 Burr, The Person in Social Psychology, 102.
191 Harré, The Singular Self: An Introduction to the Psychology of Personhood, 2.
192 |bid., 4.
193 G, Stanghellini and R. Rosfort, Emotions and Personhood: Exploring Fragility — Making Sense of
Vulnerability (Oxford: Oxford University Press, 2013), 2.
194 R, Harré, ed., The Social Construction of Emotions (Oxford: Basil Blackwell, 1986), 147.
195 Harré, The Singular Self: An Introduction to the Psychology of Personhood.
196 Harré, The Social Construction ofEmotions, 6.
197 R, Harré and L. van Langenhove, “The Dynamics of Social Episodes,” in Positioning Theory: Moral
Contextsof International Action,ed.R. Harré and L. Van Langenhove (Oxford: Blackwell Publishers, 1999),
1
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scientific research.1% These concepts underpin paradigms and disciplines from within which
the world has been studied and new knowledge created. While modernist assumptions
emphasised “the individual mind, an objectively knowable world, and language as the carrier
of truth...the texts of postmodernism find the concept of individual rationality deeply
problematic, if not oppressive in its function”. 1

The postmodern is commensurate with the constructivist era in which personhood has been
described as a paradigm; the “central assumption is that each person is a meaning —maker and

an otiginating source of action”. 200 The postmodern/constructivist era emphasises

the creation, rather than the discovery, of personal and social realities. .. [it] stresses the
viability, as opposed to validity, of knowledge claims. It also pays special attention to
epistemological issues. Investigators and theorists become concerned with the how people
know, as well as what they know...postmodernism /constructivism highlights human
participation in the construction of knowledge.?0

The initial diagnosis of dementia triggers a chain of events that can potentially alter a person’s
wotld before the symptoms do. Erving Goffman describes the stigma associated with being
different. It is the anticipated differences which pose powerful changes in social interactions
and shared attitudes.?%? The nature of dementia can result in a type of collateral discrimination
where decision-making is perceived to be impaired and the person with the disease is
‘relieved’, to a smaller or greater degree, of the opportunities to voice their opinion regarding
their own wellbeing.

Academic literature describes how people diagnosed with dementia are increasingly
demanding to participate in research that is about them. They do not want to be excluded
from research that relates to what is happening to them. They want to be heard. They want
to express their opinions and describe their own experiences. They also want to help others
who are or might someday be in a similar position. People with dementia have described the
challenges they face not only in living with the disease but also in advocating for themselves in
research.203

198 K, J. Gergen, “Psychological Science in a Postmodern Context,” American Psychologist 56, no. 10

(2001): 803-13, doi:10.1037/0003-066X.56.10.803.

199 1bid., 59.

200 R, Harré, “The Explanation of Social Behaviour,” This Week’s Citation Classic, Oxford, England 28, no.

July 13 (1987), http://garfield.library.upenn.edu/classics1987/A1987H917200001.pdf, as cited in Kitwood,

Dementia Reconsidered: The Person Comes First, 15. This is an exemplar of alternative approaches to

personhood in psychology. Kitwood draws on the work of social psychologist Harré (with a background of

philosophy/social psychology)who describes personhood as a paradigm.

201 gexton, “Constructivist Thinking within the History of Ideas: The Challenge of a New Paradigm”, as cited

in J. D. Raskin, “Constructivismin Psychology:Personal Construct Psychology, Radical Constructivism, and

Social Constructionism,” American Communication Journal 5, no. 3 (Spring 2002), https://ac-
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Dementia. An Action Research Study,” Dementia 11, no. 5 (September 1, 2012): 597-616,

doi:10.1177/1471301211421087; S. R. Sabat, “Epistemological Issues in the Study of Insightin People with

Alzheimer’s Disease,” Dementia 1, no. 3 (November 1, 2002): 279-93, doi:10.1177/147130120200100302;
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When I die nothing will be left except someone else’s memory of me. Only these words
of mine will remain to shred my life into moments I now quickly forget.204

This statement attests to the importance of not only how we remember and forget but how
we are remembered and known by others. These are the words of Thomas DeBaggio who at
the age of 57 was diagnosed with Alzheimer’s disease. Thomas embarked on a journey in
which he struggled with both the diagnosis and his sense of self in this lifetime. He decided to
chronicle his experience of Alzheimer’s disease. Thomas was not alone but one of the many
hundreds of thousands of people who suffer from Alzheimer’s disease globally. Alzheimer’s
disease is the most common cause of dementia. It has no cure. It is a terminal illness which is
feared for its effect on memory loss but affects the whole body. It is not a normal ageing
process and is diagnosed in people as young as in their twenties.

Thomas had for a brief time been a journalist though he did not fit the more right-wing
ideology of the news services he worked for. After his diagnosis he turned his writing skills
and that knowledge of the impending into a cause, a way of providing a voice and insight from
within the experience of Alzheimer’s disease.?%® Medical and community support is often
focused first on the needs of the carer. Though this focus has shifted due to the activity of
consumer groups, there is still much stigma associated with disease that affects memory and
the community’s perception of loss of ability to make informed decisions. The notion of

advocacy depends on the perceptions, values and beliefs of those you speak to.20

After her diagnosis and in retrospect, Elaine Robinson was able to say that she may have

had symptoms of Alzheimer’s disease since she was 42 years old.

It doesn’t follow that as soon as you are diagnosed you immediately become incapable of
communicating. Many of us may have many years of good quality of life in front of us in
which we can still be productive and make a valuable contribution to Alzheimer’s
research. What a hugely missed opportunity it would be if people with Alzheimer’s were
excluded from the very things that could be used to gain a fuller understanding of their
disease. It would be simply denying us the change to fill the gaps that no one else can. 1
realise that a cure for Alzheimer’s disease may still be a long way off. I also know that the
research I have taken partin so far will not benefit me personally, but taking partin it has
lifted my morale, and I'm sure anyone else who has done the same will agree. To know
that there are many dedicated people out there, who are willing to take the time and visit

H. Bartlett and W. Martin, “Ethical Issues in Dementia Care Research,” in The Perspectives of People With
Dementia: Research Methodsand Motivations,ed. H. Wilkinson (London: Jessica Kingsley Publishers,
2002), 47-61; M. Goldsmith, Hearing the Voice of People with Dementia: Opportunitiesand Obstacles
(London: Jessica Kingsley Publishers, 1996); J. McKillop and H. Wilkinson, “Make It Easy on Yourself!,”
Dementia 3, no. 2 (June 1, 2004): 117-25, doi:10.1177/1471301204042332.
204 DeBaggio, Losing My Mind: An Intimate Look at Life with Alzheimer’s, 19.
205 DeBaggio, Losing My Mind: An Intimate Look at Life with Alzheimer’s.
206 | attended the Alzheimer’s Australia Conference in 2011 in which organisers attempted to break down
some of the silence regarding what it is like to have Alzheimer’s disease particularly for those affected at a
much youngerage. Speakers and keynote presenters included people diagnosed in their thirties.
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us in our own familiar surroundings to listen and record our opinions, makes all the

difference.297

There are many reasons why people with dementia want to be involved in research that is
about them. The people cited so far in this section recognise that their perspectives are being
omitted from the research due to the way they are perceived by others. Participating in
research would create new knowledge built on the first person experience of dementia while
challenging the perceptions of others and the assumptions they make. These reasons are
salient drivers in considering how a problem space in research is conceptualised and
understood. Importantly, the words of these people with dementia are a warrant to design a

study around their needs as the primary partners in research.

Understanding the situated context is about understanding what is happening for an individual
from their unique perspectives. In preparing the material in this section, I was aiming to
inform myself about the theory of working with people with dementia and to understand the
impact of dementia in theirlives. In Chapter 3 I draw the sensitisation achieved in relation to
this through and into the research design.

2.6 ParticipatingIn The Archival Turn: The Emergent State of
Research

The archival turn is an ongoing process reflecting postmodern paradigmatic shifts in the
archival community. Assomeone researching the co-creation of person-centred records in
the context of dementia it is important to locate my work amongst other emergent studies and
theories currently occurring within archival science. Research and writing in the postmodern
era drawing on participatory epistemology in the creation of records and archives are
proliferating. In the following paragraphs I highlight several of these studies.

The wortldviews of the people in these communities are not only changed by new ways of
thinking but continue to be challenged by new spaces for research and practice. It is pertinent
to acknowledge that Iam part of a broader community of archival researchers who are
working in emergent and complementary areas of study. The results of these studies are being
published through doctoral work and in special edition journals. These studies address new
archival knowledge particularly with regard to how we understand records and the human

relationship to recordkeeping,.

Recent works by Gilliland, Caswell, Lee and Cifor address new aspects of theory regarding the
affective nature of records. These works emerge from diverse archival contexts. Their
research contexts have a strong focus on the recordkeeping implications for agency and

human rights. Gilliland is currently undertaking ethnographic research which is focused on

207 Rohinson, “Should People with Alzheimer’s Disease Take Part in Research?” 104.
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peoples’ experiences of “records and recordkeeping during and since the Yugoslav Wars.”208
Caswell is researching and writing about in-depth studies into South Asian archives to
understand how records are both agents of silence and for witnessing.?°® Lee has explored
how queered and transgendered archives “take shape and simultaneously reshape the creators
of the records in the course of (re)assembling and (re)accessing meaningful material lived
histories.”?1% Cifor argues the need to understand theories of affect in relation to records and

archives; especially with respect to how archival work and inherent relationships are mediated
by affect.?!!

Several of these researchers raise issues associated with the challenges of how archivists work
with records, existing, missing or never created.?!? Additionallyit is recognised “that signs
carry meaning, their work often neglects the ways in which these signs are imbued with
affective intensities.” 23

Throughout the course of my thesis work I have had the opportunity to attend archival
conferences and institutes in which I have had opportunities to speak and share with
contemporary archival theorists. Thave presented several papers and conducted workshops
associated with my research. These include the following presentations which were given at
the Archival Education and Research Institute:
e The Storyline Project: Determining a therapeutic use for the personal archive. (2010)
e New contexts for the archival profession: creating and repurposing the personal record
for therapeutic uses. (2011)
¢ Review of Extensive Interdisciplinary Stakeholder Consultation Throughout the
Storyline Project. (2012)
The presentations have generated helpful dialogue and I consider that my work fits this
emergent area of scholarship.

Gilliland et al. call for the archival community to address the recordkeeping needs of
marginalised communities. This type of research creates challenges in working across
disciplines, frameworks and with concepts from outside archival science.?!* This shift in
thinking and scope for archival research and education reflects changing paradigmatic

boundaries for members of the archival community. In this way the contemporary archival

208 A J. Gilliland, “Moving Past: Probing the Agency and Affect of Recordkeeping in Individual and
Community Lives in Post-Conflict Croatia,” Archival Science 14, no. 3-4 (October 2014): 249,
d0i:10.1007/s10502-014-9231-3.
209 (. Caswell, Archivingthe Unspeakable: Silence, Memory, and the Photographic Record in Cambodia
(Madison, W1: University of Wisconsin Press, 2014),
https://books.google.com.au/books?id=eWzIAgAAQBAJ.
210 3, A. Lee, “Be/longing in the Archival Body: Eros and the ‘Endearing” Value of Material Lives,” Archival
Science 16, no. 1 (2016): 34, doi:10.1007/s10502-016-9264-x.
211 M. Cifor, “Affecting Relations: Introducing Affect Theory to Archival Discourse,” Archival Science 16,
no. 1 (November 2, 2015): 7-31, doi:10.1007/s10502-015-9261-5.
212 A ], Gilliland and M. Caswell, “Records and Their Imaginaries: Imagining the Impossible, Making
Possible the Imagined,” Archival Science 16, no. 1 (2015): 53-75, doi:10.1007/s10502-015-9259-z; Cifor,
“Affecting Relations.”
213 Cifor, “Affecting Relations,” 12.
214 Gilliland et al., “Pluralizing the Archival Paradigm through Education.”
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community is both able to influence change through problem solving in new contexts and be
changed by their actions.

The empirical research reported in this thesis is a contemporary of the work described in this
section; where archival scholars are deepening archival learning regarding the affective nature
of records while introducing new theories and bodies of knowledge to archival discourse.?®
Importantly, this in-depth research provides opportunities to make explicit the epistemologies;
“the process of thinking. The relationship between what we know and what we see”’?1¢ which

underpin how we represent, experience, understand and co-create the person-centred record.

2.7 Conclusion

Archival communities are exploring new ways of seeing and understanding archival and
recordkeeping concepts.?” Within the Australian recordkeeping and archival context,
postmodern and continuum thinkingis also encouraging the development of models and
theories, which lend themselves to addressing new research problems in archives and
recordkeeping. This surge of interest within archival science converges with increasing
awareness of more global concerns regarding; human rights, ethics and evolving characteristics

of research methodologies.

This study is informed by postmodernism, a participatory epistemology and personhood in
developing a holistic approach to working with people with dementia and co-creating records.
Perspectives of records are explored through the eyes of participants in the research. The
challenge of co-creating records involves a complexity which requires its own frame of

reference in terms of phenomena and methodologies for research — in theory and in practice.

The task of developing theoretical sensitivity as part of the grounded theory process has been
achieved by working through:
e Contemporary postmodern disciplinary theories in archival science (records
continuum thinking; structuration theoty, personal recordkeeping)
e Records in relation to supporting consideration and conceptualisation about personal
records: memories, meanings and pluralities

e The situated contexts and personhood needs of people with dementia.

215 “In November 2014, a symposium on Affect and the Archive was held at the University of California, Los
Angeles.” This eventresulted in a special edition of the journal Archival Science, published in late 2015,
marking the importance of affect and emotions in the study of records and archives. M. Cifor and A. J.
Gilliland, “Affect and the Archive, Archives and Their Affects: An Introduction to the Special Issue,”
Archival Science 16, no. 1 (November 20, 2015): 1-6, doi:10.1007/s10502-015-9263-3.
216 Denzin and Lincoln, “Paradigms and Perspectives,” 103.
217 T. Nesmith, “Reopening Archives: Bringing New Contextualities into Archival Theory and Practice,”
Archivaria 60 (2006): 259.
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3 Research Methodology: In Theory and
Practice

3.1 Introduction

In Chapters 1 and 2, I described the broader settings within which this research is situated; the
context of the person with early stage dementia and the significance of records in supporting
memory, identity and personhood within archival and health settings. Iexplained my position
with respect to philosophical and theoretical concerns regarding the person with dementia.

In this chapter I discuss the approach I used to generate a second generation grounded theory.
This approach is my interpretation of the methodology in theory and how it played out in
practice. Iintroduce second generation grounded theory as a methodology synergistic with
the family of theories relevant to this research (described in Chapter 2) and the research

context.

This chapteris presented in five main parts.

e Section 3.2: Anintroduction to the overarching approach to this research with regard
to researcher intent and principles, within a postmodern paradigm.

e Section 3.3: A discussion of the approach, tenets and design of this second generation
grounded theory; suited to participatory epistemology and iterative approaches to
working with participants in research and their data.

e Section 3.4: Articulates the methods and techniques implemented as part of the
overarching approach explained in Section 3.3. The methods and techniques which
supported this approach are described in terms of how they facilitated understanding
complex and multiple perspectives of participant voice and meaning. I explain how
the theory and philosophical approach has translated into innovation in practices for
archival research.

e Section 3.5: Addresses fundamental research activities which supported the way this
study was designed and conducted.

e Section 3.6: Provides an overview of the outcomes of the research methods and

techniques as a framework for this second generation grounded theory research.

3.1.1 A prelude
Before addressing these sections I would like to share a reflective piece written as a prelude.
For me the piece assisted in understanding the postmodern perspectives which underpin the

design of this research. Rosenau wrote:

Post-modern social scientists supporta re-focusing on what has been taken for granted,
what has been neglected, regions of resistance, the forgotten, the irrational, the
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insignificant, the repressed, the borderline, the classical, the sacred, the traditional, the
eccentric, the sublimated, the subjugated, the rejected, the non-essential, the marginal,
the peripheral, the excluded, the tenuous, the silenced, the accidental, the dispersed, the
disqualified, the deferred, the disjointed...Post-modernists, defining everything as a
text, seek to “locate” meaning rather than to “discover” it. They avoid judgment,
and the most sophisticated among them never “advocate” or “reject,” but speak
rather of being “concerned with” a topic or “interested in” something. They offer
» s

interpretations” not “findings; they “muse” about
one thing or another. They never test because testing requires “evidence,” a

“readings” not “observations,
meaningless concept within a post-modern frame of reference.

These different terminologies incorporate adversarial views of the world. Learning
these words and understanding their usage involve more than new ways of

communicating; such intellectual activity requires re-setting the code one normally
employs and social science analysis, turning around one’s thought processes”.218

(emphases added)

These postmodernism and post concepts juxtapose each other.

[Postmodernists] offer indeterminacy rather than determinism, diversity rather than
unity, difference rather than synthesis, complexity rather than simplification. They look
to the unique rather than to the general, to intertextual relations rather than causality,
and to the unrepeatable rather than the re-occurring, the habitual, or the routine.
Within a post-modern perspective social science becomes a more subjective and humble
enterprise as truth gives way to tentativeness. Confidence in emotion replaces efforts
at impartial observation. Relativism is preferred to objectivity, fragmentation to
totalization.?!® (emphases added)

These excerpts are salient in how they denote the complexities of working within postmodern
paradigms. Rosenau provokes readers to engage in their contexts; to look beyond what they
know, their own assumptions, and the assumptions of others; to explore what lies between the
gaps of our perceptions. To seek that we pass over without ever seeing. To question how we
know. Where do we begin?

This chapter is about beginnings: I am reviewing what is committed to the past but being
constructed in the present. This is my experience of the research and interpreting theory into
practice. Asa researcher ] designed a methodology and processes which allowed me to live
out and represent postmodern sensibilities in order to conceptualise what I heard, saw and
experienced.

218 p_ M. Rosenau, Post-Modernism and the Social Sciences: Insights, Inroads, and Intrusions (Princeton, NJ:
Princeton University Press, 1991), 8.
219 1hid.
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3.2 Overarching Approach to Archival Research: Researcher
Intent, Principles,Values and Beliefs

This study was informed by what I describe as a set of overarching principles which have
guided me in establishing key research activities. These principles were derived from my
experience, values and beliefs in relation to the paradigms and theories drawn on in the
research which were explored through the literature in Chapter 2. These principles highlight
the need to:

1. Take a consultative approach to people and knowledge

O Reflecting the postmodern paradigm and participatory epistemology.

0 Developing and sharing knowledge was part of a consultative and often
collaborative process. This type of learning occurred through engagement
with stakeholders and learning in a range of related contexts to create a
broader and more informed picture of how the research and the contribution
to knowledge was situated.

2. Design inclusive and person-centred research

O Reflecting personhood as a philosophical approach to working with people
and respecting their ability to speak for themselves.

O It wasimportant to address the power inequalities between researcher and
people with dementia as participants. In practice this meant creating person-
centred research in which I as the researcher listened to the views of the
participants, assumed the integrity of their voice and did not reinforce the
stigma so often associated with dementia.

3. Understand the roles we play in constructing realities and conducting ethical research

O Reflecting the social constructionist lens and plurality of perspectives in co-
creating records.

O As the researcher] am a conscious actor. Doing researchis a reflexive process
which challenges me as the researcher to see and work with the ‘complexity of
the parts’. Doing ethical research demands that complexity is not diminished
or simplified but rather acknowledged for what it is.

4. Experience research as a journey not just the destination

O Reflexivity was a core activity in developing processes and practice which
facilitate hearing the voices of participants and exploring meaning as it was
constructed.

O In order to learn from what I have done I analysed research processes as well
as the data and their relationships throughout the research. Models, maps and
metaphors were tools for analysing and visualising multiple perspectives and
levels of complexity.

These four principles identified above represent intent in how I designed the research and the
supporting activities. The research activities began in the eatly stages of scoping the research
and writing the research proposal. The range of activities continued to develop and mature
throughout the phases of the research to influence me as the researcheras well as guide
dimensions of the research.
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In addition, it is important to state that these principles were informed by postmodern
assumptions and ethical responsibilities associated with postmodern methodologies. In the

following paragraphs I highlight key points with respect to these assumptions.

There is debate across the academy, professional schools and other sites of knowledge
production, about just where we ate in the context of the postmodern turn.” The
postmodern researcher contests older positions, “renounces the search for necessity, certainty
and universality, content with claims for local and provisional knowledge, with interpreting
meanings rather than legislating truths or values.””! The postmodern theotist prefers to
“abandon overarching paradigms and theoretical methodological metasystems” in order to
position themselves within complexity by studying in detail the smaller, even fragmented
parcels of knowledge in order to learn about the “the multiple levels of social reality”.*
Instead of posing master narratives and vocabularies, empirical realities are viewed as stories
and narratives.” This thinking is consistent with the practices adopted in this research with
respect to researcher intent, principles, values and beliefs.

These responsibilities in postmodern research also generate views on the importance of ethics
and being an ethical researcher. Research ethics is a branch of “applied (or practical) ethics
which studies the ethical problems, dilemmas, and issues that arise in the conduct of
research.””* Ethics is described by scholars as being “concerned with...questions about duty,

honour, integtity, virtue, justice, and the good life,”*

226

and about being responsible, a good
citizen, objective, honest, accurate, and efficient.™ Ethics in postmodern times is less about
being right or wrong and more about the process of making choices from other possible

choices.

Postmodern ethics according to Baumanis “more than anything else — a state of mind” which
opens up people and society to complexity and the unknown. ‘Understanding began to be
recognised as the ‘mode of being before defining the mode of knowing.”” It is an existence of
uncertainty and subjectivity in which the ethical responsibilities of individual agents increase
and formal guidance diminishes.’ Itis a way of perceiving the wotld and our place in it as
active agents of self-reflective knowing able to critique the phenomena of tradition, power and
control. This does not mean that we live in a world void of frameworks but rather it

220 Clarke, “Situational Analyses,” xdv.
221 Kellner, “Zygmunt Bauman’s Postmodern Turn,” 76.
222 Borer, Silverman as cited in Borer and Fontana, “Postmodern Trends: Expanding the Horizons of
Interviewing Practices and Epistemologies.”
223 | yotard, The Postmodern Condition: A Report on Knowledge; Gubrium and Holstein, The New Language
of Qualitative Method.
224 A, E. Shamoo and D. B. Resnik, Responsible Conduct of Research, 3rd ed. (Oxford: Oxford University
Press, USA, 2009), 15, http://books.google.com.au/books?id=dP70KntCUUUC.
225 |bid., 13.
226 N, H. Steneck, ORI Introduction to the Responsible Conduct of Research, rev. ed. (Washington, DC:
Department of Health & Human Services USA, 2007), X,
https://books.google.co.in/books?id=4ngula7tNhkC&printsec=frontcover&dq=Introduction+to+the+Respon
sible+Conduct+of+Research&hl=en&sa=X&ved=0ahUKEwiVwpCp_bDLAhVEJIQKHU_HACc0Q6AEIHD
AAf#v=onepage&q=Introduction%20to%20the%20Responsible%20Conduct%2001%20Research &f=false.
221 7. Bauman, Intimationsof Postmodernity (London: Routledge, 1992), vii.
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reinforces the need to try and understand the plurality of perspectives and experiences which
co-exist in the face of modernity.

In this research, I have adopted the ethical stance of seeking to understand the plurality of
participants’ perspectives, and their experiences, and bring these to light through co-creating
person-centred records. This is also consistent with the values of social constructionism
which assumes that though we all share in the same world, the way that world is understood is
unique to individuals and meaning is constructed through social relationships.

Considering the philosophical underpinnings and associated values and beliefs, both personal
and professional I have sought to reveal much about the premises about my research thinking
and practices. Ethically and practically I have sought to describe and explicate my thinking
and actions as the research was conducted. “The political and personal perspectives of
researchers inform the intentions we have for the research.”” Together these have formed a
sustainable approach to being an ethical researcher in a postmodern project. In addition, they

form an important part of methodological wayfinding which is discussed in Section 3.3.1.

3.3 In Theory: Approaching Second Generation Grounded
Theory

In the previous section I introduced the overarching principles which guided me in this
research. In this sectionI report on the theoretical aspects of second generation grounded
theory which informed the design of this research. This is presented in four sub-sections.
These are:

e Methodological wayfinding

e Proposing a second generation grounded theory

e Tenets of second generation grounded theory

e The fit of second generation theory with records continuum thinking,

3.3.1 Methodological wayfinding: A responsive approach to the application
of second generation grounded theory
Wayfinding is the process of determining and followinga path or route between an origin
and a destination, that may be known or unknown. It is a purposive, directed, and
motivated activity.?30

This definition of wayfinding bears a striking resemblance to how I would describe my
experience of designing and practising in this second generation grounded theory. Methods

and techniques were used incrementally to address methodological and technical challenges as

228 M. Gergen and K. J. Gergen, Social Construction: Entering the Dialogue, (Chagrin Falls, OH: Taos
Institute Publications, 2004), Kindle Location 97. Kindle Edition.
229 Gillies and Aldred, “The Ethics of Intention: Research as a Political Tool,” 1.
230 R, G. Golledge, ed., Wayfinding Behavior: Cognitive Mapping and Other Spatial Processes (Baltimore,
MD: Johns Hopkins University Press, 1999), 7.
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they arose. I was in a continuous process of navigating dimensions of the research (as
illustrated in Figure 2) across data, themes, theory, researcher, participants and stakeholders, as
well as practitioners and experts in a range of disciplines, to understand the phenomena and
develop theory and ethical practice. As the researcher I became engaged in a pivotal point of
discourse between the people, the literature and the theory in a world of ‘many realities’.

Research

Data

Figure 2 Methodological wayfinding

In light of this research reality, I coined the term methodological wayfinding to describe
methodology as a journey and evolving through situated contexts, the iterative process of
interaction with theoty, practice and research product. In implementinga second generation
grounded theory to this study, it was key concepts associated with wayfinding which I
identified with so strongly. Research that is iterative and reflexive is not prescriptive but
rather acknowledges that knowledge creation is guided by reflexive and iterative practices and

immersion in rich and sometimes diverse research contexts.

The emergent data lead to knowledge which was outside my own areas of expertise. This type
of research activity involved identifying what keywords or themes ‘might’ be significant in the
data and exploring the literature and theory to establish their salience to the research. This
step also provided important thematic clues and the adaption of techniques to progress
interviews and data collection. For me, it entailed many hours pursuing keywords and

phenomena that have emerged from the discussions, interviews and data.
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As a qualitative researcher I found myself working as what has been described in literature as
an interpretive bricoleur.23! The term bricoleur originates from the French and describes
“handyman or handywoman who makes use of the tools available to complete a task”. 232
The term interpretive bricoleur has been adopted to convey a characteristic working style in
which the researchers themselves are adept at bringing together a range of knowledge, skills
and tools from varying disciplines to the context being studied. The work is intentional and
conscious of the processes which influence and inform presentation and representation to
find new ways of knowing, 233

The “bricoleur’s method is an emergent construction” in response to an individual context.234
The concept of bricoleur has been adopted amongst qualitative researchers in relation to how
interpretive practices converge to “make(s) the world visible in a different way.” This ability
to problem solve and improvise is critical when undertaking applied research in sensitive social
contexts. Thisis particulatly relevant when problem solving and addressing new problems in
research requires innovation. If the necessary tools are not at hand then new techniques or
tools are orchestrated or created.?3%

The interpretive bricoleur seeks to make sense of the world through “a pieced-together set of
representations that are fitted to the specifics of a complex situation”.?3¢ “The solution
(bricolage) which is the result of the bricoleur’s method is an [emergent] construction.”?7 de
Certeau describes bricolage as “the poetic ways of making do”.2% Attention to the “aesthetics
of representation that goes beyond the pragmatic or the practical”.2*® If wayfinding describes
the journey, then the interpretive bricoleur brings the expertise and adaptive approach to
researcher practice.

Methodological wayfinding reflects an ongoing and reflexive process, for determining and
understanding the relationships that can be constructed between second generation grounded
theory and archival theory, in a way that is sensitive to participants involved in the research.
It is in these relationships that we can see how the postmodern principles espoused by these
generations of archival theory and grounded theory guide the method of research and

interpretations of the phenomena being studied.

231 Denzin and Lincoln, The Handbook of Qualitative Research, 4.
232 ], L. Kincheloe, “Describing the Bricolage: Conceptualizing a New Rigor in Qualitative Research,”
Qualitative Inquiry,no. 7 (2001): 680, doi:10.1177/107780040100700601.
233 N. K. Denzin and Y. S. Lincoln, The SAGE Handbook of Qualitative Research, (Thousand Oaks, CA:
SAGE Publications, 2011), 681. Kindle Edition.
234 D, Weinsteinand M. A. Weinstein, “Georg Simmel: Sociological Flaneur Bricoleur,” Theory, Culture &
Society 8, no. 3 (August 1, 1991): 161, doi:10.1177/026327691008003011.
235 Denzin and Lincoln, The Handbook of Qualitative Research, 3-4.
236 |bid., 4.
237 Weinstein and Weinstein, “Georg Simmel.”
238 M. de Certeau, The Practice of Everyday Life (Berkeley, CA: University of California Press, 2011), xv,
http://books.google.com.au/books?id=-Csl_AA0UTS8C.
239 N. K. Denzin and Y. S. Lincoln, “Introduction: The Discipline and Practice of Qualitative Research,” in
The SAGE Handbook of Qualitative Research (Thousand Oaks, CA: SAGE Publications, 2011), 4.
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I understood where I was heading but in a world of many realities and perspectives I was
‘feeling’ my way when implementing methods and techniques to explore what Liamputtong
describes as the “ambiguity and contextuality of meaning”.24% Importantly, social construction
occurs in all the dimensions of research. It is part of the researcher’s responsibility to
understand the dynamism of creating knowledge especially when considering the participants’

perspectives.

A focus on the collection and analysis of data and the research context is core to the research
process yet only a part of the broader context. There were conflicting beliefs regarding the
place, effect and value of referring to existing literature, and I would add knowledge from
other sources, (see Section 3.4.3 on stakeholder engagement) in grounded theory. As
Urquhart explains the belief of not having any preconceived theoretical ideas is more about
looking to see what emerges from the data rather than see what we may already ‘know’ and
therefore expect to see.?*? Methodological wayfinding is a reflexive and responsive practice
which reinforces ongoing learning and development of knowledge through a range of

contexts.

3.3.2 Proposing a second generation grounded theory

It is generally recognised that there are two generations of grounded theory, possibly evolving
into a third generation. When first generation grounded theorists Glaser and Strauss first
published The Discovery of Grounded Theoryin 1967, they were building on the work of the
Chicago School of Sociology as well as advancing the standing of qualitative research methods
which were struggling to gain recognition in a positivist research environment. Grounded
theory, as a methodology, shifted the focus of research from testing existing theory to that of
generating new theory from data.242

The classic form of grounded theory, as described by sociologists Glaser and Strauss, emerged
from their research on dying hospital patients in 1965.24% Grounded theory was defined as a
strategy for the “discovery of theory from data — systematically obtained and analysed in social
research”.24 It was a response to the prevalence in research, on rigorous testing of extant
theory. This was a paradigmatic shift to producing theory grounded in the data itself; where
the aim was to generate new theory rather than force the data into existing theory.?45 As such
grounded theory has contributed to methodological repertoires of a range of disciplines
studying the social sciences studying new problem spaces.

Glaser and Strauss emphasised that “generating grounded theory was a way of arriving at
theory suited to its supposed uses”. Rather than being positioned as a set of definitive or

240 p_ Liamputtong, Researchingthe Vulnerable: A Guide to Sensitive Research Methods (Los Angeles, CA:
SAGE, 2007), 15.
241 Urquhart, Grounded Theory for Qualitative Research: A Practical Guide, 17.
242 M. Birks and J. Mills, Grounded Theory: A Practical Guide (London: SAGE Publications, 2011), 2.
243 B, G. Glaser and A. L. Strauss, Awareness Of Dying (London: Weidenfeld & Nicolson, 1967).
244 B, G. Glaser and A. L. Strauss, The Discovery of Grounded Theory: Strategiesfor Qualitative Research
(New York: AldineTransaction, 1967), 1.
245 1hid.
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formulaic procedures classic grounded theory was a strategy for handling data so that the
theories would ‘fit’ the research situation and ‘wotrk’ when used. And, because the theotries

were so inextricably linked to the data they should also exhibit enduring qualities.24

“A grounded theory is one that is inductively derived from the study of the phenomenon it
represents. That is, it is discovered, developed, and provisionally verified through systematic
data collection and analysis of data pertaining to that phenomenon. Therefore, data collection,
analysis, and theory stand in reciprocal relationship with each other. One does not begin with

a theory then proveit. Rather, one begins with an area and whatis relevant to that area is

allowed to emerge.”247

It was through extensive teaching and mentoring that Glaser and Strauss informed a new
generation of researchers who, through their own work, have in turn influenced further
generations.?48 Both the methodology and the researchers were particularly influenced by
work “focused on the illness expetience and associated phenomena (such as caregiving)’’24
The genealogy of grounded theory demonstrates how by the 1990s classic grounded theory
was already cultivated into two strands of grounded theory by their founders Glaser and
Strauss.?%0 The two strands of grounded theory are attributed to a dispute between Glaser and
Strauss. Glaser was concerned about prescriptive coding process being promoted by Strauss
and Corbin. For Glaser, prescriptive coding practices risked forcing data to do or be
something through a particular paradigm rather than letting the codes and theory emerge from
the research context and data.?5!

Divergent paradigms were at the core of these evolving streams in grounded theory. The
dynamic nature of the methodology is reflected in the lineage of grounded theory which has
seen those students who initially learned from and were mentored by Glaser and Strauss,
continue to contribute to the methodology and its evolution with new and distinctive
methods. This evolution of grounded theory has seen the development of what has become

known as a second generation of grounded theory.

In an ontological and epistemological shift, second generation grounded theorists conceived
quite differently to classic grounded theorists, regarding the world and their place init. This
shift in worldview has seen grounded theory develop into a methodology which seeks to
understand rather than explain phenomena. Charmaz asserts that this type of theory “assumes
multiple realities; indeterminacy; facts and values as inextricably linked; truth as provisional;
and social life as processual.”’?52 In conducting interpretive research “we interpret our
participants meanings and actions and they interpret ours.”?5% The interaction between

246 hid., 3.

241 A, Strauss and J. M. Corbin, Basics of Qualitative Research: Grounded Theory Procedures and
Techniques. (Thousand Oaks, CA: SAGE Publications, 1990), 23.

248 .M. Morseet al., Developing Grounded Theory: The Second Generation (Walnut Creek, CA: Left Coast
Press, 2009).

249 |hid., 13.

250 |hid., 14.

251 Strauss and Corbin, Basics of Qualitative Research: Grounded Theory Procedures and Techniques.

252 Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis, 126.

253 |pid., 127.
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researcher, participants, the data and social context, demand that the researcher be as close as
possible to the inside experience, but also acknowledges that the phenomena are the

individual’s unique experiences.?5

Two of the key proponents in this second generation of grounded theory are Kathy Charmaz,
who studied with both Glaser and Strauss and developed constructivist grounded theory, and
Adele Clarke who, after studying with Strauss developed the approach of Situational
Analysis.?55 In contrast to classic grounded theory this second generation of grounded
theorists embraced a constructivist approach to grounded theory which was highly contextual
and influenced by interpretivist and postmodern frameworks.?5¢ Both Charmaz and Clarke, in
particular, identified how the human experience is embedded in broader contexts. It is at this
point that the ‘differences and distinctions’ between generations of grounded theory become
visible. 257

Constructivist grounded theory, with its focus on how and why meaning is constructed, “uses
the methodological strategies developed by Glaser, the spokesperson for objectivist grounded
theory, yet builds on the social constructionism inherent in Anselm Strauss’s symbolic
interactionist perspective.”?%8 In fitting with an interpretivist approach constructivism guides
the underpinning questions in the research as it considers all social realities as being socially
constructed. It asks how individuals within a particular context construct and act on their

own reality. 25

Through situational analysis, Clarke illustrates how she has taken grounded theory past the
‘postmodern turn’ to find new ways of focusing on and studying these differences. Clarke
uses mapping and situational analysis as powerful methods for explicating the constructs of
the material or nonhuman world as well as the human wortld. This is particulatly relevant for
archival research where records are studied as products of human activity. Clarke attributes
her emphasis on a more open and fluid studying of social worlds, arenas and discourses to
Strauss’s “Chicago ecological bent” which translates into “ecological and cartographic
metaphors”.260 Carey describes this as Strauss’s own ‘sociology of structuration’. 26!

These innovations in second generation grounded theory highlight a new methodological

form for the study of human activities which is inherently reflexive and iterative in nature.

254 1bid., 130.
255 Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis; Clarke,
Situational Analysis: Grounded Theory After the Postmodern Turn.
256 Morse et al., Developing Grounded Theory: The Second Generation.
257 Clarke, “Situational Analysis™; Charmaz, Constructing Grounded Theory: A Practical Guide through
Qualitative Analysis.
258 K. Charmaz, “Grounded Theory Methods in Social Justice Research,” in The SAGE Handbook of
Qualitative Research, ed. N. K. Denzin and Y. S. Lincoln, 4th ed. (Thousand Oaks, CA: SAGE Publications,
2011), 365.
259 Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis, 127; Patton,
Qualitative Research and Evaluation Methods, 96.
260 Clarke, “Situational Analyses.”
261 3, W, Carey, “Cultural Studies and Symbolic Interactionism; Notes in Critique and Tribute to Norman
Denzin,” Studiesin Symbolic Interaction 25 (2002): 199-209. Strauss was working on this well before
structuration theory was described by Giddens.
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Multiple perspectives reverberate to elucidate the visible and the invisible in what is always
part of something more complex. Charmaz describes second generation grounded theory as a
“method for qualitative enquiry in which data collection and analysis reciprocally inform and
shape each other through an emergent iterative process. The term, ““grounded theory’, refers
to this method and its product, a theory developed from successive conceptual analysis of
data”.?62 Second generation grounded theory is a “particular way of thinking about data”

which has evolved and continues to evolve in response to the varying contexts in which it is
used. 263

In second generation grounded theory the methods used for collection of data are not
prescribed but dependent on what is most effective and appropriate for studying the
phenomena in the context of the research. It isa systematic approach to enquiry which relies
on reflexive and iterative practices to data collection and analysis. The researcher continues to
interact with the data, observations and participant voices and to refine the analysis until
completion of the study. Bowers in a dialogue with Morse and Clarke explains that working
within second generation grounded theory means that the researcher must be comfortable
“with a high level of ambiguity that comes with the method and the ‘false starts’ or changing
directions — there are a lot of these, exploring different directions”. This is not wasted time
but rather an important part of a process which reinforces the ongoing analytic work upon
which grounded theory is founded. 264

Second generation grounded theory is part of a grounded theory methodological continuum.
Theorists such as Charmaz and Clarke have been influenced by constructivist and postmodern
writings. Applying their knowledge into new contexts has contributed to the development of
their own methods and processes as well as the traditions of classic grounded theory. Corbin
is an interesting example of a traditional grounded theorist who in more recent years re-
evaluated her own position whilst undertaking the (re)writing of the third edition of Basics of
Qualitative Research. She explained quite candidly how her own perceptions of qualitative
research have changed dramatically since she was first trained by Strauss in grounded theory.
The field of qualitative research along with her own knowledge and experience have evolved
and reflect the influences of contemporary philosophy and sociology and their effects on
values, beliefs, attitudes, and knowledge. According to Corbin, methods are evolving to
address methodological problems faced by researchers in the field. 26

3.3.3 Tenets of second generation grounded theory: Constructivist and
postmodern

In section 3.2 of this chapter I outlined researcher intent in relation to this second generation

grounded theory as a methodology. The key tenets of second generation grounded theory

262 Charmaz, “Grounded Theory Methods in Social Justice Research,” 360.

263 3. M. Morseet al., “Tussles, Tensions, and Resolutions,” in Developing Grounded Theory: The Second
Generation (Walnut Creek, CA: Left Coast Press, 2009), 14.
264 B, Bowers et al., “Dialogue: Doing ‘Grounded Theory,”
Generation (Walnut Creek, CA: Left Coast Press, 2009), 21.
265]. Corbin and A. Strauss, Basics of Qualitative Research: Techniquesand Procedures for Developing
Grounded Theory (Thousand Oaks, CA: SAGE Publications, 2008), vii.

in Developing Grounded Theory: The Second
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highlight a shift in understanding how researchers interact with participants in a study. The
constructivist and postmodern underpinnings highlight the way relationships between
researcher, participant and research data are both inseparable and the product of their
combined interactions.?®¢ Second generation grounded theorists argue that hearing and
knowing the voice of participants requires methods and techniques, for working with data

which “exposes more about the ‘nuances of...language and meanings”. 267

Interviews therefore become the ‘site for the construction of knowledge, [where] cleatly the
researcher and informant produce this knowledge together’ (Hand, 2003;17). In the
construction of such knowledge, information generated needs to reveal depth, feeling and
reflexive thought. This approachis representative of contemporary beliefs about grounded
theory interviewing as a method of data generation. Interviews are not neutral, context-free
tools; rather, they provide a site for interplay between two people that leads to data that is
negotiated and contextual.?68

The shared construction of knowledge places an emphasis on reflexive and interpretive
practice for the second generation grounded theorist. What is it that constitutes the criteria
for quality in constructivist research, where the conduct of the research as well as the

outcomes, are so dependent on the qualities of the researcher?

Lincoln and Guba urge that “The quality (rigor) criteria for an inquiry cast in relativist
ontological terms, in transactional/subjectivist epistemological terms, and in
hermeneutic/dialectic terms must be approptiate to such a paradigmatic framework; they
cannot be objectivist or foundational...Whatever criteria emerge, they must also reflect the
moral, ethical, prudential aesthetic, and action commitments of constructivism’. 269

The researcheris an integral part of the research. Adoption of a social constructionist lens
infers that I as the researcher am always present. I am challenged to be mindful of
positioning. As much as I am studying a particular context, I am also under scrutiny.
Reflexively is played out through the practice of negotiating and representing complex and
plural perspectives.

Constructivist grounded theory has its foundationin relativism and an appreciation of the
multiple truths and realities of subjectivism. Undertaking a constructivist enquiry requires the
adoption of a position of mutuality between research and participant in the research process,
which necessitates a rethinking of the grounded theorist’s traditional role of objective
observer.?70

266 Birks and Mills, Grounded Theory: A Practical Guide, 2015.
267 Charmaz, Constructing Grounded Theory, 99.
268 H, Hand, “The Mentor’s Tale: A Reflexive Account of Semi-Structured Interviews,” Nurse Researcher
10, no. 3 (2003): 15-27; Birks and Mills, Grounded Theory: A Practical Guide, 2011, as cited in Birks and
Mills, Grounded Theory: A Practical Guide, 2015, 56.
269y, S, Lincoln and E. G. Guba, The Constructivist Credo (Walnut Creek, CA: Left Coast Press, 2013), 70.
210 3, Mills, A. Bonner, and K. Francis, “Adopting a Constructivist Approach to Grounded Theory:
Implications for Research Design,” International Journal of Nursing Practice 12, no. 1 (February 1, 2006): 8,
doi:10.1111/j.1440-172X.2006.00543.x.
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Social constructionism is a term better known for its use in sociology. Only since the eatly
20™ centuty, have psychologists adopted the term constructivism to describe related
theoretical characteristics, within their own discipline. A key characteristic which has
distinguished social constructionism from constructivism has been a debate about how
theorists understand the extent of individual agency in the construction of meaning, 2
Constructionism proposes that meaning is socially constructed while constructivists confer
meaning as cognitive and individual.?’2 Social constructionists believe that, even though a
group of individuals may all see or be witnesses to the same thing, the meaning each person

ascribes to what is being observed is unique.

The disciplinary communities and theories, through which social constructionism and
constructivism originated, have evolved in their understanding and use the concepts to the
point where the terms are often used interchangeably or both subsumed under
constructivism.?’® Within this thesis I will refer to social constructionism and constructivism
specifically as they are cited in the literature. For the purposes of this research I will draw on
social constructionism and constructivism as closely related bodies of knowledge which both

contribute to theorising and positioning in this research.
Theorists in social constructionism and constructivism exhibit what Burr describes as having

a kind of ‘family resemblance’. Members of the same family differ in the family characteristics
that they share. There is no one characteristic borne by all members of a family, but there are
enough recurrent features shared amongst different family members to identify the people as
basically belonging to the same family group...There is no one feature, which could be said to
identify a social constructionist position. Instead, we mightloosely think of as social
constructionist any approach which has at its foundation...key assumptions (from Gergen,
1985). You might think of these as something like ‘things you would absolutely have to

believe in order to be a social constructionist’.2’4

My journey into constructionist theory began with reading Kathy Charmaz’s work in which
she highlights the relationship between grounded theory as a methodology and “theorising as
social actions”. Charmaz begins to untangle constructivist notions within grounded theory
research to expose its complexity particularly in studying how and why meaning is
constructed. Constructivism and social constructionism are postmodern paradigms which
acknowledge the experiences and perspectives of both participants and researchers as
interpretive. Importantly, in second generation grounded theory, as “the resulting theory

depends on the researcher’s view”, the interpretation is constructionist.?’”> Theory is not

271 Burr, Social Constructionism, Kindle Location 436.
212 R, A. Young and A. Collin, “Introduction: Constructivism and Social Constructionismin the Career
Field,” Journal of Vocational Behavior: Special Issue on Constructivism, Social Constructionismand Career
64, no. 3 (June 2004): 373-88, d0i:10.1016/j.jvb.2003.12.005.
273 Burr, Social Constructionism; Young and Collin, “Introduction: Constructivismand Social
Constructionism in the Career Field.”
274 Burr, Social Constructionism, 2.
275 Charmaz, Constructing Grounded Theory, 129-130.
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neutral but rather an acknowledgement of the parts people and situated contexts play in the
creation of knowledge.?7®

Researchers construct in concern with others in particular places and times. In addition to our
research participants, colleagues, teachers, students, institutional committees and untold others
may live in our minds and influence how we conduct our studies long after our immediate
contact with them. We interact with data and create theoties aboutit. But we do not exist in a
social vacuum.277

Social constructionist perceptions of the world reflect complex social contexts and influences.
“The ways in which we understand the world, the categories and concepts we use, are
historically and culturally specific.”?7® Knowledge is contextual and socially constructed.
Realities and truths are not simply “independent facts” but co-constructed in relationships
with others.?7® Perspectives become multiple and acquired through social convention. This
does not mean that we cannot come to shared understandings of knowledge as #uh; rather
knowledge is established in the context of its use. “Our constructions of the world are
therefore bound up with power relations because they have implications for what it is
permissible for different people to do, and for how they may treat others.”?80 There are
fundamental assumptions which underpin the way social constructionists understand the
world and our place init. These concerns, listed below, are congruent with the intent of this
thesis:

e “A critical stance toward taken-for-granted knowledge. ..

e Historical and cultural specificity...

e Knowledge is sustained by social processes...

e Knowledge and social action go together.” 281

Social constructionism is multidisciplinary in nature and encompasses theorists who espouse
the nature of reality and experience as socially constructed and multidimensional.?8? Reality is,
for the social constructionist, constructed through all forms of cultural life such as: language,
knowledge and symbols. As Gergen and Gergen explain the way in which we define or
identify reality is by the same token constructed. Language and symbols are specific to
cultures or traditions. Within another cultural context the same language or symbols may be
imbued with very different meaning.?8 This differential in meaning challenges the

assumptions we might make regarding even the most considered definitions.

There are many names for this revolution in thought and practice. Terms such as post-
foundationalism, post-empiricism, post enlightenment and postmodernism are often among

216 A, Bryant, “Grounding Systems Research: Re-Establishing Grounded Theory,” in Proceedings of the 35th
Annual Hawaii International Conference on System Sciences, 2002. HICSS, 2002, 3446-55,
doi:10.1109/HICSS.2002.994383.
217 Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis, 129.
278 Burr, Social Constructionism, Kindle Location 120.
219 K, J. Gergen, An Invitationto Social Construction, 2nd ed. (London: SAGE Publications, 2009), 4.
280 Burr, Social Constructionism, 5.
281 |hid., 2-4.
282 pid., 5.
283 Gergen and Gergen, Social Construction: Entering the Dialogue, Kindle Location 122.
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them. However, woven through all these discussions is the notion of social construction—that
is, the creation of meaning through our collaborative activities. While social construction is
neither authored by any single individual or group, nor singular and unified, there is substantial
sharing across communities. Tensions and insecurities are not feared because to establish a
final truth, a foundational logic, a code of values or one slate of practices would be contrary to
the very unfolding of ideas championed by social constructionists.?84

Fundamentally, it is social relationships and cultural traditions which underpin how individual
perspectives and meaning are constructed.?®® The nature of the relationship between the
human mind and body is one of sometimes more or less subtle contention. It is the topic of
philosophical debate when considering what it means to be a whole person. Burkitt describes
himself as a social constructionist with a particular interest in discourses regarding the
construction of self and body. Burkitt believes that we experience reality as multi-
dimensional. Reality is constructed through social worlds, and an embodied human
experience. Social construction and materiality are not opposed to each other. Rather the
creation of artefacts is part of having agency and being productive. The processes of social

engagement and construction are evolutionary and reciprocal in terms of effect.28

3.3.4 Thefit of second generation grounded theory with the principles of
the records continuum as a framework

It is my view that there is an excellent philosophical and procedural fit between the principles
of second generation grounded theory (as a research process), the social constructionist lens
and records continuum theory. The principles upon which Australian records continuum
theory has been developed provide the theoretical framework for the choice of second
generation grounded theory in this research project. Postmodern philosophical and
sociological discourses have been pivotal forces in shifting how researchers in archival science
“contemplate the societal implications and effects of archives and recordkeeping”.?8” These
principles reflect how the evolving worldview of archival researchers embodies emergent
continuum thinking which heightens awareness of complexity and mutability. Most
importantly, records and archives are recognised as being sensitive to contexts and

relationships; structural and human.

I have situated this study in a very specific human context, of the person with early stage
dementia. This research seeks to understand the phenomena of individual remembering
through the creation of personal records from the perspective of the people engaged in the
activity and process. Fundamental to Australian records continuum theory is the concept of
situated analysis which recognises that there are infinite dimensions to records in the lives of
people and structures. Upward explains that, when describing continuum ‘mechanics’,
topological thinking deals with modelling and the “logic of place”. Modelling here is a

284 |bid., Kindle Location 72.
285 Burr, Social Constructionism, Kindle Location 436.
286 |, Burkitt, Bodies of Thought: Embodiment, Identity and Modernity (London: SAGE Publications, 1999).
287 5, McKemmish and A. Gilliland, “Archival and Recordkeeping Research: Past, Presentand Future,” in
Research Methods: Information, Systems and Contexts, ed. K. Williamson and G. Johanson (Prahran, VIC:
Tilde Press, 2013), 86.
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technique for interpreting specific concepts and their relationships to each other in a
framework for what Upward calls “any era — any place”. 288 Though words and concepts are
the markers within this type of modelling they are less about defining their meaning and more

about interpreting their meaning within time or place —as variants of contexts.

In this way, Upward’s situational analysis is an activity, a practice,and a process which is not
fixed. Instead it opens up interpretations of the relationships between multiplicities and
partialities to reflect subjectivities. It can serve to sharpen perspectives yet also help realise
that ‘boundaries’ are defined only from the perspectives from which they are conceived. In
this sense the perceiveris as much a part of the context and the construction of perception.
This worldview of records continuum theorists is empathetic to the constructivist
underpinnings of second generation grounded theory.

In conclusion, methodological wayfinding was a practical means for establishing the inductive
and constructivist processes of grounded theory. Further, the tenets of social constructionism
and constructivism also provided a framework for the philosophical underpinnings of the
methodology. These arguably fit with the principles of records continuum thinking. Together
these philosophic underpinnings and disciplinary assumptions about records created the

framework for the conduct of this research.

3.4 In Practice: Methodology,Methodsand Techniques for
Working with Complexity and Perspectives

In this section I present the design and components of this second generation grounded
theory; how they were implemented in practice within this applied archival research. In
designing this study my intention was to create a holistic and sensitive approach to working
with people and their data, which reflected the postmodern and social constructionist
underpinnings of this research. Figure 3 provides a map of the overarching principles
described in Section 3.2 in relation to the methods and techniques implemented in developing
person-centred design, for the person with eatly stage dementia. The process of interviewing
participants for the collection and analysis of data required complementary methods and

techniques that respected their individual contexts and the phenomena of co-creating records.

288 £, Upward, “Continuum Mechanics and Memory Banks,” Archives and Manuscripts 33, no. 1 (2005): 85.
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* Second generation grounded theory approach (exploratory,
situated context, works with complexity and plurality)

* Unique cases, in-depth interviews, member checking

¢ Extensive stakeholder engagement
* Developing theoretical sensitivity and ongoing review of

literature

* Constant comparative method
* Reflexivity
* Ongoing consent

* Models, maps and metaphors
* Vignettes, photographs
* Shared storytelling

These methods and techniques did not, each on their own, address a singular research aim or

question. Denzin and Lincoln reinforce that there are many ways of doing the same thing.
How things are done depends on politics and methodology.?8° “Each practice makes the

wortld visible in a different way. Hence, there is frequently a commitment to using more than

one interpretive practice in any study.”’29

The methods and techniques reflected many ways of knowing and developing new knowledge.

As such, in this section the methods and techniques are presented in relation to the researcher

intent and principles, rather than a narrative sequence:

e Section 3.4.1: A second generation grounded theory approach which created a

framework for exploratory research situated in unique personal contexts and able to

work with complexity and plurality.

e Section 3.4.2: Recruitmentand ethics.

e Section 3.4.3: Extensive stakeholder engagement helped me to understand broader

contexts and then position myself and this research.

e Section 3.4.4: Ongoing review of the literature served to develop theoretical sensitivity,

learn about the theory as well as practice; searching existing knowledge to understand

what I observed in the research context.

289 Denzin and Lincoln, The Handbook of Qualitative Research, 8.

290 Ibid., 4.
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e Section 3.4.5: The constant comparative method provided a responsive approach to
considering and integrating the components of the archival research process in
working with participants, data, the archival product and theory building.

e Section 3.4.6: Reflexivity was expressed as conscious approach to working with
people, the record and their interrelationships.

e Section 3.4.7: In-depth interviews which extended over months provided the time to
‘get-to-know’ the participant and explore the ‘art’ of crafting a record which supports
memory and identity.

e Section 3.4.8: Ongoing consent meant that decision-making was a consultative
process, for working with participants, serving to address individual needs as well as
that of the research.

e Section 3.4.9: Shared storytelling, vignettes and photography were an important means
of representing and reviewing the records with participants as they were created using
form, text and images.

e Section 3.4.10: Models, maps and metaphors were my toolkit for analysing and

communicating the various aspects of the research.

3.4.1 Arationale and design for second generation grounded theory in this
research

In considering the methodological approach to this research I was looking for a methodology
which, as reflected by methodological wayfinding described in Section 3.3.1, would allow me
to ‘feel my way’ through the research in order to ‘find’ a process that worked to answer the
aims of this research questions and sensitively fit the person-centred context of the person
with dementia. I needed a methodology which provided a strategy and guidelines but was not
prescriptive. It would need to be able to adapt to what I would find throughout the course of

the research rather than prescribe the framework into which it would need to fit.

Gilliland and McKemmish described the generation of grounded theory as useful, in archival
literature, for “exploratory research where little is known about a particular situation or
phenomenon”. Examples of research givenin relation to this description reflect a non-
specific approach to working with data rather than grounded theory as the methodology. 2!
The implementation of traditional grounded theory or second generation grounded theory is
still very rare in archival science.2%2

Second generation grounded theory is particularly appropriate to this research as it provides
“processes and a path” to study the situated context which are very adaptable to diverse
studies. Second generation grounded theory has traits which allowed me to ensure that the
data collected and the products of the research would represent process, perspectives and

meaning with a certain acuity. The traits of this second generation grounded theory included:

291 A, Gilliland and S. McKemmish, “Building an Infrastructure for Archival Research,” Archival Science 4,
no. 3-4 (February 2006): 178, d0i:10.1007/s10502-006-6742-6.
292 3, Bunn, “Grounded Theory: A Straightforward and Complicated Exposition,” in Research in the Archival
Multiverse, ed. A.J. Gilliland, S. McKemmish, and A. J Lau (Clayton, VIC: Monash University Publishing,
2016).
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e Sensibility to the research context as a reflexive process

e Being sensitive to the role of the researcher and the relationship with participants
e Respecting the integrity of the participant and their data

e Dealing with complexities and multiple perspectives in a postmodern world

e Exploring situated contexts and situated knowledge.

3.4.1.1 Sensibility to the research context as a reflexive process

I wanted to explore the creation of the personal records and the personal archive in a context
in which there was both an immediate purpose and some urgency for their use. Situating the
research in the context of the person with dementia allowed me to hone in on how sensitive
we as human beings are to our memories and how they are represented and used. It isa
sensitive context requiring research methods that do not impose on the participants but rather
frees them to determine what is important and why.

A second generation grounded theory approach enabled me to “feel my way” through the
whole research process so that I could work out what was the most appropriate approach to
all its various components: human, theoretical and processual. In particularit allowed me to
construct a modified grounded theory approach ‘fit’ specifically for the purposes of this

research which would also tolerate being adapted when required.

In constructing a grounded theory approach which is empathetic to the perspective of the
person with dementia it was essential to take a ‘bottom-up’ approach to collecting and
analysing data to develop processes and theory. It allowed me to try methods and techniques
for data collection, evaluate their effectiveness and change the approach if necessary. It was
important to analyse as well as define the different phases of research processes to

progressively learn from what I had done.

It was a reflexive approach to research design which coerced me to confront at each step who
I am, what I believe or think I know and the impact of my entering the lives of people in the
name of ‘research’. The methods and techniques in this second generation grounded theory
research allowed the participants and I to co-create records and explore their unique

meanings.

3.4.1.2 Being sensitive to the role of the researcher and the relationship with
participants

I needed to acknowledge that the way I ‘played’ out my role as the researcher was an
influencing factor not only for the outcomes of the research but also for the participants’
experience of the research activities. We are involved in the co-construction of reality and I
was conscious that ethical behaviouris an integrated process in which all my decisions and

knowledge are interrogated.

Gubrium and Holstein describe the postmodern qualitative researcher as being increasingly
self-conscious regarding how methodology reflects on the construct and representation of

social reality. So much so, that “research procedure constructs reality as much as it produces
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descriptions of it.” Understanding that the social world is constructed sensitises the
researcher to how much a part they play in its actual construction when there is “multiplicity
of experiential realities that might be created, including the reality of method as a way of
knowing”. As this realisation blurs the relationship between the researcher and participant it
raises questions regarding how a researcher becomes “up close and on the scene”. 2%

3.4.1.3 Respecting the integrity of the participant and their data

The integrity of this research relied on hearing and respecting the voice of the participant from
their perspective and in their context. I wanted to interview the participants in their own
homes to ensure they felt safe and comfortable. The constant comparative method (explained
in detail in Section 3.4.5) for data collection and analysis promoted ongoing and iterative
conversations with participants to hear their ‘perspectives’ and identify concepts over a period
of time. This method takes the pressure off both the researcher and participants to deliver
‘answers’. Instead there is time to explore together memories, recordkeeping concepts and
meaning and the uniqueness of each participant.

The theoretical assumptions in second generation grounded theory uphold the integrity of the
research questions by nurturing a person/participant-centred approach to the phenomena
being studied. Each person’s perspective including that of the researcher is subjective and
subject to interrelated contexts in their construction and co-construction. These dimensions
of reality are encouraged and not judged. The data collected were submitted for scrutiny
through review with participants; to evaluate how they ‘fit and work’. The methods must fit
the purpose so that the integrity of the participant and their data are respected throughout the
research process. Getting as close as possible to the participant served the purpose of
listening and reflecting ‘multiple realities’ in the representation of data.

3.4.1.4 Exploring situated contexts and situated knowledge

In creating personal records I needed to understand and develop knowledge as something
which is situated and constructed through experience and reflexive relationships with people,
language, culture and traditions. This is important from a theoretical perspective. Itis also
significant when exploring and representing situated knowledge of ‘self” which is also
constructed.

The grounds for new methodologies are warranted when those existing methodologies,
defined by a strategy, do not adequately support exploring certain situated knowledges. 2%
Grounded theorists such as Clarke and Charmaz have evo/ved the methodology with new
approaches that reflect their own experiences as well as changing philosophical and theoretical
influences.

293 Gubrium and Holstein, The New Language of Qualitative Method, 10-11.
294 Clarke, Situational Analysis: Grounded Theory After the Postmodern Turn, xxv.
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3.4.1.5 Dealing with complexities and multiple perspectives in a postmodern
world

The research needed to be able to work within the ambiguity that exists in the contexts of the
experience of the person with dementia and the notion of personal records. It had to
encompass multiple perspectives and deal with the inherent complexities of creating personal
records through representation of content in a medium and with meaning. Here responsibility
rests upon me as the researcher to address societal challenges founded on ethical and reflexive

practice, which acknowledge the complexities and multiple perspectives of society.

Second generation grounded theory allowed me as a researcher to open up new methods to
empirical understandings grounded in a postmodern world.?®® Here responsibility rests upon
the researchers to address societal challenges founded on ethical and reflexive practice which
acknowledges the complexities and multiple perspectives of society.

The design of this study was informed by Charmaz’s view that grounded theory research
emerges through the researcher’s situated interactions. The design for this study has
considered situated contexts as a defining factorin relation to theory, process and the evolving
products of the research. It is flexible in that the practices were developed in response to
interactions with the subject and the contexts being studied. Grounded theory as a
methodology acknowledges that sensitising concepts and theoretical frameworks already
inform our wotldviews. Rather than being used for deductive logic these theoretical
frameworks are, as Charmaz says, essential in positioning the research in “relevant disciplines
and discourses”.2%

Addressing the research aims and questions demanded an integrated approach in response to
the type of information or data being collected and the theory being developed. The chosen
methods provided a process for not only collecting data but analysing and representing that
data in a meaningful way for both the participant and the researcher. Asa second generation
grounded theory, one of the aims was to explore the record not as a predefined concept but as
the essence of what is represented and how. Co-creating records in this case served asa
physical and tangible model for exploring the personal record — explicit and tacit —as well as

creating a meaningful representation.

To hear the person’s voice required listening to what they thought, said and did. I needed to
find methods which would encourage an approach that was inclusive and collaborative.
Second generation grounded theory supported the decisions to use a toolkit of methods to
explore creating a records grounded in the personal experience. It provided a framework and
the systematic thinking through the constant comparative method for collection and analysis
of data which encourages the researcher to look for ‘enlightenment’ in each ‘moment’ of the
activity, process and data. Itis a reflexive approach to practice. As the researcher, I learned
from the participants in the research and brought what I learned back into the research

process. Through the construction of personal records, knowledge is also constructed.

295 1hid., xxvi.
296 Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis, 169.
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The research design brought together a range of methods within the framework of second
generation grounded theory and the records continuum. How could I study the phenomena
of co-creating records that reflect memory and identity in a way that respects the activity of
remembering and the representation of those memories? Studying the phenomena of
remembering through creating personal records in postmodern and constructivist paradigms
makes it necessary to understand the impact of the paradigm on how we understand
remembering. Bruner describes the self as not being only remembered but rathera cognitive
activity in which self-narratives through self-construction reveal multiplicity of selves which
vary according to context. 2%

In order to explore this multiplicity of self and its effect on the record creation activity,
engaging with participants would have to occur on a series of occasions to observe the
patterns and differences. The methods and techniques used to create personal records would
need to be able to reflect perceptions, representations and meaning in a way that would be
tangible and would make sense to the participant as well as the researcher. The methods and
processes would need to be developed in context to ‘see’ what would work and what would
not for each individual participant. It might sometimes be a case of trial and error — but not at
the expense of the participant. An ethical approach to the research would need to be built on
respect for the participant, their home, family and data. Trust and openness could not be

assumed but embedded in a responsive and caring relationship with all parties.

The purpose of this second generation grounded theory study and empirical research was to
understand concepts as they were being shaped and experienced within the context of their
use. We had created records of personal meaning. I wanted to understand how these records
were representative of personhood and the affordances of this record creation process which
made them person-centred.

Discourses regarding the quality of social research continue to raise questions regarding how
qualitative research is both undertaken and judged. This is particularly important as “Any
theoretical rendering offers and interpretive portrayal of the studied world, not an exact
picture of it. Research participant’s implicit meanings, experiential views —and researchers’
finished grounded theories — are constructions of reality.”28

Seale argues that the nature of quality is initself elusive in that “we somehow recognize it
when we see it, but we cannot specify it with methodological rules”.2%® Others have, in
emphasising the postmodern turn, tussled with the terminology and concepts referenced in
judging qualitative research. In reporting the findings of grounded theory research, the focus
lies in elaborating the processes undertaken in order to collect, analyse and build theory with
the data. The context of this research adds the need to make explicit the processes for

297 3, Bruner, “The ‘Remembered’ Self,” in The Remembering Self: Construction and Accuracy in the Self-
Narrative, ed. U. Neisser and R. Fivush (Cambridge: Cambridge University Press, 1994), 41-54.
298 Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis, 10.
299 C. Seale, “Quality in Qualitative Research,” in Turning Pointsin Qualitative Research: Tying Knots ina
Handkerchief,ed. Y. S. Lincoln and N. K. Denzin (Lanham, MD: AltaMira Press, 2003), 170.
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working with people as well as their data. A toolkit of methods and techniques was
implemented to explore and make transparent the perspectives of the individual participants
and how these impacted on decisions of both participants and researcher.

In this section I presented the philosophic principles that were implemented in this second
generation grounded theory research. Five traits of the grounded theory researcher were
identified and described. These were: using sensibility in the research context as a reflexive
process; being sensitive to the role of the researcher in relationship with the participants;
respecting the integrity of the participants and their data; dealing with complexities and
multiple perspectives in a postmodern world; and exploring participants’ situated contexts and
situated knowledge. Together these five traits created a holistic approach for working with
people in sensitive ways.

3.4.2 Recruitment and ethical approval

Having reported on the philosophic principles that were actualised in this research it is now
important to address some steps, stages and processes that occurred in practical undertaking
of this project. Recruitment and ethical approval is a key step (see Appendices 1,2, 3 and 4)

In this section I report on the recruitment of the participants in this research project and on
the achievement of ethical approval. As aninterpretive bricoleur (described in Section 3.3.1),
I was consciously selecting methods and techniques which would allow me to focus on the
individual perspectives of the people with eatly stage dementia as participants in this research.
Co-creating person-centred records was explored in relation to the unique experiences of
three people with dementia. There was “a focus on concrete cases in particular contexts” in
order to better understand the research in practice.”™ Dementia and its effect on a person’s
memory and identity was a motivating factor for focusing on the individual and their
perceptions in this research context. One of the participants had early onset as well as early
stage dementia (diagnosed prior to 65 years of age). I spent three months, working with each
of the participants, exploring their memories, stories and what gave meaning for them.

Using second generation grounded theory and the constant comparative method (described in
Section 3.4.5) for the collection and analysis of data enhanced the exploration of in-depth and
rich case data. Siggelkow highlights that “a single case can be a very powerful example” when
he engages in a discourse on the effectiveness of the single case to persuade. As he explains it
is not the size of the sample which matters but rather the insights that the case is able to
provide. There are atleast “three important uses for case research: motivation, inspiration,
and illustration.” A case can motivate a research question: it can provide conceptual insight
and demonstrate why a phenomena is important, either theoretically or as a real-life example.
It is the “rich case data” collected which inspires theory to emerge where theory is limited or
needs to be developed. The same case which inspires the research problem has the potential
to illustrate through a contribution to the concepts as well as the theory.30

300 pascale, Cartographies of Knowledge: Exploring Qualitative Epistemologies, 143.
301 N, Siggelkow, “Persuasionwith Case Studies,” The Academy of Management Journal 50, no. 1 (February
1, 2007): 20, doi:10.2307/20159838.
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This research was not designed as a clinical study. The sampling strategies were informed by
the purpose of the study and the available resources.?%? The situated context of prospective
participants was that of being ‘diagnosed’ with dementia but the dementia was not the topic of
the research. This research was person focused. I was seeking participants still living
independently or with some support in the community.

Participants in this study were aged 62 years and over. Each participant had a diagnosis of
early stage dementia and was still living in their own homes in the community. While this is a
small number of participants, the data collection process with each participant extended over
several weeks and in-depth interviews. It was not the purpose of the research to focus on
generalising the findings. Instead the intent was to examine the characteristics which were
unique or common to the people who participated in the research and their records.

The call for participants commenced in August 2011 via the Alzheimer’s Australia website and
newsletter, although in the end participants were recruited via synergistic channels.3%® In
searching other avenues to promote the call for participants I distributed the information
sheet to interested attendees at the National Dementia Research Forum laterin 2011. This
resulted in two participants expressing interest via the Commonwealth Respite and Carelink.
The third participant heard about the project via a Monash University Newsarticle.

It was important to consider the impact on participants and researchers in undertaking
sensitive research, which has been described extensively in literature. As Liamputtong
explains, making contact with people who are vulnerable or who might be sensitive about
their experiences can be a challenge.3%* Depending on the progression of dementia, a person’s
daily activities may be supported or facilitated by a carer. It can be quite difficult to recruit
participants for a research project. This has much to do with the way individuals and families
cope within the framework of their personal resources and changes associated with dementia.
Participating in a research project is not necessarily on the list of priorities when there are so

many other factors to contend with. Sometimes even making that initial phone call can be
difficult.

A pre-requisite for conducting research with human participants, particularly in what might be
considered a sensitive context, was the completion of Monash University’s human ethics
approval process. After the research was designed, the ethical approval was sought and
granted by Monash University Human Ethics Committee (CF10/3507 —20110001867) on 8
April 2011 (Appendix 1). No amendments were made throughout the course of the research.

302 patton, Qualitative Research and Evaluation Methods, 243.
303 |n thefirst year of my PhD I developed a relationship with Alzheimer’s Australia which is the peak body
in Victoria “dedicated to supporting people with dementia, their families and carers.” Their services also
include advocacy and research, and they are vitally concerned with the safety and wellbeing of people with
dementia. Advocacy groups such as Alzheimer’s Australia also recognise the need to hear more of the voice
of the person with dementia in the realm of research. Upon seeking advice from Alzheimer’s Australia on
recruiting participants for the project, they posted the call for participants in their newsletter and on the
association’s website.
304 | jamputtong, Researchingthe Vulnerable: A Guide to Sensitive Research Methods, 58.
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Formal ethics approval was granted prior to commencing recruitment and interviewing
participants, yet, ethical practicing was an ongoing consideration and influencing factor
throughout the study. Section 3.4.8 discusses the concept of ongoing consent as practiced

within this research.

3.4.3 Extensive stakeholder engagement
While recruiting and interviewing participants was important, so too was talking with other
people who have extensive expertise. In this sectionI report on the steps and processes I

used to engage relevant stakeholders in conversations about this project.

Extensive stakeholder engagement was an important activity for understanding the broader
contexts, academic and practitioner, influencing the participants in this study. It was extensive
stakeholder engagement which helped me to define the currency and relevance of the
knowledge I was exploring in this research. Key stakeholders and target audience included:
institutions, funding bodies, academics, advocacy and professional associations, the media and
the general public. It became evident even in the early stages of scoping this research that I
could learn much from the specialist disciplines which were interested in this problem area of
supporting memory and identity for people with dementia and particularly the use of personal
records. Even though I had worked as a nurse many years ago, I felt out of touch in terms of
how to gauge what was the most up-to-date research and practice in the area of dementia and
aged care particularly across disciplines. In my more current work as a knowledge manager
and business analyst I had engaged with stakeholders as an important but routine activity. In
undertaking a research project, which would eventually be scrutinised and critiqued through
the dissemination of reports, I considered it essential to consider who the potential audience
and stakeholders might be.

Due to the experience of undertaking this research across disciplines, Iadopted a very broad
understanding of stakeholder engagement. Bammer describes stakeholders, particularly in the
context of cross-disciplinary research, as those who have “a practical grasp of the problem. a)
those affected by the problem, and b) those in a position to influence a problem.”%% The
implications of this definition mean that the broader effects of research from its inception
through to eventual dissemination, may impact on the various stakeholders both directly and

indirectly.

805 G, Bammer, Disciplining Interdisciplinarity (Canberra, ACT: ANU E Press, 2012), 16,
http://press.anu.edu.au/apps/bookworm/view/Disciplining+Interdisciplinarity/1024 1/commentaries.html#toc_
marker-10.
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Figure 4 Reflecting on extensive stakeholder engagement

The map in Figure 4 represents an analysis of the stakeholder engagement process 1
undertook in the course of the research. Reflecting on this range of activities highlighted not
only how those activities had contributed to this research design but importantly the lessons I
had learned in identifying and communicating with stakeholders. It reflects the spirit of
methodological wayfinding to see a big picture view of a research project as well as the value
of its parts. The stakeholder engagement was mapped to identify the discrete concepts,
activities and their relation to the research. [The map and the lessons learned were the focus

of a conference poster presentation. (See Appendix 5)]

Stakeholder engagement provided an iterative approach to concept building and research
design in relation to real world theory and practice. These activities allowed me to:
e Define the research problems in relation to the relevant disciplines
e Challenge and refine the research problems, methodologies and protocols in a way
that is value sensitive
e Validate these research concepts with experts so that the concepts make sense in the
real world both theoretical and practical
e Scope the project into something that could be done within the framework of a PhD
project and thesis, undertaken by a single person
e Design and build a project that meets a range of criteria and needs: methodological,
philosophical and pragmatic when working with people with dementia.
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Having experienced the outcomes from the extensive stakeholder engagement, I hold the view
that these activities can be an important part of grounded theory research. Further, that the
value may also lie in their expertise related to working with sensitive and vulnerable

communities.

3.4.4 Developing theoretical sensitivity and the ongoing review of literature
In keeping with grounded theory processes, developing theoretical sensitivity and ongoing
review of the literature was an important process in the research. It is important to recognise
that ongoing review of the literature continues during the recruitment and interviewing of

participants and while ongoing stakeholder consultation is progressed.

The extensive stakeholder engagement described in the Section 3.4.3 was part of a broader
approach to developing theoretical sensitivity and new knowledge in this second generation
grounded theory research.3%¢ In Chapter 2 I introduced the concept and activity of developing
theoretical sensitivity, within which the ongoing review of literature is fundamental. As
illustrated in Figure 5, developing theoretical sensitivity was guided by: my disciplinary
expertise, theoretical discourses and methodology which informed this research context. “The
literature provided material for enhancing my theoretical sensitivity, understanding the context
of the study and explaining the subsequent theory, but it was the participants’ experience and
my elicitation of it with them that formed the fodder for analysis.”3” Emergent codes and
concepts directed and helped refine the investigation to develop a grounded theory. 308

306 Though the predominant source for peer-reviewed knowledge is academic literature, there was also much
to be learned from engaging with the academics and practitioners who contributed to those bodies of
knowledge. | participated with otheracademics and practitioners in knowledge sharing forums. According
to McKemmish and Gilliland authoritative sources are not limited to codified expert knowledge but may also
be found in oral and literary texts as well as domain experts. McKemmish and Gilliland, “Archival and
Recordkeeping Research: Past, Present and Future,” 103.
307 Birks and Mills, Grounded Theory: A Practical Guide, 2015, 172.
308 The function, purpose and timing of the literature review in grounded theory research has been vigorously
debated. It is generally agreed thatthe aim is to steer clear of the literature specific to the topic and read in
broaderterms. This is all part of the process of developing theoretical sensitivity. G. McGhee, G. R.
Marland, and J. Atkinson, “Grounded Theory Research: Literature Reviewing and Reflexivity,” Journal of
Advanced Nursing 60, no. 3 (November 1, 2007): 334, doi:10.1111/j.1365-2648.2007.04436.x.
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Figure 5 Developing theoretical sensitivity

The aim of second generation grounded theory is to develop theory about salient aspects of
the research findings which are refined through theoretical sampling and analysis. The
construction of codes, categories and theorising is built on a range of data collected and
created through the process of developing theoretical sensitivity. There were times I
understood in principle what I was seeing. There were other times I referred to literature to
provide further insight so that I could put words to what I was observing. This is important
because the observations were about social and relational processes between people which sit
outside the theoretical frameworks of archival theory. The experience of developing
theoretical sensitivity was extended and deepened through the research process. “As a
grounded theorist becomes immersed in the data, their level of theoretical sensitivity to

analytical possibilities will increase.””30

Reviewingliterature served specific purposes which correlated with distinct research activities.
The aim of reviewing literature across disciplinesin this context is grounded in the need to be
open to the emergent themes which are explored and identified throughout the course of the
research. This cross-disciplinary review of literature contributed to a richer understanding of
the research problem and its context. The activities and sources which supported developing
theoretical sensitivity are listed in Table 3, relative to key research activities.

309 Birks and Mills, Grounded Theory: A Practical Guide, 2015, 12.
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Table 3 Sources explored in developing theoretical sensitivity

The literature was located e Key word searches of online academic databases for peet-treviewed

through: literature across disdplines.

e The use of online search engines.

e Adviece of my supervisors particulatly in relation to the archival
literature.

e Monash Library and my own burgeoning library of books and
resources.

e Following up on speakers at conferences as well as other
professional and academic forums.

Scoping the research & e  Explore the research problem as key concepts and assodated
developing the research disdplines:
proposal e Map the research context holistically: as a landsape,

environment, dementia, memory & identity.
e Determine the contributions of others through what had
already been done on the topic.
e Define the research questions.
e Define relevant leading stakeholders, disdplines, concepts and
theories.
e Identify the gaps in cutrent research.
e  Determine the literary warrant.

Sensitising concepts e  Study the literature in relation to:
e Person diagnosed with e Postmodernism
dementia e A pattidpatoty
e Personhood epistemology
e Research methodologies e DPersonal records
e Sodal constructionism e Records continuum theory
Stakeholder engagement e Partidpate in discourses related to the research problem and

research context.

e  “Learn from and assimilate what is already known and enter into
the conversation from a aitical and creative sta.ndpoint.”310

e  DPosition the tesearch in disdplinary contexts.

The research design e  Define the philosophial and theoretical underpinnings of the

research.

e Determine the most suitable research approach considering this
situated context.

Theory building: analysing e Examineand interpret the findings in light of existing theoty.

and interpreting findings

The reading and analysis of | ¢ NVivo for analysing and coding archival literature.

literature was supported by e Mindjet MindManager mapping software for the analysing of
the use of technology

themes, codes and concepts.
e  Zotero free online bibliographic data management tool for storage,
analysis and management of references.
O I stored entries in files acording to relevant categories,
topics and themes.
O Bibliographic data were tagged with key words and
coneepts as further defining metadata.
O Reflective notes and memos were added.
O Zotero was used for referendng and dtation within
Miaosoft Word.

310 | D. Bloomberg and M. Volpe, Completing Your Qualitative Dissertation: A Road Map From Beginning
to End (Thousand Oaks, CA: SAGE Publications, 2012), 74.
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3.4.5 The constant comparative method for the collection and analysis of
data

The ‘constant comparative method’ is an accepted model for progressive and iterative working
during grounded theory studies. In this section I report in some depth on the processes that I
used in practice as expression of the constant comparative method. These are: ‘codingin
grounded theory’, ‘theoretical memo-writing’, and ‘practising the constant comparative
method’.

The constant comparative method for the collection and analysis data was an integral part of
an integrated approach to this second generation grounded theory research. The constant
comparative method, as described in grounded theory research, stipulates the importance of
systematic, cumulative and concurrent collection and analysis of data.3!! The analysis of new
data as it was collected allowed me to see and learn from what emerged in time and in the

particular context. This learning was then incorporated into the subsequent data collection.

The constant comparative method complemented the underpinning records continuum
theory, postmodern perspective, social constructionism and participatory epistemology, in
which the record, memory and identity were multifaceted and ever evolving. According to
Rorty, knowledge can only be clarified through interaction and communication.3? This is an
important factor to consider when creating person-centred records within a postmodern
theoretical paradigm which “rejects the idea that there is a single reality or truth; rather, there
are many realities and many truths. People have different stories and different ways of saying
and expressing their stories.”3* “Social constructions and questionable discourses are
increasingly seen to dominate knowledge; meanings become recognised as individual
creations, which require interpretation and negotiation.”%14 Figure 6 provides an overview of
the range of data collected, and the analysis techniques implemented in relation to participant
interviews in this research.

311 B, G. Glaser, “The Constant Comparative Method of Qualitative Analysis,” Grounded Theory Review 7,
no. 3 (November 29, 2008), http://groundedtheoryreview.com/2008/11/29/the-constant-comparative-method-
of-qualitative-analysis-1/.
312 R, Rorty, Philosophy and the Mirror of Nature (Princeton, NJ: Princeton University Press, 1980).
313 Liamputtong, Researching the Vulnerable: A Guide to Sensitive Research Methods, 15.
314 C. Grbich, New Approachesin Social Research (London: SAGE Publications, 2004), 25.
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Figure 6 Overview of data collected and analysis techniques

The process of the constant comparative analysis was guided, in particular, by second
generation grounded theorists Charmaz, Urquhart and Clarke, all of whom emphasise that
grounded theory techniques are developed from the data with distinct phases of coding and
theory building. 315

3.4.5.1 Coding in grounded theory

In grounded theory there is a range of specific techniques suited to developing levels of
analysis and abstraction.3!® Charmaz explains that the type of coding used is dependent on the
“the type of data...collected, theirlevel of abstraction, the stage of the research process and
your purpose for collecting these data”.3!” The levels of coding are listed Figure 7 in relation
to the data being coded using that method.

315 Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis; Urquhart,
Grounded Theory for Qualitative Research: A Practical Guide; Clarke, Situational Analysis: Grounded
Theory After the Postmodern Turn.
316 Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis, 42.
317 Ibid., 53.
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Figure 7 A second generation grounded theory coding process

Though thematic analysis onits own is not typical in grounded theory, the inherent principles
were used here to further support reflexive practice within the distinctive grounded theory
coding techniques. Boyatzis describes thematic analysis as developing a sensibility whilst
collecting and analysing data; there are three distinct phases of enquiry “Observation precedes
understanding. Recognising an important moment (seeing) precedes encoding it (seeing it as
something), which in turn precedes interpretation.”%® This conscious process in the phases of

thematic analysis provided essential insight for identifying the ‘codable’ moments as much as
the codes.

e The coding of events was particularly suited to analysing for individual vignettes and
associated photographs where it was important to maintain the integrity of the
narrative for the creation of personal records. 319

e Invivo coding was used to “preserve participants’ meanings of their views and
actions in the coding itself”. 320

e Selective coding was used in identifying those codes and categories which were
clearly related to the research problem.

318 R, E. Boyatzis, Transforming Qualitative Information: Thematic Analysisand Code Development
(Thousand Oaks, CA: SAGE Publications, 1998), 1.

819 Charmaz provides an in-depth discussion of coding events, which Charmaz describes as coding incident to
incident, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis, 53.

320 Ibid., 55.
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e Theoretical coding was used to conceptualise and construct the substantive codes in
their relationships to each other and to theory.32!

e Selective coding is also described as intermediate or focused coding.%?? This phase
produces codes which “are more directed, selective and conceptual than word-by-
wortd, line-by-line, and incident-by-incident coding”.3?3 Selective coding is a process of
“linking together or integration of concepts and categories. Concepts, categories and
their sub-categories are compared with each other while the researcher”. 324

Selective codingis a critical step in grounded theory data analysis to determine the key
relationships between the concepts and categories. This section presents the process of
refining and focusing the codes to “synthesise and explain larger segments of the data...and
determine the adequacy of those codes.”3%5 I define the core concepts to which I undertook

the selective coding and then discuss each of these concepts in relation to the data.

I used second generation grounded theory and the constant comparative method as
methodical as well as iterative approaches to way the data were collected and reflected upon
incrementally throughout the data collection process. In this way what I learned as the
researcher was fed back into the subsequent data collection and analysis. Addressing the
research questions, collecting and analysing the data was cumulative and built upon the also
cumulative development of knowledge. Though the constant comparative method is generally
focused on data collection and analysis I also used this approach for creating personal records

and the development of the archival product.

“The constant comparative method consists of weaving data collection with data analysis and
analysing memos. All these activities enhance theoretical sensitivity and contribute to insight

and illumination of areas that be constructing into a theory.””326

Grounded theory is described by Charmaz as “relying on emergent processes, and the
researcher’s emerging constructions of concepts shape both process and product”3?’. As one
of the key features of grounded theory the constant comparative method provides an

overarching framework for reflexive practice in which

the emerging content shapes how you use the tools. Your grounded theory journey relies on
interaction — emanating from your worldview, standpoints, and situations, arising in the
research sites, developing between you and your data, emerging with your ideas, then returning
back to the field or another field, and moving on to conversations with your discipline and
substantive fields. To interact atall, we make sense of our situations, appraise what occurs in

821 Charmaz, Constructing Grounded Theory.
822 Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis; Birks and
Mills, Grounded Theory: A Practical Guide, 2011.
323 B, G. Glaser, Theoretical Sensitivity: Advancesin the Methodology of Grounded Theory, Advances in the
Methodology of Grounded Theory (Mill Valley, CA: Sociology Press, 1978),
http://books.google.com.au/books?id=73-2AAAAIAAJ.
324 Birks and Mills, Grounded Theory: A Practical Guide, 2011, 98.
325 Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis, 57.
326 Birks and Mills, Grounded Theory: A Practical Guide, 2015, 62.
327 Charmaz, Constructing Grounded Theory: A Practical Guide through Qualitative Analysis, 178.
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them, and draw on language and culture to create meanings and frame actions. In short,

interaction is interpretive.328

It is the study which guides the data collection and requires developing processes which work

within the context to understand what is most significant.32°

The constant comparative method is the reflexive process that brings theoretical intent to life
through practice. Itisabout beingin the moment with the knowledge of hindsight and
anticipation of what is yet to be experienced. These activities are as interfused as the human
experience. By consciously using the constant comparative method I as the researcher was
continuously reminded of the subjective processes of social construction which are so often

camouflaged by predominant paradigms, actors or objects.

The constant comparative method is more thana way of working with data and creating new
knowledge in grounded theory research. The constant comparative method requires that the
researcher progressively revisit their own knowledge and assumptions — not only as they might
have been but as they are being created. As a reflexive process the researcher is required to
learn about herself as well as the participants. Itis personal knowledge and pre-
understandings which are being challenged, stretched and possibly shattered into what is
simply ‘the many’. The purpose of the procedures is to make explicit what the researcher has

‘reconstructed’ from their tacit understanding of the data.33°

3.4.5.2 Theoretical memo-writing

Theoretical memo-writing was an important analytical process and part of an ongoing activity
in this grounded theory research. Memo-writing served in analysing and recording
observations regarding the research data and context as well as my experience as the
researcher. Memos were created through the use of words, diagrams and maps to analyse data

for codes, their relationships and the theoretical implications.

Theoretical memo-writing is the capturing of “thoughts, feeling, insights and ideas in relation
to a research project”.331 As Birks and Mills explain, in grounded theory research memos are
an integral part of making sense of the research and the experiences. Incorporating memos
within the reporting of grounded theory provides insight into reflexive thinking, building
concepts and practice. The researcher records their thinking and analytical processes. Memos
“help build the intellectual assets” as the research progresses.®*? Memos in grounded theory
also become data for analysis and speak of reflexivity in researcher practice.

328 |bid., 179.
329 p, Noerager Stern, “Glaserian Grounded Theory,” in Developing Grounded Theory: The Second
Generation, ed. J. M. Morse, P. N. Stern, and J. M. Corbin (Walnut Creek, CA: Left Coast Press, 2009), 61,
http://books.google.com/books?id=7h3mIwAACAAJ.
330 R, W. Grove, “An Analysis of the Constant Comparative Method,” International Journal of Qualitative
Studiesin Education 1, no. 3 (January 1988): 273-79, doi:10.1080/0951839900030105a.
331 Birks and Mills, Grounded Theory: A Practical Guide, 2011, 40.
332 1hid., 10.
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3.4.5.3 Practising the constant comparative method in a postmodern
paradigm

In the context of this research, practicing the constant comparative method needed to reflect
the inherent postmodern influences and participatory epistemology. Implementing a range of
methods and techniques, as part of the constant comparative method created a mindful
approach to working with people and research data.

This consideration for working with people as well as the data is of particular significance.
“Guba and Lincoln call for more work that exemplifies postmodern methods and textual
representations.” The researcher wants to uncover voices that may have otherwise been
silenced.3% For Jackson and Mazzei, the qualitative researcher working in postmodern
paradigms thinks differently about “how they collect, analyze, and represent meaning using
the voices of others, as well as their own. The methodological implications of this view
demand that readers of this collection question what they ask of voice, question what they
hear and how they hear (their own privilege and authority in listening and telling), and
deconstruct why one story is told and not another.”334

Rather than following a prescribed process, as the researcher, I was guided through the
context of the research.3% As Denzin and Lincoln highlight, a significant part the researcher’s
contribution is to establish the relevant criteria when selecting alternate methods for
evaluating their work. There is an immediacy to this as well as reflexivity. It demands ‘ways’
of doing and representing appropriate to the group, individual and research needs. “Alternate
methods for evaluating their work including verisimilitude, emotionality, personal
responsibility, an ethic of caring, political praxis, multivoiced texts, dialogues with subjects,

and so on.”’336

Rather than posing master narratives and vocabularies, empirical realities are viewed as stories

and narratives.%7 In-depth interviewing is not the only source for eliciting personal accounts.

Possessions (such as films and photos), may be used as talking points to trigger discussion
with the informant. They can be examined as a means of identifying the significance of
individual informants attached to them and to the events of people which they symbolise.
They can be used to trigger discussion or become the centre of discussion as they enable focus
on a particular set of life events.338

The progressive analysis of data influenced how and what data were collected in subsequent
interviews. This second generation grounded theory process incorporated two levels of
analysis; I adapted the constant comparative method as described by Charmaz to explore the

333 A Y. Jackson and L. A. Mazzei, Voice in Qualitative Inquiry: Challenging Conventional, Interpretive,
and Critical Conceptionsin Qualitative Research, (London: Routledge, 2009), 3. Kindle Edition
334 hid., 4.
335 Denzin and Lincoln, The SAGE Handbook of Qualitative Research.
336 |hid., 9.
337 Lyotard, The Postmodern Condition: A Report on Knowledge; Gubrium and Holstein, The New Language
of Qualitative Method.
338 \/, Minichiello, R. Aroni, and T. N. Hays, In-Depth Interviewing: Principles, Techniques, Analysis
(Melbourne, VIC: Pearson Education Australia, 2008), 140.
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production of vignettes while concurrently examining the research processes. In this way I
was learning not only from the data collection and analysis but also reviewing and modifying
the research processes with participants in light of new knowledge. This application of the
constant comparative method will be described in detail in the findings (Chapter 4).

3.4.6 Reflexivity

The researcher practice of reflexivity is another significant iterative process within grounded
theory research. In this section I share the way in which I worked with reflexivity in this

project.

Though reflexive practice is generally considered implicit in iterative enquiry, it was a
conscious activity in this research while finding my way methodologically and making
decisions regarding the appropriateness of the methods and techniques for working with
human participants. As Dickson-Swift, James and Liamputtong explain, reflexive practice asks
the researcher to be aware and explicit in the activity of thinking, feeling and sensing what is
happening in the conduct of a project, and the impact of the researcher and their own
subjectivity. Iwas challenged regarding my own subjectivity and how it was reported so that
others could learn from my ‘personal’ experience. 3%

In this postmodern world reflexivity was a process of self-critique in the creation of meaning
and knowledge which, as established in Chapter 2, were socially constructed. Rather than
being overwhelmed by this complexity, Grbich emphasises the researcher’s ability to choose
how they position themselves in what is a continuum of reflexivity and authority. Through
the use of techniques which clearly represent the position and the perspective being described
the ‘voices’ of the researcher, participants and texts are promoted to speak for themselves.340

Postmodernism confronts concepts of researcher neutrality to a world that is considered
“complex and chaotic, and reality as transitional and multiply constructed.”®*! Positivist
notions of researcher objectivity are replaced by subjectivity and an awareness of just how
influenced we are by our values, beliefs and life experiences: and how these in turn frame the

way we see the world, interact with people and interpret data in the research context. 342

Constructivist grounded theory recognises the subjective nature of the research and the
importance of reflexivity.”343 As the researcherI had to ‘tune in’ and examine my own
assumptions, the theoretical underpinnings which I brought to the study as well as the role I
played in conducting the study and the relationships I developed with participants. Reflexivity
was fundamental to this research as interpretive practice and the processes of learning and

339 V. Dickson-Swift, E. L. James, and P. Liamputtong, Undertaking Sensitive Research in the Health and
Social Sciences: Managing Boundaries, Emotions and Risks, Cambridge Medicine (Cambridge: Cambridge
University Press, 2008), 23; J. Marshall, “Self-Reflective Inquiry Practices,” in Handbook of Action
Research: The Concise Paperback Edition (London: SAGE Publications, 2006), 335.
340 C. Grbich, Qualitative Data Analysis: An Introduction (London: SAGE Publications, 2013).
341 Ibid., 8.
342 1bid., 113.
343 1hid., 88.

391



Research Methodology: In Theory and Practice

problem solving which occur in qualitative research. Reflexive practice raised my sensitivity to
the active part I came to play in the lives of the research participants, not only during the
course of the interviews but also after the conclusion of the interviews.

Imagine a piece of music which is composed of individual and unique notes. They sound
individually but in relation to each other they communicate a story, a melody or a song. The
sounds when played vibrate and overlap to create harmonies or possibly discord. Reflexivity
is equivalent to orchestrating the research so that it does justice to voices and respects their
positions as part the research story composed and told.
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Figure 8 Reflexivity

Figure 8 illustrates researcher reflexivity as being both conscious of self and of other; this
heightened consciousness is integral to ethical practice. A reflexive approach to the process of
working with people as well as their data created definition in the phases of research.

Through analysing “how and why”” I did things I developed reflexive practice and processes to
reflect the voice of the participants as well as their situated contexts.

3.4.7 Open in-depth interviews and member checking

Choosing to do in-depth interviews was founded on my own beliefs that an individual has the
right to speak for him or herself when possible and in doing so validate their own experiences
both in life and in the research. In this section I detail the rationale for conducting in-depth
interviewing to hear participant voices in this study. I provide a breakdown of activities,
undertaken as part of the weekly interviews, and conclude the section with reflections which

influenced the way the interviews were conducted.
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In-depth interviews were particularly suited for exploring participant’s voices, their “thoughts,
perceptions and feelings. ..studying how people attach meaning to and organise their lives, and
how this in turn influences their actions”.?*4 In-depth interviewing was pivotal to the
participant telling their stories and memories. It also created a forum in which those stories
and the personal records being created were able to be reviewed in terms of meaning, the

accuracy of the content and ease of use of the form.

In-depth interviewing was used for its capacity to elicit the participant’s voice and their life as
experienced by them. Even though in-depth interviewing may include the telling of life
history the focus of the interviews in this research was not to tell a chronological life story.
The interviews focused on what the participant chose to tell me so that we could explore the
richness of those embodied experiences. “The doing of interviews is personal, interactional,
and emotional. It is embodied work that can have implications for the researcheras well as
the researched. How does the researcher present him- or herself? How is the interaction
embodied? How are feelings presented and managedr”345

Open in-depth interviews are part of a continuum of interviewing methods which range from
the highly structured interview to what is more loosely structured and conversational.3*6 The
in-depth interview is very open in its format and provides “a specific kind of interaction, in
which the researcher and the interviewee produce language data about beliefs, behaviour, ways
of classifying the world or about how knowledge is categorised”.3*’ By its nature it “allows the
interviewee enough time to develop their own accounts of the issues important to them”348,
When in-depth interviews are conducted over an extended period of time they facilitate
conversations with more profound exploration of personal narratives and experiences. They
can provide rich descriptions of personal and social life revealing the perceptions of the
person being interviewed. In-depth interviews provide a forum for accessing unique

perspectives.

Getting to know people in life and letting them get to know you takes time. In research we
can be very bound by our project timeframes. Yet, exploring the perspectives of another

person is difficult to comprehend in the space of one meeting.

In-depth interviewing was not an activity undertaken independently of the other methods
when meeting with participants. It was a process of open and face-to-face conversations
which supported the record creation activities.

e I developeda set of questions (See Appendix 3: Sample Questions) as a starting point

for the first meeting with participants. These questions were intended as a guide to get

344 Minichiello, Aroni, and Hays, In-Depth Interviewing: Principles, Techniques, Analysis, 9.
345 T, S, K. Kong, D. Mahony,and K. Plummer, “Queering the Interview,” in Handbook of Interview
Research: Contextand Method, ed. J. F. Gubrium andJ. A. Holstein (Thousand Oaks, CA: SAGE
Publications, 2002), 250.
346 Minichiello, Aroni, and Hays, In-Depth Interviewing: Principles, Techniques, Analysis, 47.
347 J. Green and N. Thorogood, Qualitative Methods for Health Research (London: SAG