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Abstract

This descriptive phenomenoiogical study explored the actual experiences of three
individuals with Type 2 diabetes. Specific einphasis was placed on these individual's
learning experiences. Panicipants were selected purposively. Atiemnpts were made to
include as diverse group of participants as possible based on age, gender, and
wocioeconemic status. The purpose of this study was to explore patients’ perspectives of
their disease and of their learning processes as a means to facilitating the development of
diabetes patient education programs suited to individuals’ learning neec's.

Serial unstructured interviews were used 1o collect the data. Eacl: participant was
interviewed three times. Each interview focused on actual lived aspects of the
individual's experiences. All interviews were recorded then later transcribed for analysis.
Hierarchiai thematic clustering similar to that described by Colaizzi (1978), Gilorgi
(1976), and Osborne (1990), was the primary data analysis technique. "Within persons’
analyses were conducted; these were followed by "across persons’ analyses. Twenty two
themes were found and are reported in Table 7. These themes formed the essential
structures of the participants' Type 2 diabetes expericnces. A sequential learning model
was develooed from these themes. Implications for diabetes educators and patient

education programs are discussed.
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CHAPTERI

Introduction
Rationale

Diabetes education has been an integral component of diabetes care for at least
fifty years (Dunn 1990). Over the years, the process and content of the education has
changed dramatically as health professionals have learned more about the disease and its
zffect on people's lives. To date, diabetes remains a major health impediment and
diabetes education remains a primary way to minimize that impediment because it is
through education that individuals learn to manage their disease and live well with it.
Health professionals, then, have had the primary responsibility in educating patients
about the most salient and relevant disease management strategies.

In 1983 Hoover criticized health professionals for not looking beyond metabolic
control measures and other physical indices as disease management strategies to the
individual's specific learning needs, attitudes, and general well being. In addition,
researchers and practitioners have recognized that strict emphasis on adherence to disease
management strategies has been insufficient to eliminate the incidence of diabetic
complications. To date, diabetes affects 5 - 6% of our population (Davidson 1991). In
people over sixty-five years of age, the prevaience is closer to 20% (Davidson 1991). In
terms of complications, diabetes is the leading cause of new blindness; one of every three
people on dialysis has end stage renal disease secondary to diabetes; and 50 - 75% of
lower extremity amputations take place in people with this disease {(Davidso:t 1991).
Finally, if deaths due to vascular discase in people with diabetes are ascribed to it, it
becomes the third to fifth leading cause of death (Davidson 1991).

As aresult two major types of rescarch have dominated the diabetes

care/education literature. The first has consisted of technological advances that mimic as



much as possible the non-diabetic state. The underlying belief, now reality in light of the
D.C.C.T. (Diabetes Control and Complications Trial )study results done with individuoals
with Type 1 diabetes (Canadian Diabetes Association, 1993), has been that the closer to
normal blood glucose levels, the less the risk of diabetic complications. The second area
of intense interest has consisted of research into the educational processes that serve to
facilitate patients and their families towards optimal diabetes seif-management.

Much of this educationally-oriented research has been directed at the
measurement of patients’ attitudes, levels of personal responsibility and, underlying
health beliefs towards diabetes. For example, psychometric scales such as the Diabetes
Attitude Scale have been widely tested with the diabetic population. Pracucally
speaking, diabetes education programs by and large, continue to use information transfer
techniques and strategies as the primary method of instruction such as lectures supported
with handouts rather than instructional methods that involve critical reflection which
foster attitudinal change. In other words, the practical application of the findings from
these scales remains absent from a good majority of diabetes education programs.

There are several theories of adult learning that can be found in the adult
education literature such as Mezirow's (1991} theory of wansformational learning. This
theory describes a fundamental worldview shift, or perspective transformation that occurs
as a result of a learning endeavour that involves critical reflection and rationa) discourse.
This theory which has at its center a cognitive process, has been further developed by
others such as Brookfizld {1991) into an instructional process to be used in the instruction
of adulis. Certainly, the diagnosis of diabetes as will be seen throughout this work, can
be considered a maijor life disorienting event that requires significant attitudinal and
behavioural changes which uitimately can bring about a worldview shift. What function
diabetes educators have in facilititing this process remains urclear. However, they
evidently bear some responsibility for this transformational process in light of their oter

educational responsibilities. What, for example, are educators’ responsibilities in

o



educating patients’ families and the larger community? Questions of advocacy,
community development and outreach plague diabetes educators who have up 1o this
point focused on educating patients about their disease management strategies.

in addition, there remains a paucity of research into diabetes as experienced by
the individual and their family. In fact, relatively little interest has been shown by the
scientific community into understanding the contextual meaning of life for individuals
with diabetes. The insider's perspective which is phenomenologically based has as its
roots human science research. The value of this approach in terms of the educationally-
oriented diabetes research has to do with practitioners gaining a clearer understanding of
their patients' learning needs, barriers, and support systems. This in turn would foster the
development of educational programs that are more suited to the individual learners.

It is undoubtedly true that many diabetes educators are well aware of the
significance of diabetes in their patients' lives. Furthermere, these practitioners have
most likely developed their own understanding of the meaning of their pauents’ diabetes
and have adapted aspects of their educavonal programs to accommodate these insights.
However, this understanding is individualistic in nature and fragmenied across the
profession. As a result, there has not yet been any decisive collective action taken
towards the modification of diabetes education praciices to 2 more learner-based made of
learning.

To date, phenomenological diabetes studies have been conducted predominantly
with individuals with Type 1| diabetes. However, in terins of prevalence in North
America, Q0% of patients have the non-insulin dependent type of diabetes, also known as
Tvpe 2 diabetes (Reaven 1989). Rzaven (1989) speculated that at least some of the
reasons for the research focus on Type 1 diabetes have included the fact that Type 2
diabetes tends o occur in overweight middle-aged individuals whercas Type 1 diabetes
often occurs in pre-teen youngsters and despite many advances, Type 1 diabetes

continues to drastically reduce life expectancy. In addition, Type 1 diabetes managemnent



tends to be more clinically based and as such the prospects of wehnological advances and
technical manipulations tend to be far more effective than is the case with Type 2
diabetes management which tends to be more lifestyle and behavioural in natare. Finaliy,
people with Type 1 diabetes are usnally syvmptomatic at the onset and throughout the
course of their disease. As a result. they tend o be mreiated more serious!y by health
professionals, in contrast to individuals with Type 2 diabetes who are eften asvmptomatic
at onset and oflen even throughout the course of their disease. It follows then that Type 2
diabetes is vastly different from Type | diabetes in incidence, munagement, and possibiy
5

even in patients’ experiences. As such the perspectives of individuals wath Type 2

diabetes ment exploration and study.

Research Guestions

The fundamental research questions guiding this study were What are peopie’s

life experiences of Type 2 diabetes? What were their significant learming experenees?

And finally, to what extent did these individuals experience G transformation sicthei

3

nerspectives regarding their life with the diabetes”
This stady approaches these questuoens from a qualitative persnective; an aiten:gt
- ¥ t 1

to understand the lived-world experience. in search of ihe “what i this bke for von”

rather than “why is this so.” Since phenomenology is the basts for all rescarch i neen

appropriate to initiate exploration in this manmer, convidering there wostll miuch groumnd

breaking invoived in this area of interest. A good description and undderstanding of the

« f

experience will lay the foundation for future research that may look av some of the "Wy

and "How" questions.

The significance of this study was fourfold: Firaly rescarch into patients’
arspectives about their disease has been remarkably meager. Berper and Luckman

(1967) have outlined tha: this kind of research about people’s perspectives may provide

boprofessonady

patterns of information about their behaviour thatis relevant o healt



understanding, and subsequently, to the delivery of patient care/education. This is
particularly true in light of the social construction of reality and our co-constitution with
our world.

Secondly, patients are health care's primary resource: they are the central reason
for the existence of diabetes education programs, and diabetes education as a profession.
As such the potential of the development of a program that is relevant to patients and that
may be helpful in ameliorating the primary dysfunctions of the disease, namely the
diabetic complications, is of tremendous importance.

Thirdly, since 1980 there has been a growing body of literature on diabetes patient
education and counseling. Researchers and practitioners are interested in discovering
how best to help people with diabetes manage this complex lifelong disease. In the
reality of daily practice. educators have tended to lag behind researchers in their
Jdevelepment and/or implementation of diabetes patient education programs that foster
optimal diabetes adjiustment . The present study attempted to highlight information about
patients’ lives that educators may need to consider in the development of educational
programs. This in turn may help to foster optimal diabetes adjustment in patients.

Finally, patients’ descriptions of their diabetes and of their learning experiences
may provide some illuminating information about the characteristics of effective diabetes
educators. To date, there is little data about the human skills that are characteristic of
effective diabetes educators. Much of the research has focused on the technical and
content expertise that diabetes educators must possess as prerequisites to their
professional practice.

The next chapter will review the pertinent literature. This includes a historical
review of diabetes education, a review of the research available on patients’ perspectives
of their disease. a close examination of the theory of transformational learning and finally

the philosophical foundations of the chosen research method.



Chapter I discusses the method used along with procedural aspects pertaining to
the study.

Chapter IV presents the data that was collected and thematically abstracted.

Chapter V will conclude the study with a discussion of the findings. implications

and limitations of this study as revealed by the investigation.
Definition of Terms

Type 2 diabetes: also known as non-insulin dependent diabetes meliitus (NIDDM). A
progressive endocrine disease that typically occurs in middle adulthood. Its
hallmark characteristic is elevated blood glucose levels both pre-prandially and
post-priandially. This type of diabetes does not necessitate the use of insulin
unless other behavioural therapies such as diet, exercise, and oral hypoglycemic
agents have failed to ameliorate the high blood glucose levels.

Type 1 diabetes: also known as insulin dependent diabetes (IDDM). A progressive
disease that typically occurs in individuals under the age of forty. Its hallmark
characteristic is absolute insulin deficiency and excessively high blood glucose
levels. Lifelong administration of insulin is necessary for an individual with this
disease to survive.

Existential-phenomenological psychology: A discipline that “secks to explicate the
essence, structure, or form of both human experience and human behaviour as
revealed through essentially descriptive technigues including disciplined
reflection” (Valle & King, 1987, p. 7).

Co-consiitutionality: This notion refers to “being-in-the-world” (Valle & King, 1978, p.
8) which essentially means that an individual gives meaning to his/her own world.
That is to say that any individual's experiences are contextualized to his/her own
world.

Hemoglobin A1C: A laboratory test result that depicts the average blood glucose levels

of an individual over the three months preceding the test.



CHAPTERII

Review of the Literature
Introduction

The purpose of this literature review is to outline some of the findings that
pertain to diabetes education. This includes a report of diabetes and diabetes education
studies that have used the interpretive paradigm specifically to explore patients’
perspectives of their disease. In addition, the review addresses the evolving role of
diabetes education as a disease management strategy, and explores the value of the

phenomenological approach as a method for this study.
Historical sketch of diabetes education

Diabetes patient education has been an integral component of diabetes care for
at least fifty years (Dunn 1990). The purpose of the education process has been to
enhance patients’ understanding of the disease and its treatment strategies in order to
facilitate self-management, and thereby reduce the incidence of diabetic complications
(Reaven 1989). This process, it has been believed, enhances patients' adherence to
treatment strategies as taught (Rubin, Peyrot and Saudek, 1989; Davidson, 1991).
Traditionally, physicians have had the primary responsibility for their patients' education.
Typically, this education has consisted of information that physicians are inherently well
qualified to provide; namely, information based on the diagnosis and treatment of
diabetes and iss complications (Reaven, 1989; Davidson, 1991).

Since the early 1970s, nurses and other health professionals have joined
physicians in their patient education responsibilities. In 1983 the United States National
Advisorv Board [on diabetes mellitus] developed national standards for diabetes patient
education programs (Brown, 1990). In 1986 Canadian standards for national diabetes
education programs were developed by the Diabetes Educator Section of the Canadian

Diabetes Association through a consensus process in collaboration with physicians,



education and nutritici consuliants and other health professionals involved in diabetes
clinical practice, education and research (Diabetes Educator Section Canadian Diabetes
Association [DES of CDA], 1989). The primary functions of these standards are to
“facilitate self-care by patients with diabetes and to reduce the socio-economic impact of
diabetes to society” (DES of CDA, 1989, p. 19) by ensuring that appropriate education
programs are available and accessible throughout the country. These standards delineate
needs assessment, administrative, program, and quality assurance requirements.
However, there are no measures in place to ensure their enforcement. Furthermore most
of the standards are subject to interpretation by the individual health practitioner--for
example, identification of barriers to learning under the needs assessment standards could
potentially mean social barriers, or they could also be interpreted as individual barriers to
learning such as reading or writing difficulties.

Lack of enforcement of standards, and/or their misinterpretation due to their
lack of clarity may in part explain the inconsistency of diabetes patient education
programs in effectively enhancing patient self-care behaviours and psychological
adaptation (Surwit, Scovern and Feinglos, 1982; Brown, 1990; Beeney and Dunn, 1990).
Without doubt, patient education programs have succeeded in increasing patient
knowledge and their self-care without eradicating the life difficulties and challenges
including the complications that often accompany diabetes.

One only has to look at the current incidence rates of diabetic complications to
gain some understanding of the seriousness of this situation. Currently, diabetes affects
5-6% of our population (Davidson, 1991). In people over sixty-five years of age, the
prevalence is closer to 20% (Davidson, 1991). In terms of complications, diabetes is the
leading cause of new blindness; one of every three people on dialysis has end stage renal
disease secondary to diabetes; and 50-75% of lower extremity amputations take place in

people with this disease (Davidson, 1991). Finally, if deaths due to vascular disease in



people with diabetes are ascribed to this disease, it becomes the third to fifth leading
cause of death (Davidson, 1991).

In addition to the rapid technological advances aimed at improving and
simplifying treatment of the disease, critics of patient education programs have called for
increased attention aimed at meeting patients’ learning needs within the educational
process (Dunn, 19990; De Weerdt, Visser, Kok, Van Der Veen, 1990). To facilitate this,
researchers (Dunn, 1990; Funnell et al., 1991) have called for the development of
alternate patient education models that are based on educational and psychological
theories of learning. Dunn identified that the traditional medical model, upon which most
education programs are currently based “is inappropriate for a chronic illness like
diabetes where the major emphasis is on behavioral and lifestyle change” (p. 284).
Funnell et al. (1991) identified that successful diabetes self-care “necessitates that
patients be able to make informed choices and decisions. . . [and that] knowledge and
experience are required to make informed choices, as is the ability to take responsibility

for one own's care” (p. 38).
Transformational learning

As an adult educator Mezirow (1991) proposed a learning theory in which the
individual adult learner undergoes a perspective transformation following a process that
he entitled refiective action. During this process, which is precipitated by a disorienting
event, the learner can proceed to examine and to reflect upon three essential components
of a learning problem: the first is the actual specifics of the problem or the content. The
second is the mechanics of the problem or the process and the third is the underlying
assumption(s) about the problem or the premise. In his words., Mezirow (1991)
postulated that “‘our continued learning [is] dependent upon a reflective review of what
we have leamned, how we Iecamed it and whether our presuppositions are warranted”
(p.109). Reflection, according to Mezirow (1991) is understood as an “apperceptive

assessment of the justification for our beliefs, ideas or feelings™ (p. 8). Critical



reflection, on the other hand, is understood as the process by which we engage in premise
reflection.

He placed considerable emphasis on premise reflection as the cnicial component of
perspective transformation because “premise reflection leads to more fully developed
meaning perspectives, that is, meaning perspectives that are more inclusive,
discriminating, permeable and integrative of experience” (p.111). According to his
theory, if premise reflection is absent then the learning experience becomes confirmative
rather than transformative because the underlying assumptions about the experience
remain unaltered.

Mezirow (1991) argued that his theory of transformational learning is primarily a
theory of rationality because, according to him the transformation components including
meaning perspeciives and meaning schemes exist primarily in the cognitive mind.
According to him intuition, feelings and dreams are the principal links which aliow us to
be influenced in our rational thought. Wilber (1986), on the other hand, acknowledged
that transformation necessarily involves a regression or descent during which the
individual disidentifies with formerly held beliefs in favour of developing new ones.
This process, according to Wilber (1986) is anything but rational because it involves the
whole self. Whether rational or not, transformative leamning is truly a cardinal objective
of adult education.

When examined from this perspective, diabetes education may be considered a
transformative form of learning because of the attitudinal as wzll as behavioural changes
that are required for a successful life with diabetes. These attitudes are clustered around
a sense of personal responsibility for self-care. The purpose of diabetes patient education
now becomes a means to improve patients' quality of life by enabling them to take charge
of their own health-- a concept not unlike "learning to live well” with the disease.

To emphasize wellness of the whole person, diabetes educators must recognize that

patients are experts on their own lives and that educators are experts and resources on

10



diabetes. This shift from a knower non-knower relationstip to a co-learner relationship
demands that educators be able to understand patients’ contextual learning needs as well
as how to create learning environments conducive for transfornmational learning to take
place. For this reason a phenomenolcgical exploration of patients' learning experiences
may help to shed light on patient's personal and contextual learning needs and whether
transformational learning has occurred and what were the circumstances conducive for
this type of learning. A summary of patients' experiences of diabetes follows.
Patients’ perspectives

One of the earliest studies that investigated patients’ perspectives of their disease
and of their ecucation was reported by Quint in 1969. She interviewed families of
children with diabetes who were at different chronological points in the transition from
pre-adolescence to adulthoed in order to gain some understanding about what it meant to
have diabetes. In addition, Quint investigated the effects of the disease and the
recommended treatment strategies on the enactment of social roles. Quint (1969)
concluded that diabetes interfered with the social order of the family in two ways; firstly,
when the diabetes and its treatment regimen interfered with already established roles and
activities, and secondly, when this interference became a source of tension in the
patterning of the social relationships of the family members.

Of particular relevance to diabetes educators was her finding thar parents of
children who developed diabetes most often felt overwhelmed by the amount of
information they had to absorb and by the tremendous sense of responsibility they felt
towards caring for their children. Quint's study was done with fam‘lies of children who
had insulin dependent diabetes mellitus and extrapolation of her data to the adult
population with non-insulin dependent diabetes mellitus can only be dore cautiously.
However, there may be value in considering the volume of infornation patients must
absorb, and the disruption caused to the individual's life brought on by the rigorous

demands of the disease's weatment strategies as a potential barrier to treatment success.
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Indeed Nyhlin (1990) reported that patients in her study expressed a need and a
longing for “wider concern of the health care system to include their situaiions in the
family, at work, and in society” (p. 802). Moreover Nyhlin concluded that “the message
delivered to diabetic patients by the health care system and by the literature is that
adhering to the regimen means that one can achieve a state of well-being which is
comparable to the average member of society” (p. 798). Therein lies the difficulty. To
achieve a state of weli-being, an individual with diabetes must comply with the treatment
regimen almost to the exclusion of the demands of one's family, one's work, and one's
societal roles.

In 1983 Hoover reported that people with diabetes can suffer from burnout
largely due to the unrelieved stress of daily decisions that must be made. These include
“resisting the temptations of sweets, alcohol, too much food as weli , coping with the
awkward social situations such actions create” (p. 41). She even accused diabetes
education programs of delivering the message of perfectionism as the behavioural goal
for all people with diabetes. ““The compliant patient is a perfectionist and perfectionists
burnout” (p. 41). The message then is that diabetes education must be first and foremost
about living with diabetes. As educators, we will only be able to accomplish this fully if
we understand what it is like for our patients to have this disease in their homes, families,
jobs, and in all other aspects of their lives.

Luft (in Nyhlin 1990) said that diabetes care in the future must “bridge the
distance between diabetes as defined from a strict medical viewpoint as a metabolic
disturbance, and the patient's experience of his disease as a medical . . . social and
psychological problem” (p. 798). Wikblad's findings (1991) confirmed this conclusion.
Participants in her study reported that their contacts with the diabews care system were
often superficial and related only to metabolic control. “Those who had acceptable
metabolic control experienced positive feedback from the care team, while those who had

unacceptable metabolic control did not receive positive responscs or support to the same
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degree” (p. 837). Itis impossible to conclude with any certaiaty if understanding of
patients' life context by any members of the care team would have altered those findings.
Wikbiad (1991) concluded that in order to expedite self-care, patients required some
basic knowledge about d.abetes as it applied to daily life. As well, patients’ relatives
needed to be included i the educational process, and educatinnal foliowups were
necessary for sustained knowledgz. Furthermore, she concluded that diabetes education
“was a complex process [that included] behavioural reinfoicement and emotionl peer
support directed both towards the patient and towards those closest to him” (p. 842).

In an effort to understand why some patients comply with medical regimens
while others seemingly do not, Roberson (1992) investigated the meaning of compliance
from patients’ perspectives. She interviewed 23 adult African Americans, five of whom
had diabetes, and found that patients “define compliance in terms of apparent good health
and seck treatment approaches which are manageable, livable, and in their views,
effective” (p. 7). In essence, her study participants developed systems of se}’-
management which suited their lifestyles, belief patierns and personal prnionties.
Modification of treaument plans was in fact a way to exert autonomy over the regimen
especially when the individual was dissatisfied with the treatment plan. Wikblad (1991)
reported a similar finding in that participants in her study wanted to be responsibie for
their disease and expressed frustration at the apparent lack of support from the diabetes
care team to do this.

Among her participants Roberson (1992) discovered that there were several
variables which affected self-management. These included practical realities such as
money, social concerns such as the ability 1o eat and drirk as others, the fear of being
dependent on a treatment regimen, and a belief that God would guide and lock after one's
wellbeing. Perhaps her most interesting finding was though many of her perticipants
would be labeled non-compliant by health professionals, the participants saw themselves

as “doing a pretty good job” (p. 7). She concluded that there appearcd to be great need to



enhance patients’ efforts to live well with a chronic disease rather than focus on
identifying compliance rates and subsequent ways to alter them. To accomplish this
“health professionals must learn more about clients' perspectives of their health problems
and their treatment and then respond to these perspectives appropriately™ (p. 24).

In an interesting study reported by Wikblad, Wibell and Montin (1991)
participants' views of their health were compared to the metabolic control variable;
hemoglobin Alc. Nc relationship could be discerned between patients' perceptions of
good health and the blood test variable. Furthermore, 25% of the participants reported
that they had abandoned important life goals against their will because of the presence of
diabetes. These participants rated their own mental balance lower than any of the other
study participants. In addition, these people exhibited the lowest aititudinal scores
towards diabetes. Wikblad et al. (1991) concluded that “when members of a diabetes
care team observe "lack of meaningfulness" or "adaptation problems"” in patients, they are
tempted to respond with technical solutions--a new mode of insulin administration. . .
The metabolic control may improve, or remain good or bad, but unhealth is Jikely to
persist if the real problems have not been identified” (p. 76). In other words, the concept
of health is determined by the individual with the disease and is not estimated by a
laboratory test. Wikblad et al. (1991) further concluded that research needs to be
conducted to determine if these attitudinal difficulties towards diabetes could be
ameliorated if diabetes care teams had a better understanding of patients’ life needs.

Lundman, Asplund, and Norberg (1988) also investigated the relationship
between emotions, attitudes in individuals with insulin dependent diabetes, and metabolic
control (hemoglobin Alc). They also were not able to determine a conclusive
relationship between these variables. However a number of participants with good
metabolic control expressed negative feelings towards diabetes more often than those
with poor metabolic control. Though these findings were not statistically significant. it is

apparent that attitudes and emotions are perceived as key components of good health by
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patients It is therefore not possible for a laboratory test to assess these components of
one's health. Far too many health professionals compare patients’ health to metabolic
control, and far too many diabetes education programs focus on the achievement of good
metabolic control as the substantive measure of good health.

It is of interest to note that none of the participants in the patients' perspectives
studies reported above had non-insulin dependent diabetes. All participants had insulin
dependent diabetes. In terms 6f prevalence, 90% of patients with diabetes have the non-
insulin dependent type of diabetes, also known as Type 2 (Reaven 1989). Possible
reasons for the lack of studies delineating the experiences of individuals with Type 2
diabetes were postulated by Reaven (1989) as follows: Insulin dependent diabetes or
Type 1 typically occurs in a far younger population, and despite advancements in medical
management, it drastically reduces life expectancy. Secondly, people with Type 1
diabetes are usually symptomatic at the onset, and throughout the course of their disease.
As a result they tend to be treated more seriously by health professionals in contrast to
individuals with Type 2 diabetes who are often older and asymptomatic at onset. In
addition, people with Type 2 diabetes sometimes remain asymptomatic throughout the
course of their disease. It follows then, that Type 2 diabetes is vastly different from Type
1 diabetes in incidence, managemeunt, treatment, and possibly even in patients’
experiences. As such the perspectives of individuals with Type 2 diabetes merit

exploration and study.



CHAPTER ill
Methods
Introduetion

This chapter begins with an explanation for the choice of method and a discussion
of personal biases and presuppositions concerning the phenomenon. This is followed by
a description of the procedure adopted, the criteria for selection of the panticipants, and
the data collection and interpretation format.

Rationale

The purpose of this study was to describe the experience of having Type 2
diabetes and 10 explore ways in which that description may besi be used to enhance the
diabetes education process. There was no interest in determining a cause and effect
rather the focus was on gaining an insider's perspective of the experience. For this
reason, the phenomenological apprcach was appropriate.

The experimental method seeks to answer "why" questions concerning a
phenomenon, whereas, the phenomenological methed is concerned with discovering
"what" the phenomenon is (Valle & King, 1978). This study was unique because there
was a dearth of literature that discusses the patients’ perspective of Type 2 diabetes. Even
though many "why" type questions arose, the "what” must be established before the
"why" (Valle & King, 1978). Identification of the phenomenon has to be the first step
(Colaizzi, 1978). In attempting to understand the Type 2 diabetes phenomenon, the
phenomenological approach may well clarify its essential structures and their inter

relatedness.
Philosophical foundations of method

Phenomenology is the study of one's conscious experiences {Oshorne, 1990).

This approach is holistic and qualitative in nature. It is an approach that is deeply rooted
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in human science which posits that as individuals we are of the world rather than init. In
other words, our experiences and realities make up our world and are not separate or
distinct from us. In this manner, we co-constitute with our world (Osbome, 1990). In
this way, the basis of phenomenclogical research involves understanding or grasping the
phenomenon by focusing on the lived-experience (Colaizzi, 1978; Giorgi, 1970).

This approach seeks out the essence, structure and form of an experience
through a reflective and descriptive process (Valle & King, 1978). In comparison to the
natural science paradigm, phenomenoiogical research does not search for quantitative
relationships or even the determinants of a phenomenon; rather it follows Husserl's
(1962) precept of “returning to the things themselves™ in understanding the experience
(Colaizzi, 1978). Osborne (1990) explained the aim of phenomenological research:

. .to understand a phenomenon by allowing the data to speak for themselves, by

attempting tc put aside one’s preconception as best as one can. The method

provides us with descriptions of experience which are then interpreted by the
researcher from a particular theoretical perspective...if there is a structure to the
phenomenon it will transcend particular interpretations. Hypotheses may be
generated from such a descriptve method and be subsequently tested by the

methods of explanatory science. (pp. 10-11)

Giorgi (1975) maintained that even though the phenomenological method can be
flexible in its orientation the approach can be practiced with rigor and discipline. The
traditional scientific approach often refers to objectivity, validity, reliability and
generalizability as evaluative criteria for true research. These criteria are also
fundamental 1o the phenomenological approach.

Objectivi

Phenomenology has been criticized for being too subjective and introspective

(Grorgi, 1984). According to the natural science approach, objectivity involves knowing

the world independent of humankind as a subject: denying the presence of the scientist in



science (Giorgi, 1970). Colaizzi (1978), however. maintained that denying experience is
not being objective. True objectivily requires us to recognize and aftirm that which we
experience and the expenence of others; experience exists for us all. The experience is
not inside us, rather, 1t is exemplified in the manner in which we act toward the world. In
response to the question of whether research can be objecti-e when human experience 15
accepted as psychclogical content, Colaizzi offered:

... experience is (2) objectively real for myself aund others, (b) not an internal state

but a mode of presence that is existentially significant, and (¢ as existentially

significant, it is a legitimate and necessary content for understanding human

psychology. (p. 52)

Validi

The concern with validity in the natural science approach involves using a
measuring instrument that actually measures the hypothesized varia” le In
phencemenological research the concern with validity is determined by the ability of the
method to investigate the phenomenon. The aim of the researcher is to presenta
description congruent with the participant's lived-experience of the phenomenon (Wertz,
1984), untainted. as much as possible, from rescarcher bias.

Osbome (1984) discussed four major ways of checking for validity in
phenomenological research. First, the researcher addresses his/her own predispositions
and biases through rigorous seif-reflection. This process (bracketing) enables the reader
to evaluate the interpretations of the data in conjunction with the rescarcher's frame of
reference. Second, the researcher refers back to the participant during the interpretation
and collection of data to check for interpretive accuracy. Third, the presentation of a
coherent and convincing argument may prescat an accurate understanding of the
phenomenon although rhetoric skills may well infiuence such perceptions. Finadly, there
is the consideration of generalizing the intcipretations. The question is asked: do other

people who have experienced this phenomenon identify with the interpreted structure?
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liabili

In the natural science approach, reliability refers to replicability, consistency, and
stability of measurement (Osborne, 1990). Wertz (1986) pointed out that “qualitative
reliability is not achieved merely by the repeated reenactment of the same perspective,
nor a holding constant of context” (p. 202). He explained that qualitative reliability:

... requires an intelligent variation and interrelation of different subjective

perspectives and factual contexts, which alone discloses the invariant core of what

something is and means. The criterion of qualitative reliability is therefore

persistence of meaning through the factual variations. (p. 200)

Osborne (1990) explained that “different interviewers of different co-researchers
produce situations which are never repeatable but which provide multiple perspectives
which can lead to a unified description of a phenomenon ... stable meaning can transcend
variable facts™ (p. 26). Itis difficult to separate reliability from validity in the qualitative
approach because both Jook to the "what” is being studied in deriving meaning {Wertz,
1986). Wenz added: “standardization becomes arbitrary the moment it loses sight of the
larger senes of the different possible approaches which alone can bestow any true
privilege upon it from particular viewpoint” (p. 200).

The major risk to both validity and reliability lies in the interpretive process
(Osborne, 1990), and in the participant’s ability to recall the phenomenon (Mason, 1990).
Using appropriate reliable questions and returning to the participant for verification will
provide the researcher additional confidence in the data (** 50°., 1990). The final test for
accurate interpretation is left to the reader who can compare ihe conclusions with the data

(Osborne, 1990).



Generalizability

The phenomenolazical approach strives for empathic rather than statistical
generalizability. Empita.. generalizability impiie: that the description of the experience
resonates with another who shared in the experience. The purpose is to attain an
understanding of an experiential concept and to avail intersubjective agreement with
others who experience the phenomenon (Polkinghome, 1980; Angus, 1988). For this
reason, rather than being concerned with random sampling, participants are chosen on the
basis of being able to “provide rich descriptions of their experiences of the concept and
who are able to engage in their own imaginative development of events and variations”
(Polkinghorne, 1980, p. 19).

If then as diabetes educators we desire to understand our patients' lived experiences
and particularly their learning needs, we must understand our paticnts contextually, that
is, as they appear within their worlds. Diagnosing patient learning needs based on our
understanding of the disease, or worse yet, based on our experiences is no longer
acceptable. The value of phenomenology lies in its attempt to uncover the whole
meaning(s) of a phenomenon from the participant's viewpoint. In so doing, diabetes

educators would gain valuable insight into their patients’ perspectives.

Approaching the Phenomenon: Bracketing

The presence of the researcher is unavoidable in this type of study. It is difficult,
if not impossible, to prevent personal presuppositions and biases from influencing the
formulation of the research questions, data collection and interpretation. For this reason,
it is important that the researcher “attempts to articulate predispositions and biases
through a process of rigorous _elf-reflection so that those who read reports of the research

will be able to take the frame of reference of the researcher into account” (Osborne, p. 11,

1990).
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The following is an explanation of my interest in this study and my understanding

of the Type 2 diabetes phenomenon. I have been a diabetes educator tor approximately

five years. Over the course of the five years, I have found myself thinking about how

best to help people learn about their diabetes and how best to create a supportive leamning

environment. I have often wondered about my educational responsibilities beyond the

mechanics of teaching patients and their families how to live well with the diabetes. I

have asked these questions of my colleagues and have not received a satisfactory

response. I believed that patients could identify their learning needs and could inform

educators of how they would best learn but I was unsure of how to access that

information or how to use it creatively in the development of education programs.

In terms of my own understanding of the Type 2 diabetes phenomenon, the

following is a list of my presuppositions:

the tedium of the disease's management strategies.

the rigidity of the treatment strategies relative to the individual's life
demands/responsibilities.

the frustration with the complexity of the treatment strategies.

the stress brought on by failure to adhere to treatment strategies as taught.

the frustration with the fragmented nature of the health care system.

the ongoing need for support and encouragement.

the inadequate support systems both in the home and in the community.

the financial strain brought on by the weatment strategies including blood testing
supplies, medications and specialty foods.

the ignorance of significant relatives and the general public of treatment demands.
the fear experienced as a result of passing on the risk of having diabetes to one's
children.

the frustration over job discrimination or even harassment directly attributed to

having the disease or to its management.



» the recognition of one's own responsibility for self-care.
» the enhanced awareness of one's own mortality.

The implication of these biases is that they may influence me to show data that is
in agreement with my views or experiences. For this reason, ! have attempted tc not be
persuasive, rather, to permit the participants to freely express themselves. The
interpretation of the data may consist of preformulated themes that have been brought
into the study by the researcher unless the data is allowed to speak for itself. For myself,
this is not easily done because I feel convinced that some of the items I have mentioned
above are thematic to the Type 2 diabetes phenomenon. The objectives of this study are
best met if the influences of such biases are understood and diminished.

Participan

In the phenomenological approach, it is the researcher's discretion as to how many
participants are needed to satisfy the research objective. Anywhere from one to ten
people should be sufficient (Becker, 1986), although “more than one is advisable for such
reasons as attrition or that some participants may not illuminate the phenomenon™
(Osborne, p. 13, 1990). It is important, Osborne adds, to find geople who have
experienced the phenomenon and can provide a rich illumination of it.

Six individuals with Type 2 diabetes were selected from a diabetes day center
hospital registry. Three of the six people had been diagnosed with the diabetes within six
months prior to enrolling in this study. These individuals, two women and one man, had
participated in the same diabetes education classes during the summer of 1993. The other
three participants had had the diabetes for several years ranging from two 10 ten years.
These participants had taken the diabetes education classes several years prior to their
enrollment in this study. One of these last three people, a woman, had the beginnings of
diabetic complications including nephropathy and peripheral neuropathy.

Although, I interviewed all six individuals, I decided to exclude the last three

participants from the study and focus instead on the experiences of the individuals who
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had been recently diagnosed and had attended the same diabetes education classes. I
suspected that their experiences would be somewhat similar and would be primarily
concerned with the processes of learning to adapt to life with the diabetes, whereas, with
the other three individuals, I thought their experiences would be more concerned with the
day-to-day mundane demands of diabetes including learning to live with the
possibility/reality of the long term complications of diabetes. On reflection, | realized
that the educational needs of these two groups of people differed vastly and I felt unable

tc cope with the huge quantity of data generated by these two very distinct groups of
participants.
Data Collection

The dialogical interview is the most common method of gathering data (Osborne,
1990) and very effective toward understanding the phenomenon (Becker, 1989; Colaizzi,
1978). Kvale (1983) describes the interview as:

1) centered on the interviewee's life-world; 2) seeks to understand the meaning of
the phenomena in his life-world; it is 3) qualitative, 4) descriptive, and 5) specific; it is 6)
presuppositionless; 7) focused on certain themes; is open for 8) ambiguities, and 9)
changes; depends upon the 10) sensitivity of the interviewer; takes place in 11) an
interpersonal interaction, and may be 12) a positive experience (p. 174).

Of the various interview formats that Becker (1986) discusses, Osborne (1990)
suggests one in particular that involves the following three phases:

The first phase intesview is used to establish rapport and inform the [participant]

of the nature of the research. The second phase interview is used for data

gathering...should not be an interrogation aimed at substantiating the hunches of

the researcher. Open-ended, minimally structured interviews are more likely to

produce data which might otherwise be missed. ...[Participants] can be asked to

reflect further upon the phenomenon ... successive data gathering interviews

create a respiralling effect and enable a more complete illumination of the
phenomenon. (p. 19)

The interview format used in this study consisted of three in depth one hour

interviews with each participant. The interview format was semi-structured. I had

2]
(V]



prepared a list of questions to probe and prompt the participants if they wandered off
topic or became stuck. All the interviews were conducted in the participants’ own homes.
The study's protocol and ethics were reviewed with each participant during the initial
interview. It was at that time that each participant signed a consent form indicating
his/her willingness to participate in the study. Data collected in the first interview was
verified and probed for further description during the second interview. 1 shared my
interpretations of the participants’ descriptions with them during the final interview. 1
also shared with the participants a written/oral summary of their experience and asked

them to fill in any omissions and to correct any misinterpretations.

Data analysis

Data analysis methods vary according to the researcher’s preference and
objectives (Colaizzi, 1978; Osborne, 1990). Each method, however, seeks to illuminate
the phenomenon by discovering its essential structures through hierarchical thematic
analysis of the data. This method adapted from Giorgi (1975) and Colaizzi (1978) and
reiterated by Osborne (1990) consists of the following steps:

1. Each interview, after transcription, is read several times in order to get a feel
for the data. Interview tapes are listened to several times to help with
understanding the tone inflexions.

2. Phrases or sentences that pertain phenomenon under study are extracted and
numbered.

3. Each extracted significant statement is formulated into meanings. The
objective here is to go “beyond what [was] given in the original data and at the
same time stay with it 7 (Colaizzi, p. 59, 1978).

4. The meanings are aggregated into clusters of themes.

5. These clusters of themes are synthesized into higher order clusters.
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6. The above process is repeated for each protocol. The final structure for each
protocol is presented as a written synthesis.

7. At this point, a validity check with the participants concerning the researcher's
interpretations can be conducted.

8. The final step involves a between-participant thematic analysis that reveals a
shared structure of experience. This is presented in the form of a written
synthesis.

Data analysis in this study consisted of initially reading the interview transcripts
several times to help get a feel for the data. Listening to the interview tapes also helped
with this initial data analysis procedure bec iuse of the tone inflexions and pauses that
contributed to the meaning. I made short interpretive notes on the interview transcripts as
a result of this process.

The next step consisted of extracting and numbering phrases/sentences that
pertained to the Type 2 diabetes phenomenon. All the data provided by each participant
was included during this step; in other words, no attempt was made to exclude repetitive
data at this point. Each extracted significant statement was then formulated into a
meaning unit. These meaning units formed the first level of thematic abstraction and
were labeled as paraphrases.

The paraphrases were further thematically abstracted then clustered to form the
second order meaning units which were labeled as themes. A further clustering of these
themes into adaptational stages was then conducted. These stages were then written
descriptively in tables 2, 4, and 6. This process was repeated for each protocol. The final
structure for each protocol was presented as a written synthesis. The written synthesis
and analyses were then shared with the participants for their validation and/or correction.

The final step consisted of finding themes that were commeon to all participants.

These served as the essential structures of the Type 2 diabetes phenomenon and it was
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these common themes that were used to develop the transformational model outlined in
the discussion chapter.
Procedure

The first step involved finding participants who could best illuminate the
phenomenon. After obtaining the necessary official approval from the hospital
administration, I approached the staff members of a diabetes day center for a list of their
recent program participants. I contacted six people from this list by telephone and invited
their participation after carefully outlining the extent of their involvement. A signed
consent form was obtained from each participant signifying their agreement to participate
in the study.

I began with a one hour interview with each of the three final participants. The
approach was semi-structured: I had prepared a list of questions to turn to if the
participant became unresponsive or wandered off-topic. I conducted three interviews
with cach participant; each of these was one hour long. These interviews were conducted
in the participants’ own homes during the fall of 1993.

Afier the interviews were over, I transcribed the tapes verbatim and formulated a
within-participant analysis (two-level thematic abstraction) of the data provided. Once all
the protocols were analyzed then a composite analysis for each participant was devised.
This consisted of eliminating redundant or repetitive data. After the within-persons
analyses were completed, themes common to all participants were noted. In all there
were twelve themes that were common to all participants out of the total twenty two
themes.

During the final interview, I shared with the participants my analyses of their
descriptions and asked for their validation/correction of my interpretations. I modified
the analyses according to their responses. With this phase completed, I proceeded with
between-participant data analysis leading to a discovered structure of the phenomenon

that I discussed at the end of this manuscript.
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CHAPTER IV

Results

Introduction

This chapter presents a description of each participant’s experience of Type 2
diabetes. These descriptions are provided in tabular form, revealing the major themes
that emerged from each protocol. Two tables are presented for each participant. The first
table shows the excerpts from the interview (column 1) followed by a paraphrase of the
meaning of that excerpt (column 2) followed by an allocation of a theme to that meaning
(column 3). The second table clusters the themes together from the first table, revealing
which excerpts demonstrate the theme, accompanied by a general description of the
clustered themes. Each participant's e xperience is then presented as a written synthesis.
Finally, a general written synthesis is provided that presents thie shared experience of all
participants. The names are fictitious.

Individual Descriptions
Mark

Pcrsonal Information, Mark is 40 years old, married and has two teenage
children. He works as a pastor and also as a mental health worker at a care facility for the
elderly. His wife works as an instructor at a local community college. Both he and his
wife home-school their children. As a result, he has an extremely busy lifestyle. Prior to
the diabetes diagnosis, he and his wife shared meal preparation responsibilities including
the shopping and the cooking.

Mark's exposure to diabetes prior to his own diagnosts was limited to his family.
Both his mother, father and paternal uncle had diabetes. All had developed Type 2
diabetes late in life. According to him, his mother had taken good care of her diabetes
and for the last five years of her life, she had required insulin therapy. His father on the

other hand, had taken minimal care of his diabetes and lived a long productive,
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uneventful life. His uncle, however, had had major diabetic complications including a
leg amputation. This uncle eventually died from these complications. The effect of these
people's experiences of diabetes on him was remarkable. He repeatedly referred to his
uncle and how he hoped he would never suffer with diabetes as he had.

Mark and his family led a sedentary lifestyle. They used a lot of convenience
foods such as pizza and enjoyed traditional Ukrainian foods on a regular basis. All four
members of the family were overweight and had been for a long period in time although
Mark specifically referred to the time following the death of his brother as being the time
when he started to gain a substantial amount of weight. This was approximately five
years prior to his diabetes diagnosis. During that time, Mark chose to not attend his
physician for annual medical checkups for fear of what the physician might say about his
excess weight gain. He admitted that he had been aware of his risk of developing

diabetes during that time but felt unable to cope with such a reality.
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Table 1

Thematic Abstraction of Mark's Diabetes Experience

Excerpts from Transcribed

Interviews

1. I thought I didn't want to go
(o the doctor] because I'd been
having trouble with my cyes and
1 don't want w get glasses.
Maybe it's just vanity or growing
older.

2. Physically I was really
tired...I'd been having a lot of
headaches. It was a...listless
feeling not something 1 could put
my finger onto but...I didn't feel
well. However, I'd been going
through a lot of stress at that time
with my employer.

3. He'd [employer] laid 2 or 3
people off because they could not
make the deadline to get their
class 4 license... There were
threats of letters coming around
and if you don't do it by such and
such a date, you're not going o
be working...so I had the stress...]
thought that {the symptoms] was
all part of i1, you know.

4., When [ did go to my
doctor...he relayed that my blood
pressure is good and my puise is
good and strong...and there didn’t
seem to be anything else there
even the weight gain...I had
gaincd a lot in the past 5 or 6
years when [ was told that my
brother died. 1did put on a lot of
weight It was carcless I guess.

Two levels of Abstraction

1. Paraphrases

Symptoms of diabetes cause
distress about his vision which he
attribuied to aging.

Description of ill fecling prior to
diagnosis of diabetes which he
attributed to stress experienced at
work.

Descripuon of stressful work
sitation which occurred at same
time as diabetes symptoms. He
atiributed diabetes symptoms 1o
this stress.

Iniuial medical report favourabie
despite his anxicty about his
weight gain.
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2. Themes

Diabetes induced grief.

Diabetes induced grief.

Diabetes induced grief.

Frustration with unsympathetic
work boss.

Diabetes induced grief



Excerpts from Transcribed

Interviews

5. I 'was just finishing off last
minute details at the counter and
literally tumed to walk out the
door. Another...nurse...called me
back in and said there's oo much
sugar in the urine and we would
like to do this again to see what's
going on...I don't remember if
they made any changes...I know I
went to the fasting sugar the next
day and he re-bocked an
appointment for the next week...]
think they gave me a diet shect on
that day...and they wanted me to
stick close to that dict guidelines.

6. I think in the back of my mind
it [diabetes] would have
happened anyway. It's like I'm
doomed. Everybody in the
family has got it anyways. I
probably wiil get it

7. It {diagnosis] was shocking. 1
think my wife t0o it more than 1
did. It was very difficult for her
but, you know, because I know it
would require a lot of change.
Maybe it's time for a life change.
1 don’t know.

8. He [doctor] 10ld me at that
ume that I would have to go to
the adult daycare centre which
didn't thrill me. 1didn't know
exactly what it was but it didn't
sound very nice.

9. It {referral to diabetic clinic]
was ...well you mean I can't take
carc of myself. There wasn't an
explanaton of what the aduli day
centrc was. It was only you gotta
go there...] thought I had o go
and sce a psychiatrist...you know
somcthing in psychiatric daycare
where they sit around and smoke
all day...What am I supposed to
do herc?

Two levels of Abszaction

1. Paraphrases 2. Themes

Description of the time when Diabetes induced gnef
initial diabetes diagnosis was

made. These included the

surprisc about the diagnosis and

the prescription of a strict dict.

Expressed resignation about Diabetes induced grief
incvitability of his diabetes

diagnosis because it is

widespread among his family

members.

Decscription of his and his wife's  Diabcetes induced grief
emotional reaction to the diabetes

diagnosis. He knew that their

reaction was related to the

lifestyle changes that accompany

such a diagnosis.

Physician directed his care by Diabetes induced grief
referring him to diabetic daycare

clinic. Mark was angry and

uncertain about function of clinic

in his care.

Explanation of his emotional Diabetes induced grief
rcaction 1o the doctor's referral to

the diabeuc clinic. This reaction

was filled with apprehension and

confusion as he thought the

daycarc centre was a psychiatric

clinic. The relevance of the

diabetic clinic was not made clear

to him.
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Excerpts from Transcribed

Interviews

10. The hospital never called and
never called and you know you've
got o go o the hospital and you

know it was bad, you know we

goua gei some help here and all |

had was this one paper.

11. The doctor told me he was
going to make the appointment
which you know you trust your

physician to go ahcad and do that

but then there was never aily
follow up. Why hasn't the

hospital called? Whalt's going on
here? What am | supposed to be

doing in the mcan time? then it
was very confusing [and]
frustraung.

12. I know this sheet [dict sheet]
I had received...wouldn't do me. 1

have to know what I can and

cannot do. 1can't always, 1 guess

I can be disciplined cnough o
live by that if that was the only
thing that I could do but I know

there's other things [ could do. 1

didn't know what I could do.

13. 1t was kind of shocking
because you gota get in there,
you gotta get this taken care of
quick because 1t's bad.

14. Yeah {to needing

reassurance] you know you can
live with ithis. You're not going
to lose both legs tomorrow and

that [ could be disciplined enough
to contro! this. you know you can
have conwol over this. It doesn’t

have to have control over you.

15. 1 had constantly been seeing

my doctor..and he was very
pleased...but 1 didn't understand
exactly what's happening but

knowing if he's pleased...at must

mean that I'm doing something
right...a iot of trust night there.

Twao sevels of Abstraction

1. Paraphrascs

Description of his anxiety during

the waitling period between the

time of diagnosis and attending of

the diabetic clinic.

He wrusted his physician to make

arrangements for him to attend
the clinic and when that took a
long time he became frustrated

and confused about his course of
action and even if he should trist

his physician at all.

His anxicty was rclated to his
need o learn about his diabetes
management and specifically
what altematives existed to the
dict sheet that he had originally
been given,

Anxiety and shock expressed
about delay in atiending
educauon classes and an
awareness of scriousness of
situation.

Expressed his need for
reassurance about his ability o
take care of the diabetes and
reassurisice about the incidence
of complications.

Mark saw his phiysician
repeatedly following his
diagnosis and relied on him to
direct reatment and o reassure
him about his progress because

he himself had hmited knowledge

about the diabetes.
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2. Themes

Education crucial to treatment
plan success

Education crucial to treatment
plan success

Education crucial to treatment
plan success

Education crucial to treatment
plan success

Education crucial 1o ueatment
plan success

Diabetes induced grief



Excerpts from Transcribed

Interviews

16. It scemed like there was an
awful lot given [information at
the education classes] although
they have a nice approach the
repetition. It's nol straight
lecture. There's a lot of other
things involved but there's sull
lots...but it was tough...cverybody
had their questions s 1 didn't get
to ask my questions at umes but |
just listened o what others were
inquiring ...because 1 had similar
experiences.

17. Both my kids, they're
tecnagers, they got to attend a
few sessions <o that was really
good because they could remind
mc of some things that |
forgot...but it's stiii
overwhelming.

18. It [education] was a lot 1
know. There's still a lot of things
and I still have guestions and 1
guess there are no
answers...There's a big unknewn
that's sort of in the future. Who
knows?

19. I suill have a hard tume with
the dict...the menu. When they
brought out the rubber food
(laughs) 1 looked at that stuff and
it didn't mean anything to me
because we don't eat [like that|.

20. There's a real element of
unccriainty about other
adjustments that have (e be made.
I still have questions now..Why
do I fecl this way? Is this diabetes
or is this I'm just tired?

21. Practically we're not gonna
give up pizza in our life. That
I've got to know can [ have one,
two, three or {four picces? What 1s
the thing for pizza? and how do |
figure tha'? 1 don't understand.

Two levels of Abstracuon

1. Paraphrascs

Recognition that repetition and a
variety of teaching techniques
were key components to diabetes
education classcs. At the same
time, he felt at times he could not
ask his questions because of the
other class participants. He
found that experience frusuating
even though some peopic had
similar experiences to his own.

Children's role in diabetes
education was to remind ham of
information. This was
particularly helpful because of
the large quantity of information.

Admission that he sull has
questions about diabetes that are
at this point unanswerable.

Expressed difficulty with the
food part of the management
plan. Foods shown to him not the
same as his typrcal foods.

Uncernainty aboul current
symptoms and specifically which
arc attributed to diabetes and
which are not.

Inability w understand how o
calculate pizza into his healthy
dict guidelines.

jN
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2. Themes

Overwhelm with quanuty of
tnformavon.

Opumal leaming conditons
included inteliecwsal, expenential

and emotional components

Idenuficavon with classmates as
reference and support

Supportintegral ty weblbeing

Worry about potential ostcomes
ol diabetes.

Perwonal relevancee of
cducation/reatment plan

Worry about potental cutcomes
of diabetes

Personal relevance of
cducation/teatment plian



Excerpts from Transcribed

intervicws

22. Its still hard for mc o
understand exactly 30g of
cheese...what's 30g of cheese?
especially when you've got o
grate it. How do you measure
that? 1 don't understand that

23. The other thing is I wish they
would have gone a little bit more
into...I have allergics and there
arc certain things that I cannot
buy now as a diabetic.

24. I think it's [family support]
really a key thing. My family's
fairly supportive. However they
still don’'t sympathize in some
ways and I realize they can have
what they want too...this is what's
hard you know.

25. 1 think they've adjusted very
well. They're iving with a
diabetic where I amn the diabetic
so that's the difference. They
make adjustments for me but
they're not me. They're very
sympathctic but they don't
understand.

26. They'll {family) make
popcorn, they like butter, they
just smear it all over there...but |
think why are they doing this?
They don't need that.

27. My Mom has diaberes. She
controls hers...My father also had
it...He never did control his, ook
ume or anything... My mother's
brother had diabetes...and had
both legs amputated
cventuaily...you know those
things play on my mind.

28, Before it was, you go. I'm
not going...now ail 4 of us _rc out
there walking so that's a
change...we need to remember o
do it and ...that this is our life.
1l prebably help us all.

Two levels of Abstracton

1. Paraphrases

Difficulty in understanding and
applying diet guidelines.

Desire for more information that
was personally relevant.

His family's support of his
diabetes treatment plan is
important to him. Their support
1o him means their abstinence
from foods that he can't eat and
this is difficult for his family to
do.

Recognition that even though
family members are supportive,
the diabetes treatment plan is his
and his alonc.

Family members make unncalthy
food choices which doesn't make
sense o him given his new
understanding of healthy food
choices.

Several family members had
diabetes and each had a variety of
experiences with sclf-carz, the
conscquences of which concemn
him especially as regards to
ouicomes of his own diabeles.

Description of family's change in
atuude towards exercise and
recogniton of the permanence of
change in lifestyle.

|95
a3

2. Themes

Personal relevance of
education/treatment plan

Personal relevance of
education/r catment plan

Support intcgral to well-being.

Support integral to wellbeing

Concern for other's wellbeing.

Worry about potenual outcomes
of diabetes.

Permancnt change in lifestyle
requires atttude change and
comrnitment.

Support integral to well-being.



Excerpts from Transcribed

Interviews

29. I'm satisfied with what's
happening right now. I guess
perhaps I should go back in and
chat more with the dictitian and
find out exactly...how many
calories am I getting?...I know
having weight loss going on and
it is ongoing and I'm pleased.

30. My closet has small, medium
and large in it and I'm making it
into the medium bunch...so it {the
weight] is moving so that is
satisfying to me.

31. I was having low sugar
rcactions ard I have a monitor
that I'm taking and | know
something's happening and Oh
it's a 3-something and I don't
know who to call.

32. Irealize you take

sweet... There's something wrong
that's causing to go so low. 1
realize that from the lectures...]
contacted the hospital...[and] !
contacted my doctor...he's taken
me completely off the
mcdication...I guess that was the
answer but I...nced to be told that
and I guess experience is maybe
the best teacher. 1 hadto go
through it to understand.

33. The administrator (at his
work site is unsympathetic].
When I asked for time off...he
...said no, you're not sick...I said I
have 1o go to the hospital...He
says but you're not sick and I said
but I have diabetes...I said I'll
have this all my life...he called
the hospital and found out that
the name of the class was diabetic
education sc he denied me sick
time because it's educauon.

Two levels of Abstraction

1. Paraphrases

Satisfaction with current status of
diabectes and his management of
it There was a general sense of
well-being and a lack of urgency
about his necd to know.

Stecady weight loss satisfying to
him and is a sign of
accomplishment.

Lack of clarity about who to
contact when documented low
blood sugar reactions occur.

Course of action to treat low
blood glucese levels understood
on an intellectual level but
expericnce necessary for him to
apply that information.

Description of unsympathetic and
unsupportive work boss
particularly peraining to Mark’s
need for diabetes education.
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. Themes
Satsfaction with meal plan.

Mastery of trcatment plan.

Mastery of treatment plan.

Education cructial to treatment
plan success

Experiential learning paramount
and demanding of time and
effort.

Frustration with unsympathetic
work boss.



Excerpts from Transcribed

Interviews

34. I had o file a grievance and |
guess it'll be heading towards
arbitration...In the meantime, I'm
out $500 which is...you're
supposed to have less stress so it's
tough...Summer is out lax time of
income and not having half my
salary for the month is really...a
big hunk oul.

35. 1think the famous
personalities [like] Mary Tyler
Moore...she's been the butt of a
lot of jokes. Here she is, she's 40,
she has diabetes and she's
divorced twice...Everybody
laughs and well this is really not
funny...I mean there's nothing to
laugh at. She probably has it
undcr control.

36. It's [diabetes] is very
stressful.. .No wonder there's
family problems. You know it's
rcally is quite stressful.

37. 1feel like I do have
a..trusting relationship with...my
doctor. However, sometimes |
wish there was more of a...free-er
exchange of information...I think
he's quite knowledgeable...and it's
the thing of blame...maybe he
should have monitorcd me betier
knowing all my history.

38. Maybe I'm just looking for
other areas to say 1 didn't have to
do this...it's probably stll some
anger and acceptance of going
through.

39. @try 1o keep a record of what
is happening...I have a little bit
more scicntific ideas and
background and I would like to
see how you do this. How do you
graph this out when you're
finished other than here they
{blood sugans] are.

Two levels of Abstraction

1. Paraphrases

Frustration and stress with
reduced income resuliing from
his attendance of diabetes
education classes.

Experiences of famous
persvnalities who have diabetes
demonstrate ignorance and
unfaimess of general public about
diabetes.

Recognition that stress of
diabetes can adversely affect
family rclationships.

Eloquent description of his
attempt to reconcile himself with
the fact that his doctor did the
best ne could with regards to his
medical care. There was an
element of doubt the his
physician did not do all he could
tn prevent incidence of diabetes.

Admission of anger for having
lifestyle change foisted upon him
resulting from diagnosis of
diabetes.

Explanation of his lcamning nceds
which include more scientific
explanations than those he
received.

2. Themes

Frustration with unsympathetic
work boss.

Frustration with the ignorance
and lack of others' discernment

Frustration with the ignorance
and lack of others' discernment

Diabeies induced grief

Diabetes induced grief

Permancnt lifestyle changes
require atutude change and
commitment

Optimal lcarning conditions
included intellectual, expenential
and emotional components



Excerpts from Transcribed

Interviews

40. I try and space my times [for
blood testing]...you know just to
understand some other things that
are happening but I think the
understanding is still {lacking]. 1
think you have todo it to
understand it, to really know
what's going on and that's
difficult.

41. I guess it [understanding] all
comes with time, knowing where
to hit [blood testing] and how to
hit and it's still frustrating to me
to put [blood] on the tab and have
the machine say nothing
happened. You got to do it again.
That's frustrating.

42. That's a buck you're throwing
in the garbage...It's too much
money to throw it away. You
gotia do it right the first time and
I find that a little annoying but it's
knowing how to do it...is to
experience it.

43, 1 find people in sympathy but
not understanding. I have been
given sugarless candy with
sorbitol, this sort of thing.

44, She [his wife] says well my
mother cooks with this
[fructose]...so pcople are very
helpful and they're not helpful. 1
can't have this. This is one of the
-osc family. We have a bag of
fructose that is sitting there
waiting to be used up...perhaps
some education would be helpful.

45. The fetlow that I was
travelling with is a diabetic aiso
so it made it really easy to kind of
spar off on each other.. it worked
out really well and I could see
someone else in action that has
lived with it

Two levels of Abstraction

1. Paraphrases

Description of his need to
understarid reasons for blood
glucose fluctuations. He
recognized that experience is a
better teacher than intellectual
understanding and this was
difficult for him to acceptL

Frustration with lack of mastcry
of blood glucose testing
technique and a recognition that
expericnce will facilitate mastery.

Frustration with costly mistakes
with blood testing method. He
had the expectation that he would
be able to do blood glucose
testing accurately the first time.

He also recognized that
expericnce will facilitate mastery.

Expericnce of people’s sympathy
with his condition unhelpful
because of their lack of
disccrnment about diabcetes.

Recognition that people’s lack of
discemment is related to their
lack of knowledge about diabetes
and his treatment plan.

Secing and expericncing another
diabetic and his management of it
helped to reinforce his own
treatment plan and reassure him
of his ability to live with his
diabetes.

2. Themes
Experiential learming paramount

and demanding of time and
effort.

Expericntial lcarning paramount
and demanding of time and cffort

Experiential leaming paramount
and demanding of time and
cffort.

Frustration wiih the ignorance

and lack of other's discermment.

Frustration with the ignorance
and lack of other's discernment.

Mastery of treatment plan.

Support integral w wellheing.



Excerpts from Transcribed Two levels of Abstraction

Interviews
1. Paraphrases 2. Themes
46. That [malibu chicken in Eating out experience was atest  Mastery of treatment plan.
restaurant] was a good lesson for  of his ability to make healthful
me...I won't eat the malibu food choices.

chicken anymore...so kow to
avoid that? I don't know. I gucss
to ask for the chicken without the
sauce...so that was quite an
experience for me.

47, 1had some things on my leg.  Discussion of foot care in classes  Perscnal relevance of

1 don't know where it came became personally relevant after  education/treatment plan.
from...Oh no they 10ld me I'd his own experiences with
have feet trouble...it was just a scratches on his leg. This led him  Worry about potential outcomes

terrible thing and 1 thought good 1o worry about the potential loss  of diabetes.
gricf...am I gonna losc my leg? of his leg.

and I see what they mean you do

have 1o take care of it.

48. I'm not monitoring my blood Description of his current Mastery of treatment plan.
like 1 was because it scems o be handling of low blood glucose

level...When I get that...anxious  reactions in which he casually

feeling I think...it's ime to consumes some food and docs

cat...Go in...and see what you can not rely on blood glucose testing.

cat without destroying anything

and that you can handle at this

time and you know it scems o

subside.

49. 1 got my walk in on Monday  Satisfaction expressed with Mastery of treatment plan.
which I was really pleased and maintaining exercise regimen

then on Tuesday...we walked while away from home and usual

through there [huge store] you routine.

know up and down the aisles, so |
actually got my cxcrcise inon
Tuecsday 00 so I was rcally

pleased.

50. My family was also deing Satisfaction expressed with Permanent hifestyle change
exercise {in his absencel...so it family's maintcnance of exercise  required attitude change and
was really good and so weire still  cven in his absence. He also commitment.

in the groove and we're trying to - recognized the gradual and
turn that future outlook for us like permanent change in attitude

this is gonna be our life. towards exercisc.
S1. I think therc is a more Expressed comfort with current Mastery of trcatment plan.
calming thing right now...thc situation which is no longer in

cnsis 1s not, It doesn't seem o be  crisis.
a crisis situation. It can be
handled.
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Excerpts from Transcribed

Interviews

52. [When I h ‘ve a low blood
glucose reaction] I have a
headache...it feels like I'm
exploding so I compare it like a
migraine. It just feels like it's
popping on the top of my head
and on my temples especially...I
go like this [rubs temples] and try
and get relief. It just fecls like a
fight going on behind the
eyeballs...I've aimost experienced
like a chill. I thought I was
trembling but I didn't sec a
tremble. I can hold out my hand
and see a twitch but I can't see a
tremble. My hands...felt kind of
prickly numb...around my mouth
it was like prickles around my
lips...but the biggest indicator that
I nced to eat. 1just feel this
urgency that I've got to eat
something.

53. 1 have a friend that was
diagnosed with diabetes almost to
the date a year earlier...and he
went through a
program..however he's not in
control at all...so I said you've got
tc see a doctor.. he's got to be in
control...and he's a nice man...like
why is he doing this?

54. 1think I have other strong
motivations. It's nice to have the
accountability there just t give me
the feedback that I
need...However nobody is
holding my hand through the
meal plan and the exercise...s0 |
have those things fairly well in
my centrol.

55. It [motivation] wasn't
necessarily the knowledge that
gained from the classes but the
knowledge of what's happened
before you know with my uncle’s
dying...the knowledge that this is
serious and den't mess with it

Two levels of Abstraction

1. Paraphrases

Description of low blood glucose
reactions which are unpleasant
and involve a throbbing
headache, numb sensations in his
hands and around his mouth and
an urgency to eat.

Description of his fricnd's
experience with diabetes which
showed that his friend is not in
control of his trcatment plan.
Mark was unablc to understand
this as he himself is very aware of
the risks associated with diabeles
management.

Recogniton of motivational
value of repeated visits to his
doctor and a recognition of other
motivational factors that help him
10 maintain the eating and
exercise plans.

His motivation to adhere to his
trcatment plan was derived from
the knowledge of his uncle's
ncgative experiences with the
diabetes and the fear that he may
also have those experiences in the
future.
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2. Themes

Expenential lecaming paramount
and demanding of time and effort

Concern about others’ wellbeing.

Extrinsic and intrinsic motvation
necessary

Extrinsic and intrinsic modvation
necessary.



Excerpts from Transcribed

Intcrviews

S6. I think I can be strong and
say this is my time and I must do
this...or I must stop now without
having that particular dessert...I
think I'm strong enough to do that
but there are those pressure times
that do come and I don't know if I
could {remain strong]. I think I
could do that.

$7. The future is difficult to
forccast and I'm sure I'll have the
grace to go through a heart attack
or a stroke or kidney loss or
whatever might happen but it's
Stll [frightening]. 1f I can avoid
those things, !'d like 10 avoid
them and [a healthy lifestyle is] a
good motivating thing for me.

58. Through the years ['ve just
tricd 1o cat good old food..We do
have some artificial
sweeteners...but we've never used
the stuff...because it's artificial
food. It's not real food, ycu know
so why are we cating this stuff?

59. The explanation about the
production of insulin and why ii
is important in the process of
food so I didn't undcerstand [this
before]. 1know people had these
insulin shots but why is that
important for them 10 go
ahcad...so I think that was the
most important...information that
I gained.

60. I may have had the
knowledge because T knew they
had heart auacks. 1 knew they

had amputations but I didn't know

why...OK so now I understand so
it was very important for me.
Others in the session may not
have picked up on that but I did.

Two levels of Abstraction

1. Paraphrases

Recognition of strength he will
have to have to maintain healthy
lifestyle choices. He was
concerned about losing that
strength in stressful situations.

Anxiety about the future
alleviated somewhat by his
recognition of the spiritual
strength that he has. He also
recognized that the motivation to
follow healthy lifestyle guidelines
is derived in part by his desire o
avoid long term complications of
diabetes.

Questioned the value of
consuming artificial foods that
scem o be recommended by
diabetic clinic staff. These foods
are radically different from those
he has tried to consume over the
years.

Comprehension of function of
insulin action the metabolism of
food was the most helpful
informauon gathered from the
education classes.

Comprehension of physiology of
dizbetes ard its relationship o
development of diabetes
complications enhanced personal
reievance of treatrnent plan.

)
o]

2. Themes

Extrinsic and intrinsic motivation
necessary

Personal responsibility for self-
care

Extrinsic and intrinsic motivation
necessary

Personal relevance of
cducation/treatment plan

Personal relevance of
cducation/treatment plan.

Personal relevance of
education/treatment plan.



Excerpts from Transcribed

Interviews

61. 1 have my log I've been
keeping my blood monitoring in
so I've also included a column on
there and I keep track of my
weight and I've also been taking
my blood pressure every night so
1 have other information on hand
that I can look at and see
[wherther] things are sculing
down or not.

62. 1experience things I think all
of us leamn as we take it into our
minds through our heads and
through our experience, so it
requires bodily doing through the
activity. The health educator
could talk all day long but until
we experience it, we won't be
able to do it.

63. It's not just the lecture. |
don't think that would have done
it either and of course the
emotions were involved because
it's my life and I have to do this
and in my mind I knew I had to
do this and [ was anxious to learn
it so that's a little motivating to
get this down. You know, you'd
better understand this,

64. The way she's [CDA
representative] it was a gearing
towards education of the public
and maybe that's what we really
do need...but right now my focus
at this particular minute is what
I'm doing and what is the diabetic
association doing for me? It's not
like a support group of
AA..where you go in and say Oh
this week I had such a hard time [
took a candy bar...so | have
questions on how that functions.

Two levels of Abstraction

1. Paraphrases

Explanation of his method of
keeping track of his treatment
plan. This method includes blood
monitoring, weight checks and
blood pressure checks.

Explanation of experiential
leaming for real icaming to take
place.

Involvement of emotions was
crucial for him to lcarn the
maierials taught. Experiential
and intellectual leaming and
emotional involvement ali
necessary for opuimal leaming.

CDA representative implied need
for education of public about
diabetes and implied that class
members had the 1esponsibility in
assisting in this function. This
was not relevant wo him at the
time because of his own need to
concentrate on his own learning
and mastery of treatment plan,

This led him to question the value

of membership in the CDA
association.
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2. Themes

Personal responsibility for self-
care.

Expericential lcaming paramount
and demanding of time and
cffort.

Optimal leaming conditions
include emouonal, intellectual
and experiential components.

Personal relevance of
education/reatment plan.



Excerpts from Transcribed

Interviews

65. 1don't feel like I can give a
lot of ime to educate the public
right now...I just don't feel like 1
can fund raise...I don't need a
support group...tw hold my hand
through this so ! don't think [

would seek them out for that arca.

] think the area I would want is
the information...because they do
have a publication.

66. There were a few names
mentioned [at the clinic} and
perhaps these individuals have
given their permission...that their
names are going to be
mentioned...I found that a hitde
shocking and I thought am 1|
going o be the next topic of
conversation? I don't walk the
streets...with a big D on my chest
so why would that information be
given to anybody clse?

Two levels of Abstraction

1. Paraphrases 2. Themes

Statement of what he wants from  Personal relevance of
the CDA which consists of education/treatment plan
information about diabetes and its

management and not public

education or fund raising or a

support group.

Expressed shock at lack of Support integral to wellbeing.
confidentality of clinic staff

about their various patients. He

also expressed a worry that his

name would be similarly

mentoned indiscriminately.
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Table 2

Thematic Clusters of Mark's Diabetes Experience and Generalized Description of

Clusters.
Thematic Cluster

includes themes: Diabetes induced g'ri.ef

1,2,3,4,5,6,7,8,9.
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Generalized Description

Prior to the diagnosis of diabetes, Mark
was feeling physically unwell. Despite the
strong family history of diabetes and his
fear of developing diabetes, he attributed
his symptoms to aging and to the stress he
was experiencing at work. This was his
attempt to deny the diabetes. Upon
diagnosis, Mark and his wife experienced
shock and anger. He directed his anger ut
himself and he began to feel guilty about
his weight gain which he believed
precipitated the diabetes. His anger was
most obvious *vhen his physician referred
him to the diabetic clinic. At that time, he
questioned the relevance of the clinic to his
personal situation. In addition, he had
little information given to him about the
clinic and its purpose or function in his
diabetes management.



Thematic Cluster

his education and significant others around
him: includes themes, Education crucial to
treatment plan success, overwhelmed with
quantity of information, personal relevance
of treatment plan, optimal learning
conditions include intellectual, experiential
and emotional components, experiential
learning paramount and demanding of
effort and time, frustration with
unsympathetic work boss, frustration with
ignorance and lack of others' discernment,
significance of educated support.

10,11, 12,13, 14, 15, 16, 17, 19, 21, 22,
23,31, 32, 33, 34, 35, 39, 40, 41, 42, 43,
44, 45, 47, 58, 59, 60, 62, 63, 64, 65.

Generalized Description

Once Mark became aware of the need for
his education about the diabetes and its
management, he became anxious to
receive that education and was frustrated
with the time wasted waiting for that
education to take place. During that time,
Mark relied on his physician to direct his
treatment and felt helpless because he
himself did not know or understand much
about the diabetes. He believed the
situation to be urgent most likely because
of his extended family's experiences with
diabetes. He experienced a very

unsyn pathetic even antagonistic boss who
made :t more difficult for Mark to attend
the diabetic clinic because he denied him
sick pay. Mark identified his boss' lack of
knowledge about diabetes as the cause of
his frustration. His friends and family
were similarly uneducated about it. These
people however were very sympathetic and
attempted to be helpful but in actual fact
this caused him additional stress because
of his attempts to placate them. He
identified his family as needing education
about the diabetes and its management as
well as himself. He identified his learning
needs. He wanted the information to be
personally relevant and he assessed the
usefulness of any information given to him
on the basis of its relevance to his life
circumstances. He identified experieniial
learning as the most significant teacher and
this was the most difficult to master
because it required practice. He also
identified that he required rational
explanations for courses of action that
were recommended to him. He described
his need for emotional commitment and
involvement in the experiential and
rational learmning endeavours.



Thematic Cluster

Adapation to life with diabetes ;includes
themes, support integral to well being,
concern for others' well being, permanent
lifestyle change requires attitude change
and commitment, satisfaction with
treatment plan, mastery oi treatment plan,
worry about potential ou.comes of
diabetes, extrinsic and intrinsic motivation
necessary, personal responsibility for self-
care.

18, 20, 24, 25, 26, 27, 28, 29, 30, 36, 37,
38, 45, 46, 47, 48, 49, 50, 51, 52, 53, 54,
55, 56, 57, 61, 66.

Generalized Description

Mark's course of adaptation to life with
diabetes was marked by his necd for his
family's support which to him included the
whole family's involvement in the exercise
and eating plans. He described that
initially he wanted to blame his physician
for the incidence of his diabetes and he
expressed an cloquent desire for life
without the diabetes. As his knowledge
abeut the diabetes increased, he exhibited a
greater concern for other people's well
being especially those with diabetes or
those who seemed to engage in behaviours
that placed them at higher risk for
developing diabetes most notably his
children. He repeatedly described his
worty about the potential of diabetes
complications as an outcome of his
diabetes management. In fact it was this
worry that motivaied him by and large to
stick to his strict treatment plan. He
acknowledged that his greater knowledge
about the diabetes also helped to mativate
him to stay with the treatment plan. Mark
expressed satisfaction with his treatment
plan and his mastery of it even though low
blood glucose reactions were markedly
unpleasant. He demonstrated that even
though he appreciated the support offered
to kim by his family, he was personally
responsible for the success of his treatment
plan. He recognized that he had the
spiritual strength to endure the suffering
caused by any complications. He
expressed a deep need for confidentiality
and a concern that the particulars of his
medical condition may be indiscriminately
discussed in the community.

Synthesis of Mark's Diabetes Experience

The diagnosis of diabetes occurred afier a penod of physical illness and a

significant weight gain. Shock was experienced by both spouses. In addition, the

individual experienced guilt and frustration related to his carelessness in caring for his

health which he believed played a role in precipitating the diabetes. This frustration was
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augmented by a lengthy delay before he was able to receive any diabetes education from
the diabetic clinic. That delay time was fraught with tension and worry when the
individual reflected upon the possible negative outcomes of his diabetes, particularly
those similar to what members of his extended family had experienced.

During the waiting period, the individual expressed a helplessness about his self-
care which was directly related to his lack of knowledge about the diabetes management.
He relied upon and was forced to trust his physician to direct his treatment. Coping with
diabetes depended upon the education of a number of people beginning with himself and
his family and extending out to his friends, colleagues, and those in his work
environment. Some of these individuals were very sympathetic and supportive such as
his family members while others were unsympathetic and unsupportive such as his work
boss.

The value of educated support became clearer to this individual as a result of these
experiences becavse it was through the efforts of others who were similarly educated
about his diabetes management that this individual believed he was able to maintain the
necessary positive outlook and motivation towards the restrictive lifestyles measures.

The individual was able to clearly identify his leamning needs which included
intellectual and experiential components. Of these two components, the individual
believed that the experiential dimension was far more relevant. In addition, the
individual identified the need for his emotional commitment towards the knowledge
about the diabetes management. This commitment was paramount in following through
with the prescribed lifestyie changes. In addition, the individual expressed a need for
reassurance and support and a deep desire for confidentiality.

Adaptation to life with diabetes was marked by periods in time when he expressed
a desire for a life without the diabetes and a desire to blame his physician for the

incidence of the diabetes. These periods gave way to a gradual adjustment of the whole



family towards the new lifestyle and his sense of mastery and satistaction with the
treatment plan.

During the adaptation period. the individual began to express concem and worry
about significant people in his life who, becausc of their lifestyle choices, may be ata
greater risk for developing diabetes or its complications. These people included his
children, and friends; one of whom was also a diabetic. His worry about potential
adverse long term complications was the greatest motivator for him to remain committed
to his reatment plan. The period of adaptation concluded when this individual realized
that even though the support of his family and health professionals was imperative, he

was personally responsible for his treatment plan.

Margar

Personal Irformation, Margaret is 59 years old, married. and lives with her
retired 71 year old husband. This is her secondd marriage. She has three grown children
and several grandchildren. Both she and her husband spend six months of the year in
Arizona where she teaches ceramics and her husband golfs. They hive ina small
condominium with a full basement. The basement contains her ceramics workshop
where she often spends time alone.

Margaret described herself as the primary person concerned with meal prepariation
activities including the shopping and the cooking. She also has the m djor homemaking
responsibilities. Prior to her diabetes diagnosis, her major life siressor was her hushand’s
ill bealth. He suffered from several serious bouts of heart disease, a stroke and a case of
pancreatitis which almost kitled him. Generally, Margaret stated that they had no
financial difficulties and they enjoyed a relaxed lifestyle with lots of restaurant cating and
socializing.

The diabetes was a total shock to Margaret because there was no previous family

history of the disease. She had no experience with the discise except for w close famnily



riend who had Type 1 diabetes for about 30) years. Once she was diagnosed with
iabetes, this friend became a source of significant support and guidance for her. She
ften questionsd him about food and long term complications. He had been quite
sccessful in his diabetes management and was free of long term complications. This
rovided Margaret with hope for ..zr own complications-free future.

Margaret was slightly overweight as was lier husband. With the excepton of the
ccasional walks with an aging dog, they led a predominantly sedeniary lifestyle and with
1e exception of the stress related te her husband's ill health, Margaret described their
festyle as comforiable and relaxed.

Generally, Margaret found her children to be unsympathetic with regards to her
iabetes and its treatment demands. They often expected her to prepare foods for them
1d their offspring that were unsuitable for her consumption. She found this quite
ressful. In addition, she chose to shield her husband from the full implications of the

iabetes because of his ill health. As a result, she had little to no family support.



Table 3

Thematic Abstraction of Margaret's Diabetes Experience

Excerpts from Transcribed

Interviews

1. I was sick all winter...I had
achy joints, my mind would go. 1
couldn’t think straight. 1 was
irritable with people...I was sick
to my stomach and I couldn't
keep anything down. Ilost 22 1bs
and that was just ncrves or
something...I thought I had a
brain tumor...] was just wiped
right out.

2. 1 went to the doctor...he ran
the blood tests and...not two days
later he says, you'd better get in
here, you got diabetes...s0 1
went...thinking that this brain
tumor had showed up and he said
you got diabetes. He said that's
no problem, we'll get it
straightencd out.

3. We used to eat out a lot...now
when we're going downtown, |
think well where would we
go?...I'd rather come home and
eat something [ know 1 can have
and 1 can feel comfortable and
enjoy what I'm cating rather than
worry well what they've put into
il

4. 1 wanna stay home. There's
security here. It's stupid when
you think about it cause you're
taking your two pills and you can
go downtown...but I feel better at
home. 1don't look any different.
People don't know you've got
diabetes...] don't know what it 1s.
I just don't have the confidence is
what it is. Maybe that something
could happen...I don't even wanna
go south this year.

Two levels of Abstraction

1. Paraphrascs

Description of her prolonged
suffering leading up to the
diabetes diagnosis. This included
weight loss, sick stomach,
dizziness, inability to concentrate,
irritability and fatigue. She
attributed these symptoms (o poor
nerves or a brain tumor.

Description of her diagnosis
during which time she belicved
that the brain tumor had become
arcality.

Recognition of the difference in
her lifestyle as a result of the
diabetes specifically with regards
10 cating out. Her concern about
the suitability of restaurant food
has led her to choose o cat more
of her meals at home.

Recognition that her sensc of
security and self-confidence has
been shaken as result of the
diabetes.

2. Thecmes.

Diabetes induced grief

Diabetes induced grief

Permanent hifestyle change
required attitude change and
commitment

Diabetes induced grief



Excerpts from Transcribed

Interviews

5. At first I was taking it [blood
testing) 4 or S times a day cause |
wanted 1o find out when I was
high and when I was low and
what I was doing wrong and
finding out if excrcise was
helping or did it matter what 1
cat...then if I'm running high for
quite a while, I start testing 3
times a day.

6. 1can get feeling better or I can
get feeling not so good. In these
classes we took, it's up to the
individual and cach person's
different...and 1 feel it's up o me
if [ want o get feeling betier.

7. We maybe go outonce a
week...[like] roast beef at the
Bay...I know that leave the
gravics off and I'm OK. I can
have that and 1 enjoy it.

8. I was even wld that with strict
diet, I could possibly come off
the pills...within a year or so if 1
really work hard at it and that
gave me something to work for.
This time [ can't see myself living
without the pill cause...I'm not
leveling out that casily. It's up
and down but she said if you
work really hard, it's possible to
come off that pill or lessen it}
don't ook forward to ever taking
insulin and so that alone will
kecp me on the straight and
Nrow.

9. Atnight..I just like my cereal
and 1 know that's what's driving it
up in the moming...when 1 go o
bed at night it's low, now what do
I do?...1 have to have something
because it's quite low befere 1 go
1o bed and then 1 take a pill as
well so T gowa get together. It's
been better this week cause Pve
been working on it trying to find
out if 1 can have one cracker...or
..four.

Two levels of Abstraction

1. Paraphrascs

Description of her process of
discovery of how food and
exercisc have affected her blood
glucose levels. She described a
curiosity about how well the
blood glucose levels were being
managed and what she could do
to keep track of them if they
weren't in a reasonable range.

By auending the diabetes
education classes, she realized
that it was up to her to manage
her diabetes.

Awareness of her ability o select
appropriate foods in restaurants
while stifl following dict
guidelines.

Educators informed her that
through strict following of the
diet, & reducton or elimination of
her medication might take place.
She viewed this hopefully despite
the improbability of this because
of the fluctuating blood glucose
levels.

Recognition that food choices
have affected blood glucose
levels and dilemma aboui what to
eat at bed time to avoid high
blood glucose levels the next
moming.
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2. Themes.

Personal responsibility for self-
care.

Mastery of reatment plan.

Personal responsibility for self-
carc.

Mastery of treatment plan.

Hope for positive future.

Extrinsic and inirinsic motivation
necessary

Personal responsibility for self-
care.

Mastery of treatment plan.



Excerpts from Transcribed Two levels of Abstraction

Interviews
1. Paraphrases 2. Themes.

10. It gets depressing because Frustration and depression result  Diabetes induced grief

you think you're doing everything when blood glucose levels don't

right, you go for your walk and normalize despite her adherence Experiential icaming paramount
you come back and test and to the treatment plan. and demanding of time and effort
you're a 16.5 and you just wanna

cry cause you've done everything

right. It gets depressing. 1find

myself very depressed.

11. He’'s (her fricnd Bill] lived Bill's longevity and positive Hope for pos'ilivc future.
with it...for some 30 years...and it expericnces with diabetes have

helps 10 see him and I know if provided her hope for a similar

I've got 30 odd years left, great outcome of her diabetces.
because I'm pushing 60...there's

hope that I'm not gonna die in the

next 2 or 3 years because of this.

12. They{ her family] don't Family support for her diabeles Support integral 1o wellbeing
rcalize...how very serious it is absent because of their ignorance

[diabetes] or it can be and some about the consequences of Diabetes induced griel
people....don't have vision diabetes. The appear to have

impairment . They don't have made light of her suffering.

sore legs and sore joints like I get
if I run too high or too low...s0
it's not scrious, you're only a two.

13. My husband rcalizes. He's Description of husband's Support integral 1o wellbeing
pretty good. He helps me a lot. supportive role.

He knows when I'm down...He

knew something was terribly

wrong,.

14. He came to ong [class], the Description of her anxicty about  Support inicgral to wellbeing.
one I wanted him to come to...and her husband's health and how she

he was fighting a battle for has shiclded him from most of Significance of educated support
himself. Every year, around the education classes for fear of

September the first, his birthday, — worrying him excessively.
he ends up in the hospital, and I

knew he was under stress. He

had his heart attack 2 years ago.

Last year he had pancreatitis. [

nearly lost him again and I didn't

want (o stress him out...He's

pretty supportive with me. He'll

do the dishes and yeah, he's a

good man.
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Excerpts from Transcribed

Intervicws

15. [The purpose of the classes)
is to understand yourself and
what you got and the way you
have it. Like there's people there
who took insulin that would go
out there and have a sundae and
go back and take a shot of insulin
and that is you;re killing yourseif
as far as I'm concerned, who are
you fooling?

16. 1 knew nothing about
diabetes. The doctor don't tell
you anything...He just says take
these classes...Here's the pill...]
mean he's not..into it like they
are [cducators] they had so many
stories to tell of people...that died
or lost limbs...and things that
were almost unbelievable... {1
thought} she's making this up but
they showed pictures of things
that can happen...and I think
everything she said registered to
me.

17. You think about it [the
diabetes] but then again when
you start worrying about it, you
krow, it's in my hands. I've gotta
do something about it. It's up to
me to stay on this dict and to
exercise and cat proper foods and
if I do everything in my power
then it's gonna work for me and 1
gotta think that way.

18. I wanna live and I wanna live
without taking insulin as long as I
can. Also I think a big thing was
the classes... Those voices are in
my head and they echo. It's up to
you. If you went on this strict
diet, you could come down and
take less pills. You could cure
yoursclf more or less I say cure.

Two levels of Abstraction

1. Paraphrases

She described the purpose of the
education classes as a way for her
to understand her diabetes and
how to best manage it. She
expressed disgust with people
who took their self-care lighdy by
adminisiering extra insulin to
cover diet indiscretions.

Rccognition of the difference in
information dissemination
between her physician and the
diabetes educators. The
physician dirccted her towards
the clinic and prescribed the
medication while the educators
personalized the treatment plan
for her and made her aware of
potential adverse complications.

Margaret worried about potential
adverse outcomes of diabetes and
comforted herself with the
knowledge that she has control
over the incidence of those
outcomes by following the
wcatment plan very closely.

She expressed reasons for her
motivation which included
staving off the need for insulin as
long as possible. This message
was reinforced in the classes.

2. Themes.

Personal relevance of
education/ureatment plan.

Personal responsibility for self-
care.

Personal relevance of
education/treatmcnt plan.

Worry about potential outcomes
of diabetes.

Significance of educated support.

Worry about potental outcomes
of diabetes.

Extrinsic and intrinsic motivation
necessary

Extrinsic and intrinsic motivation
necessary.

Personal responsibility for self-
care,

Hope for positive future.

Significance of educated support



Excerpts from Transcribed

Interviews

19. There's no diabetes in the
family whatsocver...I don't know
if I'll hand this down to my
kids..yet I've got this so maybe
it's the way I've lived. Ii's
stressful. It just happened to me.

20. Idon'tlike it, it gets
frustrating. T'll icll you what gets
frustrating is to diet and 1o work
hard and do without and do
without and for a walk and Oh
1've only been 20 minutes, I'd
better make it an hour today and
keep walking and come home and
get a reading of 18.5 I could sit
down and cry cause...] think why
have I gone through all this and
I'mstill an 18.5

21. They say 2 number 2 is not
that serious, well, God I don't
know how a number 1 feels if
they have mood swings like minc
and they feel as lousy as [ feel
sometimes, they must feel termble
cause I just don't feel that great
most of my time...soa 2 is
serious.

22. I'd sure like a refresher every
year. I think it'd be great. A two
hour lecture from [the educator],
man I think that was just great,
bring all the crew back and sec
how they're all doing.

23. It's just up to me to work
with what knowledge I have. If ]
was ever stuck 1 would centainly
phone up there. I would make no
qualms at all..and I know she'd
leducator] would say you come
on up and let's have a look atit. |
know that. They're

there... They're terrific

people... They're on the ballgame
of what's what and they know
what you can do and what you
can't.

Two levels of Abstraction

1. Paraphrases

Eloquent attempt at
understanding why the diabetes
happened to her when there was
no history of it in the family. She
suspected that it was due to her
lifestyle.

Frustration with high biood
glucose levels that don't respond
to prescribed lifestyle behaviours
such as following the dict and
exercise plans.

Frustration with nonchalant
attitude expressed towards
individuals with Type 2 diabetes.

She expressed that a refresher
class with her former classmates
would help to motivate her.

Recogniton of her personal
responsibility about her self-care
behaviours and a realizauon that
the diabetes educators would

support there if she had probiems.

She expressed her faith in them.

2. Themes.

Diabetes induced gricf

Expericntal learning paramount
and demunding of time and effort

Personal responsibility for self-
carc.

Frustration with the ignorance
and lack of others' discermmient.

Extrinsic and 1intrinsic motvation
necessary.

Concern for others'classmates.

Significance of educated support

Personal responsibility for self-
care



Excerpts from Transcribed

Interviews

24. [The diabetes] helps the
people you're cooking for
because they're not taking the
sugar in like they would be
normally...My kids I've also told
them, cut back on the sugar and
my daughter has a baby who's 18
months and she docsn't get any
sugar other than natural stuff.
Now's the time to watch it. Why
push it?

25. He'd (husband} gone to the
doctor's...and 1 had worried about
it so extremely. The day he went
into the doctor's, | walked the
floor here not thinking T was
really worried but then on the
meter reading a 22 and then 1 run
high for about 3 days. T was
trying to figure that's what it was,
once they explained that this is
what can happen.

26. They lother people] scem
more concerned causc they don't
know about it so they ask
questions, they'll say well how
are you feeling today or...you
don't look good today. You're
pale or your cyes look tired or
something. They seem more
concerned than my own family.

Two levels of Abstraction

1. Paraphrases

She now has an enhanced
awarcness and concern for her
family's wellbeing. She educated
them about the diabetes and how
to avoid its incidence.

Explanation of the connection she
madc between the stress she
experienced as a result of her
husband’s ill health and her high
blood glucose levels.

Friends have been more
sympathetic towards her than her
family and they have expressed
more concern for her well being.

2. Themes.

Concemn for others’ wellbeing.

Expericntial lcarning paramount
and demanding of ume and cffort

Support integral to wellbeing



Excerpts from Transcribed

Interviews

27. Two years ago my husband
had a heart auack and I started
feeling funny then then the stress
was very heavy and 1 thought I
was gonna lose him..and I got
feeling bad then. Well thena
year later he came down with 2
bout of something elsec...so0 |
nearly lost him again and they
said they didn't think he was
going to make it and I'm
wondering would all that stress
could that have brought this on?
that's when I started fecling
disorizntated...I'm wondering if
all that stress and not eating and
not being able to figure things
out...I'm wondering if that could
have brought this on cause there's
no diabetes in my family and that
could have been the breaking
point of it whatever goes on in
the system and from then on, [
was never normal again.

28. It [the diet] gets annoying
after a while especially if it's
scmething you like and you're
hungry, see I don't cat breakfast
I cat a slice of toast which I don't
even want but | eat it anyway and
then...I have a light lunch.
sometmes I could do without
lunch but that's not good for me
either...but I do like my evening
snack which is very bad for me. 1
guess that's why in the
moming...I'm high.

29. 1 had no idea at all how
dangerous it really is and you tell
somebody that you have diabetes
and they say well are you on the
needle, well no, I take pills. Oh
well that's nothing and nobody
understands.

Two levels of Abstraction

1. Paraphrases

Reflection on events that may
have precipitated her diabetes.
These events included major
stresses with her husband’s
repeated sever and life-
threatening ilincsscs.

The rigidity of the dict is hard at
times for her. Since her diabetes
was diagnosed her cating pattern
has altered such that now cats 3
mecals and an evening snack
which she suspects is to blame
for her high blood glucose levels
in the morning.

Frustration with lack of
understanding shown by public
for her with her particular brand
of diabetes.

2. Themes.

Diabetes induced grief

Frustration with complexity and
rigidity of dict.

Personal responsibility for self-
carc.

Frusiration with the ignorance
and lack of others' discernment.



Excernts from Transcribed

Inierviews

30. They [new diabetics] should
go through that 4 wecek course...]
mecan there's no getting around it
because...what will happen is
you're gonna run into pcople like
I was talking about at the BBQ.
If they went w that course, there's
no way they'd be doing that.
There's just no way. They don't
rcalize the damage. You just
shorten up your life.

31. When I'm running high 1 get
hyper...and I'm tired and at the
same ume...I keep going yet I'm
tired. It's the craziest thing and 1
start hurting: my bones, my back,
arms they hurt and I don't feel
good and my head starts to kind
of throb and I know I'm high.

32. When 1 get low I get litde
speckles and weak and really
tircd. 1know in the aftemoon 1
gotta make me some supper when
I get shaky like that...so I grab a
chunk of celery while I'm making
supper where before T would have
grabbed a butter tart...I'm making
my supper hoping I can get it into
me before § go lower becausce it
doesn't feel good. Yougetoa
point where you don't wanna cat.
You just wanna go and lay down
that's it. You don't wanna cat and
that's the worst thing you could
do, you gotta get something in
there and it happens as soon as
you ¢at, it's just like a new
person.

33. The dieting part [was the
most important thing to leamn]j
and how much [to eat] is one of
the key things...] find 1t
frustrating like they're saying half
a cup, well half acup
this...because 1 don't like that
stuff...in my mind I'm saying well
why can't I have a cup of that
causc 1 don't like this and it
docsn't work that way.

Two levels of Absiraction

1. Paraphrases

Recognition of value of education
classes in enhancing each
individual's personal
responsibility for self-care and in
raising awareness about the
consequences of poor diabelcs
management.

Description of how she
physically feels when blood
glucose levels are oo high.
These symptoms are unpleasant
and painfui.

Description of low blood glucose
rcactions and how she has
managed them. These reactons
were unpleasant and involved
weakness, tiredness and
shakiness. Left untreated, she
would lose interest in eating at
all. Margaret has managed these
reactions by attempting to cat
foods that were part of her food
plan. This was difficult to do.
Once she has caten, generally she
has felt revived and refreshed.

Margaret expressed that leaming
about her food plan was the most
important comiponent of her
trcatment plan because as she
described it, it was very
frustrating to have only certain
quantitics of certain foods and
unlimited quantitics of other
foods. She found it difficult and
frustrating 1o comprehend this
system of food breakdown.

Lh
9,

2. Themes.

Worry about potential outcomes
of diabetes.

Personal responsibility for self-
care.

Diabeies induced grief

Expericntial lecarning paramount
and demanding of time and cffort

Persoral respensibility for self-
care.

Education crucial to treatment
plan success.

Frustration with complexity and
rigidity of diel.



Excerpts from Transcribed

Interviews

34. At the hospital, theyll give
you a food plan if you want one,
but I was doing OK and once 1
got the charts saying what's what
and how much sugar’s in it and
how much you can have per
meal, that's all you need o have.

35. The exercise part [was an
important part of the classes] and
how your body works...and about
the eyes, the blood vessels
breaking behind the eyes if the
build up gets 100 great you can
lose your eyesight and therc's
been so many documented
cases...Feet, 1 knew nothing about
that and that's very important and
you know things like that I just
don't coanect with diabetes just
give up sugar and you'll be OK
well it doesn't work that way.

36. 1 think that every Oh say
cvery 2 or 3 months they should
have a little class to bring you in
there like classes we had some
kind of a...smartening up class, a
class to refresh swuff you've
lcamed just cover that causc it's
gonna lcave our minds and we're
gonna push our dicts.

37. They make it sound
important. They tell you it's
important and that voice
feducator’s] 1s gonna leave my
mind eventually...you know
you're living, they're living
they're having a good time why
can't 1?7 and it's gonna leave that
imporance.

Two levels of Abstraction

1. Paraphrases

She cxpressed her satisfaction
with her food plan and with her
understanding of the foods that
were recommended for her
consumption.

Margaret described what she
learned and found valuable in the
education classes. These items
included information about
exercise, blood vessels and feet
and in particular, the relationship
between self-care and the
devclopment of potential
problems in these areas.

She explained her need for a
refresher class every 216 3
months 10 help her maintain her
motivation o stay with the diet
plan. She acknowledged that this
need comes from the realization
that she will push the limits of her
diet plan.

Expression of her concemn that
the imporiance of her ureatment
plan will leave her as she
compares herself to others who
seem to be enjoying their lives.
A refresher program would help
her o remember the significance
of following the wreatment plan.
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2. Themcs.
Sausfaction with meal plan.

Mastery of trcaument plan.

Personal relevance of education
and trecatment plan.

Extrinsic and intrinsic mouvation
NCECessary.

Extrinsic and intrinsic mouvaton
1S NECCSSary.

Personal relevance of education
and weatment plan.



Excerpts from Transcribed

Interviews

38. 1 gave a couple of them
[classmates] my phone number
and I gave them some recipes.
They were a nice bunch. I'd like
to know how they're coming
along...It's up to them but are they
gonna forget too?

39. Another thing which the
other people and I had in
common, the hands go to sleep or
the arm will go to sleep, yeah 1
hcard them talking, does you arm
ever go to sleep? yeah they do...1
think there was 4 of us with those
symptoms.

40. Now if I get a headache, |
wonder if my blood sugar's up or
down, you know, you don't blame
it on stress, you blame 1t on
diabetes which is stupid...ycah
everything goces to that, ycah
that's why I got this, that's why
my legs are sore, my arms ache.

41. 1 think I've aged 10 years in
the last year...you sec all the
wrinkles now, I didn't have those
last year and everything scems 10
be different.

42. Ithink it's up to me. | think
it's up to me [while crying].

Two levels of Abstraction

1. Paraphrasecs

She expressed an interest and
concern for her fellow classmates
with whom she identified. She
wona~red about their motivation
to adhcre to their treatment plan.

Similar symptoms with other
class mates made her reflect more
on the symptoms and their
causcs.

Questioning and worry as to
which of her symptoms werc
related to diabetes and which
were related to other illnesses.

Recognition that the diabetes has
affected her such that she fecls
she's aped 10 years in one ycar.

O1abeties management her
responstbility.

2. Themes.
Concem f{or others' wellbeing.

Identification with classmaltes as
a reference and support group.

Extrinsic and intrinsic motivation
necessary.

Education crucial to treatment
plan success.

Experiental learning paramount
and demanding of time and effort

Diabetes induced grief.

Personal responsibility for self-
care.

Support integral to wellbeing



Excerpis from Transcribed

Interviews

43. Even [boss] I worked for her
all of last year...I said to her I
can't do three classes this year. |
can't work from 7 in the moming
till 10:30 at night. I can't do that
this year...I said I'm gonna have
to cut back...and she says why?
and I said because of my
diabetes, I just get tired and it
runs me down and I get too hyper
and ] can't slecp and she says well
I don't understand that...[she said]
when you work..it gets your mind
off yourself...she rzally didn't
sympathize with this. This
diabetes is nothing. It's only
you're taking a pill and that's it.

44, They're all ionglivers {family
of origin] and they don't have
diabetes cither. Of course my
mom never drank or smoked in
her whole lifc. Both of them
were staunch Catholics. I guess
they didn't do anything except
work and be good mothers and
wives...You know our generation
is different...We're kinda rang a
tang, there's a phase you go
through and 1'th divorced, left on
my own with 3 kids to raisc and
there's a lot of stress there. 1If 1
was gonna be sick, I shoulda been
sick back then but vou go on and
on and on...I supposc once I got
on my feet..I ate and I enjoyed
iifc, could have been {that that
had caused diabetes).

Two levels of Abstraction

1. Paraphrases

Recognition and frustration with
unsympathetic work boss who
scemed to think that she should
work more to get her mind off
herself and was unsympathetic Lo
Margaret's stated need for more
leisure ime.

Reflecuon on the reasons for her

developing diabetes as there 1s no

family history of it. She lived her
life differently from her family

whereas she enjoyed her life once

she had been through her period
of severe adversity raising 3 kids
alone with little money and hittle
help.

2. Themes.

Frustration with unsympathetic
work boss.

Permanent lifestyle change

required attitude change and
commitment.

Diabetes induced grief.



Excerpts from Transcribed

Interviews

45. Tkinda explain things the
best I could {to family) but then |
say why worry them?..like my
mom phoned this spring and |
hadn't even been able to go down
o sec a doctor, that's how bad |
felt and I was just sick as faras |
was concerned and mom says
how arc you feeling? and 1 said
not 100 great. Isaid I worked
hard all winter. 1 think I need a
bit of a rest and when [ got off the
phone my husband said well what
do you want t¢ worry your mom
for? well you have to have
somennce to talk to.

46. Experience, hands on...is the
best weacher, reading 1t 1s one
thing. [t doesn't register ullat's
hands on.

47. Somebody cared. They
[educators] cared even though
they put thousands of people
through that hospital... I sull feel
hke they care and thisas their
job...because know I could pick
up the phone and 1 know they'd
sce me. That means a Jot

48. [Newly diagnosed people]
have 10 take those classes at the
hospual. I couldn't putinto
words in a 10 minute
conversation what they have o
know. They have to know all
those things from their eyes o
therr feetc.and not histen to other
people. Not listen hke they'll say
it'sonly atwo or they'll say I'm a
diabetic too but 1 can have angel
cake with 1ce cream every second
day, don't listen to other people
because everybody's different.

Two leveis of Abstraction

1. Paraphrases 2. Themecs.

Eloquent description of her Support intcgral to wellbeing
suffering rclated to the lack of her

family support for her diabetes.

She explained that she wanted

someone W talk to about the

diabetes.

Expericnitial learmning paramount
and demanding of time and
cffort.

Definition of her learning needs
which include a preference of
expericntial leamning.

Description of her feeling cared Significance of educated support
about by the educators which has
helped her to adapt to life with

diabetes and o cope with it

Education cructal to teatment
plan success

Her advice o newly diagnosed
people with diabetes 1s not to
listen to other people and o
participate in the education
classes which she found very
helpful. She suressed the
individuality of cach person with
diabetes.

Personal responsibility for self-
carc.

‘2,
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Excerpts from Transcribed

Interviews

49, [At] the BBQ that I went o,
they're diabetics, they're doing
exactly what they shouldn’t. No
way could I take advice from
them or I'd be dead or in some
kind of a coma, hypered all up. 1
can't live like that...How come
they're doing that with diabetes?
how can they function? | can't
function when I'm oo high or too
fow.

Two levels of Abstraction

1. Paraphrases

She expressed how incredulous
she was about individuals who
didn’t seem w have the same
level of commitment wwards
their self-care and in fact they
acted in very self-destructive
ways.
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2. Themes.

Personuil responsibility for selt
care.,

Permianent ffestyic change
tvolves atutude change and
commiuncent



Table 4
Thematic Clusters of Margaret's Diabetes Experience and Generalized Description

Thematic Cluster Generalized Description
I'he psvehological reaction to digbetes: Prior 10 the diagnosis of her diabetes,
includes themes, Diabetes induced grief Margaret was extremely unwell. She
1,2,4,10,12, 19, 31, 41, 44. endured this suffering, which interfered

with her daily living activities, for several
months before seeking medical attention.
During that time, she believed that her
symptoms were due to a fatal brain tumor.
Once the diabetes was diagnosed,
Margaret experienced some relief that this
wasn't imminently fatal. However, she did
experience grief and angst related to the
lifelong nature of the diabetes and related
to the complexity of its management as
well as the loss of her former lifestyle.
This was also related in part to the guilt
she felt about the lifestyvle she had led
which had included overeating and
enjoying life. This, she felt, had played a
role in precipitating the diabetes.

Also following the diagnosis, she began to
feel the need for greater security including
more time at home, and less of a desire 1o
eat out or to travel. This was due to her
diminished self-confidence in her ability to
care for herself particularly given the
complex treatment plan.
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Thematic Cluster

Learning to cope with diabetes depends on
education: includes themes, personal
responsibility for self-care, worry about
potential outcomes of diabetes, personal
relevance of treatment plan, frustration
with complexity and rigidity of diet,
education crucial to treatment plan success
frustration with ignorance and lack of
others' discernment, frustration with
unsympathetic work boss, experiential
learning paramount and demanding of time
and effort.

5,6,9, 15,16, 18, 20, 21, 23, 25, 28, 29,
30, 32, 33, 35, 37, 42, 43, 46, 48, 49.

Generalized Description

Mar:aret's attendance of the diabetes
education classes played a significant part
in her coping with the diabetes. During the
classes she became increasingly aware of
her personal responsibility for her diabetes
management. The classes also emphasized
the potential adverse outcomes of diabetes
if it were not well managed. This served
to enhance her sense of personal
responsibility. Comprehension of the
information disseminated in the classes
was dependent upon its personal relevance
to her. In addition, she identified that
experiential learning was her preferred
mode of learning and it was the use of
experiential learming techniques that
facilitated her learning. She expressed that
the diet information was the most
significant portion of her treatment plan
and that she found this portion of her
treatment plan the most frustrating because
of its complexity and rigidity. Related to
the diet was her frustration with her blood
glucose levels which often did not
ameliorate despite sirict following of the
diet and exercise plans. She was very
clearly aware of the importance of
managing her diabetes well because of its
relationship to the adverse long term
complications. She was also made aware,
as a result of attending the classes and her
own life circumstances, of the proportional
relationship between stress and celevated
blood glucose levels. As a direct result of
her enhanced knowledge, she worried
about the relationship of any ill symptoms
to her diabetes.

Marguret appreciated the significance of
her symptoms when she found they were
also experienced by her classmates. This
validated her own experiences. She
expressed a frustration with sthers who
were not as knowledgeable about nor as
interested in her diabetes. These people
included her boss and members of the
public whose nonchalance made it more
difficult for her 1o manage her diabetes.



Thematic Cluster

Adapiation to life with diabetes: includes
themes, permanent lifestyle change
required attitude change and commitment,
mastery of treatment plan, significance of
educated suppon, support integral to
wellbeing, worry about potential outcomes
of diabetes, satisfaction with meal plan,
extrinsic and intrinsic motivation
necessary, identification with classmates as
reference and support group, concern for
others’ wellbeing, hope for positive future,
personal responsibility for seif-care
3,5,7,8,9,11,12,13,14, 16, 17, 18, 22,
23,24, 26, 27, 34, 36, 37, 38, 39, 40, 42,
45, 47, 48, 49.

Generalized Description

The process of Margaret's adaptation to
diabetes began with her attendance at the
education classes where she became aware
of the need for permanent changes in her
lifestyle. This was an attitudinal change
that involved making healthier food
selections as well as making a commitment
to regular exercise. Eventually she
mastered her treatment plan and expressed
some satisfaction with it even though she
found the resulting low blood glucose
reactions very unpleasant. She wanted her
family's support but it was absent. This
caused her frustration and grief. Despite
this, her husband was somewhat
supportive of her efforts at lifestyle
change. However, because of his own ill
health and her concern about him,
Margaret chose to shield him from the full
implications of her diabetes. By making
such a choice, meaningful support was
absent. Instead, she received support from
her classmates, with whom she identified
and from the educators who expressed an
interest in her wellbeing. A long time
friend also provided her with meaningful
suppert. However, his recommendations
and variations in blood glucose varied
from those she had been taught so she
found his support limited. Margaret
identified her need for frequent refresher
classes to help keep her motivated. This
was also one way to stay in touch with her
classmates.

She also began to become concerned about
others’ wellbeing particularly as it related
to their risk of developing diabetes. She
stressed to her kids the importance of
eating a healthy diet free of sugar. There
remained times when it scemed to
overwhelm her and she became depressed
as she contemplated her future with
diabetes. Despite this, she attempted 10
use positive self-talk in order to remain
hopeful for a future free of diabetes
complications.



nth f Marqaret's Di xperi

This individual experienced prolonged suffering before secking medical auention.
During that time, she attributed her symptoms to a fatal iliness. Once the diabetes was
diagnosed, she experienced some grief and guilt about her former lifestyle. In addition,
she experienced a significant loss of self-confidence in her ability to care for herself. As
a result she demonstrated a greater need for security.

Learning how to cope with the diabetes by attending diabetes education classes
helped to alleviate the suffering somewhat and the frustration about the diabetes but with
the enhanced knowledge came the responsibility for her self-care. Many times this
individual felt burdened by this responsibility because her blood glucose levels often did
not normalize despite strict following of her weatment plan. Along with this enhanced
sense of personal responsibility came the awareness of potential adverse complications of
diabetes. These served to motivate and burden her, by turn. Following a period of
practice she eventually felt that she had achieved some mastery with regards 1o certain
aspects of her treatment plan, most notably the diet. Despite this, she found the diet
frustrating because of its rigidity and complexity.

Other facets of her learning experiences included identification with her fellow
classmates as a reference group. Often symptoms she experienced were validated by
other group members which imparted to her their significance. This group of people also
became a significant support group for her during the course of the classes. Her need for
support was very evident. It was noted that her family did not provide her with
significant support, even to some extent discounting the seriousness of her discase which
frustrated and saddened her. Her husband was somewhat supportive. However because
of his own ill health, she chose to shield him from the full implications of the diabetes
thereby lessening his ability to provide her with meaningful support. The educators at the
clinic provided her with significant support and she relicd upon them and rusted them

implicitly about the diabetes, even more so than her physician.
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She also experienced frustration with her unsympathetic work boss. This
frustration was directly related to her boss' ignorance of the ramification of diabetes and
of its effect upon her health and lifestyle. In addition, she complained bitterly about other
individuals, who through similar ignorance about her diabetes, minimized her disease and
its gravity.

The individual realized the importance the permanent nature of the lifestyle
change required in managing diabetes and she took steps to help ensure that these
changes would occur. Predicated upon the action was her attitudinal change about her
lifestyle and the importance of her health. It was this attitudinal shift that hastened her
concern for others' well-being most notably her children and grandchildren.

The presence of a long time friend who had successfully managed his diabetes to
date was a primary motivator for her own success and a way to provide her with hope for
a positive future, free of long term complications. Despite this, there were times when
she became depressed and overwhelmed with the enormity of the tasks involved in self-

care. She attempted to overcome those times with positive self-talk.

Sara

Personal Information, Sarais 39 years old, married with two teenage boys. She
lives with her husband and boys in a single-dwelling home. She works as a kindergarten
teacher in a nearby school. Sara’s family has a strong history of diabetes although this
was mostly unknown to her prior to her own diagnosis with the disease. She described
her family as having a very busy lifestyle with both parents working full-time and both
sons involved in several extra curricular activities. Foods consumed in this family tended
to be selected primarily for their convenience. Sara admitted that prior to her diagnosis,
all her family members led a relatively sedentary lifestyle.

She admitted that she had a chronic weight problem for which she had sought a

lot of help over the vears with a moderate amount of temporary success. Unforiunately,



she had never been able to maintain the weight loss for very long. Sara was particularly
interested in how her diagnosis with diabetes had affected her whole family. She
emphasized the importance of her family's involvement in her diabetes care although she
had chosen not to involve her family in attending the diabetic clinic with her. Sara
recognized the value of support groups and had herself been involved with one called
overeaters anonymous for quite a while.

What impressed her most about the diabetic clinic was the information about the
relationship of 'big babies', gestational diabetes and Type 2 diabetes because she had had
2 very large babies approximately ten to twelve years ago. She repeatedly expressed her
anger about not being ‘checked properly' by her doctor for gestational diabetes during her

pregnancies.
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Tabhle 5

Thematic Abstraction of Sara's Diabetes Experience

Excerpts from Transcribed

Interviews

1. I found out [during] the first
week of June this year. 1 went o
my doctor and I was really
thirsty...I could have held a hose
in my mouth and | thought
something's wrong here, then |
went in for a vaginal infection
and so from there {and] talking to
thc doctor. He put two and two
together and I was also geuting
cramps in my legs...at night.

2. 1think it was just that it
happened so fast [the diabetes
onsct). [ wasn't pre-warned that 1
had diabetes. All my symptoms
seemed 10 come on so quickly
and 1 had all these symptoms like
the cramps and the thirst and
everything.

3. He [altermate doctor] was
assuming that I had type 1
diabetes and he satd... come
down and talk to me and we'll see
what we can do so I left the
school and said, sorry guys |
gotta go, get a sub. I might be in
the hospital this afternoon and it
was quite emotional and that i hit
me that something Oh my
goodniess, so 1 phoned my
husband and he came and picked
me up and we vent off to sce this
doctor.

4. We sat and waiied so I went
home and bought the pills and
went on this strict rigid diet and it
was really quite emotional. My
husband and I, we didn't know if
I was gonna end up in the
hospiwal at any time,

Two levels of Abstraction

1. Paraphrases

Description of the symptoms
which drove her to seck medical
attention. Thesc included
extreme thirst, night leg cramps
and a vaginal infection.

The sudden onset of the
symptoms of diabetes created her
shocked reaction o it.

The realization that she had
diabetes brought on a grief
reaction and this caused her to
turm o her husband for support.
Hec offcred her this support by
aticnding the doctor with her.

She followed doctor’s stringent
measures: bought the medication
prescribed and begin to follow
strict dict. These measures were
in attempt to avoid hospital
admission.
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2. Themes

Diabetes induced grief

Diabzies induced gricf.

Diabetes induced grief.

Support integral to well being

Diabctes tnduced gnief.



Excerpts from Transcribed

Interviews

S. When I was talking to the
teacher the day before 1 found
out, she told me you know I think
it's diabetes and I thought Oh no.

6. When the doctor phoned, it
wasn't my doctor, whether that
had anything to do with it. He
phoned and said you have
diabetes and I think maybe
because my mother is diabetic,
my brother in law is diabetic. |
just assumed it would never
happen to me.

7. 1think it was overwhelming
like wow, this was going to be a
big change and I didn't expect
myself o get emotional like that 1
thought I'll deal with itand 1
think when I phoned my husband
and he was so supportive like I'm
on my way and he was right
there. I was getting
overwhelmed. Oh man, what's
gonna happen to me?

8. By the next day, even after |
had walked to the doctor, |
couldn't go back and 1alk to the
tcachers at school. I was just
rcally emotional now whether
with your blood sugar going up
and down probably had
something to do with it becausc
even now if I miss my
medication, like 3 or 4 hours
later, ! find myself getting
emotonal again.

9. That was the hardest part in
the beginning was these emotions
of these people wanting o out me
in the hospital and put me on
insulin right away.

Two levels of Abstraction

1. Paraphrases

The realization that her
symptoms may be duc to diabeles
filled her with apprchension.

Reflection on her reaction to the
diagnosis. Sara thought it may
have been duc partly to the
involvement of a second
physician or maybc to her
assumption that she would never
have the discase.

Her expericnce of shock was
most notable as an overwhelming
sensation particularly about her
future outcome.

Diagnosis of her diabetes was an
emoticnal cvent for her such that
she couldn't admit it w her fellow
co-workers. She wondered 1f that
feeling was duc in part 1o erratic
blood glucose levels.

Anxicty and gricf about potential
hospital admission and
introduction of insulin injections.
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2. Themes

Diabetes induced grief.

Diubetes induced grief

Diabetes induced griel

Worry about potential outcomes
of diabetes.

Diabetes induced grict

Diabetes induced grict



Excerpts from Transcribed

Interviews

10. When I first found out, my
blood sugar was up to 34 and
then I was on the pill so it was
dropping quite quickly so I think
cverything's out of whack and
you've got this kind of lightening
bolt that says you've got lo make
changes.

11. The first thing 1 did, like I
think it was more support from
family like the teacher at
school...she told me to stay away
from this...she was giving me
litde hints...so it was more of a
family and fricnds’ support
system.

12. It [diabetic clinic] was
wonderful. it was areal eye
opening expericnec as far as food
goes. Food and reading labels
and taking time o learn what this
discase 1s all about was a rcal eye
opener.

13. This wholc business of
having big babics and diabetes in
the family and geuting
pregnant...that I should have been
monitred and tested then for
gestatonal diabetes and 1 never
was. Nobody ever said anything.

14. 1 guess anger because if I'd
have known {about big babics
and risk of diabetes I might have
made altermate choices]. As soen
as I found out I was on the
bandwagon that 1 wasn't going to
let this beat me. 1f I'd have
known that 10 years ago, 1 would
have jumped on the bandwagon
then, so I guess it's a lack of
knowledge about it. If I'd have
understood more about the
diabetes 10 years 2go when 1 had
these big babices..F wouldn't have
had the big babics...If T was
lcaming the informaton then, 1
don‘t think I would have packed
this weight for that long.

Two levels of Abstraction

1. Paraphrases

Reflection on some of the
possible reasons for her
emotional uphcaval following the
diagnosis. These included the
changing blood giucose levels
and the realization of the
necessity to make lifestyle
changes.

Identification that her first linc of
support and information was
from a fricnd who gave her
practical advice about food.

Diabetes education was valuable
experience because she
discovercd more about her
diabetes and its treatment.

Recognition that her past medical
treatment was inadequate because
of the lack of monitoring for
gestational diabeles during her
pregnancics.

Recognition of her anger because
of her lack of knowledge about
her nisk of developing type 2
diabetes as a result of having
gestational diabetes in pregnancy.
Sara claimed that had she been
aware of this risk she would have
made constderable efforts to losc
the extra weight.
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2. Themes

Permanent lifestyle change
required auitude change and
commitment.

Significance of educated support

Education crucial to treatinent
plan success

Diabetes induced grief

Diabetes induced grief



Excerpts from Transcribed

Interviews

15. I think once they had me
leveled out like right away |
know what I have to do and 1
know that my mother survived
and my brother in law...I think by
being aware of what it is, it's
more what helped me through
that and then it just was I wasn't
gonna let it beat me so
determinaton | gucss.

16. It just amazed me everytime
f camc out of this clinic every
week and I kept notes like Fve
got a notcbook that's full of ideas
and full of information that is so
impontant to this whole diabetes
which before I wasn't even
concerned about.

17. I've always struggled with
weight problems all my life and
I've gone to every diet there ever
was and we talked about this at
the clinic that guaranteed I lost
weight on almost all of them but
they weren't maintained and then
you gained all that weight back
plus a few pounds so you're
putting on baggage after every
diet and with this [diabeles] it
was almost like a lightening bolt
that I needed o get my life in
shape like hey, you can't fool
around any more.

18. Litte quotes that she used in
the classes that stuck and she
gave samples of differeat people
and different things that have
happened and different movies on
foot care like if you don't watch it
you could end up losing ycur foot
in 3 week with gangrene.

Two levels of Abstraction

1. Paraphrases

As blood glucose levels
normalized she became aware of
people in her family who have
successfully managed to live well
with diabetes and began to
belicv~ that this could be true for
her 0o. As a result she became
determined to master her
condition.

Enhanced awareness of diabetes
and 1ts treatment resulted from
her attendance of the diabetic
clinic.

Her long term struggle with
obesity was related to her fack of
commitment to the weight loss
plan. Her diabetes provided her
with the opportunity to commit to
the long term amelioration of her
obesity.

Sara's fearning about the diabetes
process was relaied to the
personal relevance of the
information. When the
information was presented
visually, this seemed to heighten
her awareness and make the
information seem even more
relevant o her.
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1

Themes

Hope for positive future

Education crucial (o treausnent
plan success

Permanent lifestyle change
required attitude change and
commitment.

Personal relevance of
cducation/treatment plan



Excerpts from Transcribed

Interviews

19. It's a whole way of finding
out what foods have hidden fats
and the sugars and natural sugars
and vegetables that have natural
sugars and you know it just
amazed me some of the things
and then to carry that over inlo a
family, like I've got 3 boys and a
husband so there's five of us o
cat and I'm still working on that
arca where you have to plan
mcals and sct those kinds of
things up.

20. With the diabetes, you don't
have a choice like it's cither this
way or you're gonna suffer the
rest of your life or you could end
up killing yoursclf and then your
family suffers and like the doctor
said, you wanna be around o s
your kids grow up.

21. It's an ongoing process...but
as far as living with it day to day
iU's not genna beat me. I'm gonna
tx: around for a long time so I'm
not thinking of it as a real illness.
I just think of it as my hifestyle
that 1 have to cat for my

body. ke I've Jost 22 1bs since
the first time I found out so that's
the way I'm thinking. This is the
lightening bolt I needed hike you
can't have it anymore so you
might as well work on it

Two levels of Abstraction

1. Paraphrases

Discovery of the contents of food
has enhanced her awareness of
healthy food choices for herself
and her family.

Sara recognized that diabetes has
provided her with the incentive Lo
permanently alter her lifestyle.
This incentive comes from her
knowledge that if she didn't stick
with the treatment plan, she
would suffer the adverse
complicatons. This would also
adversely influence her family.

Sara’s coping strategy has been
onc of considering the diabetes as
a necessary lifestyle change for
her health. She has divorced this
change from diabeies us an
illness.

2. Themes

Concemn for other's wellbeing.

Extrinsic and intrinsic motvation
NECessary.

Worry about potential outcomes
of diabetes.

Extrinsic and intrinsic motivation
necessary.



Excerpts from Transcribed

Interviews

22. 3 months before I found out 1
had diabetes | joined a group
called overeaters anonymous and
it works on the 1.2 step
program...and a lot of that is
building up your self-esteem
and...putting your whole life in
perspective not just your weight
problem and I think that has
carried over into [my life] and
then I found out I had this, well |
just carried on with that and so
like I have a support group for
losing weight and 1 just tied it all
together.

23. You want to be around to see
your grandchildren so it's up to
you and they really stressed that
at the cliric. It'supto you. It's
not up o anybody else.

24, 1think I'm a visual
leamer...If I se¢ things |
remember them. If I'm just
sitting and listening to a lecture, |
have to take notes and read those
nolcs over in order for those
notes to sink in...like when they

did labels, they brought in cartons

of things and samples, the Pepsi
bottle and the cubes of sugar and
for me being that type of lcarner
was how I remember.

25. When 1 found out 1 had
diabetes, I talked to my mother
and she has diabetes...she's had 1t
for ...S years but then she
informed me that her dad had it
and her two brothe s had itand a
nicce had it so it is a lot in the
family and they say statsucally
that one out of my 3 kids could
have it so I'm working with them
on nuiriton.,

Two levels of Abstraction

1. Paraphrases

Diagnosis of diabetes came at a
time when she had already began
making permancnt lifestyle
changes. These included joining
overcaters anonymous which
focused on weight loss as a self-
estecem issuc. As a result she
connected all issues as
components of the permancnt
hfestyle change.

She recc gnized that she was
personally responsibic for the
outcomes and management of her
diabetes. This was emphasized in
the cducation classes.

Description of her preferred
leaming style which was visually
oriented.

Strong family history of diabetes
caused her some anxicty and
concern with regards o the nisks
of her children developing
diabetes. In an cffort to prevent
this, she has introduced some
discussion about health and
nutrivon issues with hier children.

~J
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2. Themes
Permanent lifestyle change

required attitude change argd
commitment.

Personal responsibihity for self-
care.

Expenentad feanung paramount
and demanding of ume and etfon

Concemn about others” wellbeinr,



Excerpts from Transcribed

interviews

26. My blood sugar dropped
down to 3.7 last t week after a
nical and my husband
automatically said well you need
1o eat something sweet and 1 sasd
no, I have w keep monitoring
how many times it drops or if it is
doing it steadily that I can reduce
my medicine not a quick fix so
like he didn't understand that
whaole process so I'm wishing that
my family had come to the clinic
and they were mviied.

27. It becomes a whole family
issuc and they say that a lot of
familics...that have a diabeuc
person...the whole furily
becomes healthier so you know
like my husband who doesin't
usually go for walks has offcred
10 go for walks with me and the
kids will go. Oh no mem, you
can't have that so they're
becoming aware. 1 keep them

ulking. We keep taiking about 1t

28, 1 was teiling somebody today
I think T feel better now than 1
have in 10 years. Ithink that
cating healthy and the exercise
and the walking and losing the
weight, it makes this whole total
prciure seem better.

29, 1teach at fan clementary
school] and a few years ago we
had a teacher on staff who was a
type 1 diabetic and then we had a
studend that was type 1 so they
have done just before T got
there...a fot of in-school
workshops explaning what
happens and explaining what to
do...so when 1 found out they
were right there and it's ke 1f
you need tme off, vou do st

Two levels of Abstraction

1. Paraphrases

Sara recognized that her husband
didn't have the same icvel of
knowledge or competence about
her diabetes because he didn'

attend the educauon classes. This

placed himn at a dizadvantage as
far as being able to offer her
educated support.

She recognized that her diabetes
has affected her whole family
because of the Wifestyle changes
in which they have parucipated

She attnbuted her wellbeing
feclings to the positive changes
she has made in her lifestyle
namely in the dict and exercise

Inservice educaiion of her feliow
co-workers about diabetes
treatment has posittvely affected
her in that her co-workers are
supportive of diabetes treatment
measures.

2. Themes

Significance of educated support

Mastery of trcatment plan.

Support inwegral io wellbeing

Signitiwcance of educaicd support.

Permanent lifestyle change
required attitude change and
commitment

Significance of educated support.



Excerpts from Transcribed

Interviews

30. I have to live with it. [ have
10 be respongibie and that's what
they really stressed at the clinic
10...you have 1o be on top of it
and she [educator] really stressed
that.

31. Ithink the biggest thing is
living with diabctes rather than
the scicnufic side of it like you
know I'm interested in the
scientific side of it as well but 1
think that's not the part that you
need the most, like you need 1o
know the basics of what it is ail
aboul but how to survive day to
day, you know watching for
symptoms and how 10 give your
medicines...and when you should
get off the medicine, all those
litde things and nutritton is the
most Important.

32. I{ind that hard {mcal
pianning | because...sometimes 'l
arrive home at 5:30 and s0 my
hushind prepared supper last
night and we're sitting at the wble
and he said you know | never
thought about what you can cat or
can't eat. It was just rush home
and get something on the table
and as we sat and looked at the
meal, it was a very safe meal
because of what he'd prepared,
the vegetables and the meatand 1t
wasn't anything that had extra
SULAFS 1 i

Two levels of Abstraction

1. Paraphrases

She recognized her personal
responsibility for her diabetes
management which was stressed
to her by diabetes educator.

Descripuon of informauon she
needed o feam. This imfonnation
wis related to her daily
management of the diabetes such
as what w cat, how to admnister
medicines, and how 1o make
treatment plan adjustunent
decisions

Sara found lifestyle changes
particularly diabeuc meal
planaing ditficult o make ot
umes because of ume constrnnts,

2 Themes

Personal responstbibiny tor selt-
care.

Personl refevance ot
cducahen/ireatment plan

Lafe constrasnts comphcated
diabetes management.

Mastery of treatinent plan.



Excerpts from Transcribed

Inerviews

33. There's cookbooks out there
but I'm not the person that can sit
and read cookbooks and plan like
I learn betler just rying things
and that's onc thing like right now
I know that's gonna be hard 1n my
life with working so it'son a
weekend that I can sit and go
through recipes and say figure out
portions because there's five of us
like how much should I have and
whatever and 1 know that's my
weakiness and I'm just doing one
step at a nme.

34 They [educaters] make up a
fooxd guide for you and ask you
about your hifestyle...so they fit
vour food plan into your lifestyle
rather than making you change
everything and that made u easy
like T put my meal plan on the
fridpe and this is what 1 can have
and it was basically things thot |
have like o bowl of cercal and
rust but just that information like
I now had 1o eat the fruit with a
meal, [ eonldn't just have iton iis
owti. Those hitle things and 1t
was just {iting it onto my normal
Lifestyle that made it casy.

IS, 'mno good at doing that
hind of thing [stnct dict
adherenice]. s a guide not a
hible. Tatorted using it as a
planoing guide for future meals
tike whon | go shopping Oh well
I need to have starches, T have
buy dark hread not just white
bread so ot helps, butit's not an
exivensive tookd or Lealth plan.

Two levels of Abstraction

1. Paraphrases

She identified effective leaming
techniques which include
experiential components. She
admitted that this type of lecaming
15 tirne and effort consuming.

Recemmendatons for diet and
lifestyle adjustments were made
in accordance and with respect to
her usual eating habits and
hfestyle. She saw this method of
recommending {ifesiyle changes
as positive and casy to Jollow.

Description of her use of her food
plan and overall treatment plan.
She used these as guides and as
tocls for planning meals, She
admiited that she has difficuliy
adhering strictly to a meal plan,

2. Themes

Experiential leaming paramount
and demanding of time and effort

Frustration with complexity and
rigidity of diet

Personal relevance of
education/reatment plan

Frustration with complexity and
rigidity of dict

Personz! relevance of
education/treaunent plan

Masiery of treatment plan.



Excerpts from Transcribed

Interviews

36. It [the education] was 4 full
days and I gather that it is quite
expensive Lo put on this clinic but
I could havc used more days
because | think there is so much
information and you just feel
saturated with all this stuff and
then you go through your notes
again and you say gee what do
they mean here?

37. [Overcaters Anonymous] is
like a suppert system that is
making me more aware of my
whole life rather than just the
diabetes or a weight problem. It's
putling everything in focus, like
with the support system from thc
overeaters anonymous and
meeting people there, 1 know 1
can go and talk to them about
anything.

38. Maybe not even so much the
education but maybe like if it was
a little support group like maybe
next month your group is gonna
meet togethier and you know 1
guess that's part of it like you had
a place to go and alk
everybndy there who hal the
same problem so 'twas kind of
neat. Oh 'twas just sharing
recipcs before sitting in our little
group before the instructor came
in and it was like getuiag together.

Two levels of Abstraction

1. Paraphrases

Description of her overwhelmed
sensation with the information
presented in the education
classes.

Value of overeaters anonymous
was a wholistic support group
that provided her with confidence
to manage her lifc.

Recognition of her need for
ongoing support that she would

receive from her classmates in the

diabetes cducaiion classes.
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2. Themes

Overwhelmed with quantity of
information.

Significance of educated support.

Support integral 1o wellbeing

Identification with classmates as
reference and suppont group.



Excerpts from Transcribed

Interviews

39. [Regarding nicee's diagnosis
of diabetes] I was sad. 1 thought
boy at 4 ycars old...she's dealing
wiih it but the long erm
complications and going through
her teenage years [will be hard]
and I think with that it's most
important for education and for
her 10 be educating the school
with the class she's with...starting
at 4 ycars old and going to play
school and today was a8
Halloween day and what do you
hand out? candy...l gave her a
goodice bag and 1 put stickers and
a balloon and litde blowing thing
in because I don't want to be
handing out candy in my
classroom

40. it was differcnt getting sick,
it was just a cold...but the things
you have 1o do are different like
you have 1o drink a lot of fluids
like you can't take a lot of
medicines, antihistamines or
things like that...so I had to play
around with and talk to the
phuaimacist like what can I take? |
had a sinus headache and 1 can't
tiake the sinus medicine so...1
have to change my lifestyle in
that sense which I hadn't thought
of s¢ much because T would
always got and geta celd capsule
kind of thing whereas now 1 have
to change that. You're always
leaming, different situations
come up and Oh what do 1 do for
that?

Two levels of Abstraction

1. Paraphrases

She realized the loss of a normal
life that her niece has experienced
as a result of the diabetes; for
example, she recognized her
nicce no longer had the freedom
to consume candy. She
recognized the nced for and the
importance of education of the
child's caregivers and friends. To
that cnd, she gave the child
suitable treats and reaiized that
100 holds a responsibility for
educating the people in the child’s
cnvironment.

Recognidon that the diabetes
altered her treatinent options for
illnesses such as colds and sinus
headaches. She realized that her
leaming was situationally
dependent and she found that
disconcerting.

2. Themes
Diabetes induced grief.

Education crucial to treatment
plan success.

Learning situationally dependent.



Excerpts from Transcribed

Interviews

41. Ifind it so hard now being
back to work to be able to walk
everyday and I miss that and onice
the snow comes, I don't like
walking in the snow so I have to
hopefully walk at school but you
know different things come up
and that throws you off your
schedule and once your schedule
is thrown off, then you start to
feel a litde different, so it's
somcthing that you live with on a
day to day basis.

42. Onc of the ladies that came
to talk 10 our group had it
{diabetes] for 31 years and she
was the onc who came to talk to
us aboui joining this group [the
CDA] so I think that's where
you'll get that people that have
had it for a long time sc that will
probabi; he something similar
where you geu to see people that
have been successful and that's
important and that you see that
you can do this.

43, Maybe right now I'm so
positive with it because iU's $6
new. I think it's just been a real
experience like it was kind of a
shock and emotional right at the
beginning and as I keep going 1
don't want to let my guard down.

44, With the kids hke when ]
forgot my medicine I was geding
really emotional. If they were
aware of things to watch for and
0 happen, they would say Ch
mom your blood sugar's o6 low
or something. They would be
able 1o watch me and sec these
changes when things happen and
just the education of just knowing
that diei is so important not just
for diabetics...I think they would
be more of a support system for
me if they understood. They
would become part of that littde
group that I was with,

Two levels of Abstraction

1. Paraphrascs 2. Themes

Description of the frustrations she  Life constraints complicated
has cxperienced in implementing  diabetes management.

the prescribed lifestyle changes.

These frustrations included a

varicty of life constraints.

Role of pcople who have
successfully managed their
diabetes over a long time was o
provide her with motivation and
hope for a similarly successful
future outcome.

Hope for positive future.

Extrinsic and intrins:c mouvation
NCCessary.

Recognition that diabetes Diabetes induced gricf.
diagnosis has been shocking and

has caused some emotional

uphcaval and her way of coping

with that has been to focus on the

positive aspects of the diabetes.

3ara's children did not attend the  Significance of educated support.
diabetes education classes and as
a resuit were not abie o
accurately interpret her
symptoms. She admriued that if
her children had this knowledge,
they would be better able o
supporn her in her diabetes
management in much the same
way as éid her classmates. Also
their enhanced knowledge would
be a valuable tool in helping them
o prevent diabetes from
happening o them,

Education crucial to treatment
plan success

78



Excerpts from Transcribed

Inicrviews

45. We become a family that eals
better and with my husband who
has high cholesterol we can work
towards becoming a whole family
thing. It also made me realize
how supportve my family is
when 1 found out Jike I think it
brought us closcr together, like
Oh morm has a problem like
they're all wanting to help...so
that was nice to know.

46. If I didn't have a goal 1o try
and lose weight, T think I would
probably struggie with the
diabetes more because I know if 1
lose weight and can get off these
pills then I'm in contro! rather
than using these pills to do things
so I want 1o be in control.

47. My next goal will be geuing
into the cooking ¢nd and figuring,
things out because [ don't want to
cver put it back on so that's my
goal right now, to do the exercise
and the walking and keep losing,
the weight and then for me to get
off the pills and then 2o more
food management so T don't go
too far off now. I have very basic
meals so then later you can add
desserts and deduct them from
the food plain and do all sorts of
things later. T don't have 1o worry
about that now.

48. 1 don't think the public
knows a whole lot hke T mean |
didn't. 1 knew that my mother
had diabetes. 1 didn't know there
wi 2 types and what they meant
and now people ask nie and Oh
well § have his type but there 1s
alvo this type...I educate my
colicagues and my family. but 1
guess if people don't have it or
aren't aware of anybody that has
1L, it's not important te them.

Two levels of Abstraction

1. Paraphrases 2. Themes

Recognition of the positive effect  Significance of educated support
that diabetes has had on unifying
the family’s cfforts at cating more
healthfully and at offering her
support in her effons at learning
1o cope with diabetes.

Weight loss early measure of
SUCCESS.

Her weight loss goal was helpful
as a way Lo remain in control of
her diabetes and its outcomes.

Bersonal achicvement of goals
indicator of treatment plan
success.

Description of her projected
management of the diabetes: first
came the weight loss then
elimination of the pills and then
experimentation with a vericty of
foods. She admiited that for the
present her pnimary goal
remained the weight loss.

Frustration with the ignorance
and lack of others' discernment

Recogrition of the public's
ignorance abut diabetes, its
various types and its
managcment. Sara believed that
the public’s ignorance was mostly
due to their lack of involvement
with or exposure to people with
dubetes.
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Excerpis from Transcribed

Interviews

49. Hopefully my kids are doing
science fairs and I'm hoping one
of them will decide to do
something on diabetes this year
because they will have a lot more
information and they will learn
from it so that they can educate
their friends.

50. [I'm] on glucophage. I know
there's different kinds and
basically...my body is making
enough insulin but it aliows the
cells to open up and absorb that
insulin and once I lose more
weight and get down 1 can go off
the medicine and just with diet
and exercise T will use up the
insulin I make so that scientific
part I was figuring out and once |
understood it then I know that |
can't just go and buy a chocolate
bar things like that, so it's
intercsting. 1 find this whole
thing intcresting.

51. There is so much information
and you only take in so much but
1 finireading now, Chright, ]
should be doing that...there is
morc information to soak in.

52. [Education] has to be
ongoing and with so many new
things that come out 2nd even
just reirforcement like you listen
to all of these lectures Tike I could
listen o them over and over again
bec wuse you pick out things that
change your lifestyle, different
things that come up then you
really understand what's going on
so I think it has to be ongoing.

Two levels of Abstraction

1. Paraphrases

Role of education needs to be
expanded beyond immediate
family’s boundaries to reach those
of her children's school friends.

Description of her understanding
of the function of medication and
the role of weight loss in
alleviating the need for
medication. This provided her
with incentives o stay away from
poor food choices such as
chocolaie bars.

Recognituon of the abundance of
mformation about diabetes and
her jnability to absorb it all 1t one
sitting.

Description of her need for
ongoing education to coincide
with the variety of her hife
situations.
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2. Themes

Education crucial to treatment
plan success

Extrinsic and intrinsic motivanon
necessary.

Education crucial to treatiment
plan success

Overwhelmed with quantity of
information.

Learning sotuanorally dependent.



Excerpts from Transcribed Two levels of Abstraction

Interviews
1. Paraphrases

53. Having that whole group that The value of her classmales as an
knows exactly whal you're going  effective support group came
tirough and knows exacily about  from the common knowledge and
all of this blood and everything expericnces thiese people had.
even more than your spousc at

that point. It made you feel good

to be with those people and you

don't know them from anybody.

You're all just meeting them that

one day so it was after 4 days of

being with these people, you

kncw you could wlk to them

about anything so that support

system is really important.
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2. Themes
Sivnificance of educated support

Idcentification with classmates as
reference and support group.



Table 6

Thematic Clusiers of Sara's Diabetes Experience and Generalized Description

Thematic Cluster

The psychological reaction to diabelgs:
includes themes, Diabetes induced
suffering, diabetes induced grief, anxiety
about possible imminent hospital
admission, worry about future outcomes of
diabetes, mood swings accompanied
erratic blood glucose levels, diabetes
induced grief, shock about diabetes
diagnosis, anger at physician for
inadequate treatment, anger about her
misinformation.

1,2,3,4,5,6,7,8,9, 10, 13, 14, 20, 39,
43.

Generalized Description

The period of time leading up to Sara’s
diagnosis was marked by her illness. She
suffered from several debilitating
symptoms which drove her to seek medical
attention and it was then that the diabetes
was diagnosed. Her initial reaction to the
diabetes was shock and grief panticularly
as the physician involved wanted to admit
her to hospital. She understood that to
mean that she was seriocusly ill. Ulumately
this caused her to rely more heavily on her
family and particularly her husband, for
encouragement and support.

Her previous experience with diabetes was
limited to her mother’s experiences which
she assumed oceurred only in old age and
as such she considered herself immune
from developing diabetes. This
understanding contributed to her shock
about her own diagnosis. In addition to
this, Sara started to realize that her
diagnosis would alter her life and that of
her family's though at the time, she was
unsure of what the changes would be.

As her blood glucose levels normalized,
she experienced mood swinzs which were
partly related to the erratic blood glucose
levels and partly to the emotional upheaval
following her diagnosis. She remained
particularly concerned about her future
outcomes with the diabetes.

Once she realized her risks of developing
diabetes were high because of previously
undiagnosed gestational diabetes, Sara
exhibited anger toward her physician for
his mismanagement of her condition and
her misinformation. She realized that had
she been treated adequately during &+
pregnancies and had the appropriate
information she may have been able o
delay or prevent the incidence of her type
2 diabetes.



Thematic Cluster

arning with diabetes involv
education: includes themes, Education
crucial to treaunent plan’s success,
education enhanced awareness about
disease and its treatment, personal
relevance of education, learning
situationally dependent, preferred learning
style visual, experiential learning
paramount, experiential learning time and
¢ffort-consuming, overwhelmed with
quantity of information, personal
responsibility for self-care, frustration with
ignorance and lack of discernment by
public, husband’s support integral to
wellbeing, significance of educated
support, identification with classmates as
reference and support, personal
responsibility for public's education,
education of broader public necessary.
11, 12,16, 18, 23, 24, 26, 27, 29, 30, 31,
33, 34, 36, 37, 39, 40, 44, 48, 49, 50, 51,
52,53.
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Generalized Description

Sara’s attendance at the diabetic clinic
classes enhanced her awareness about
diabetes and its treatment / management.
She was specifically impressed with the
significance of the effect of lifestyle
behaviours such as eating, and exercising
on the outcomes of diabetes. Therefore,
she believed education was crucial to the
success of her treatment plan. Sara
became impressed with her responsibility
for her self-care and as a result for the
outcomes of her diabetes. This was also
emphasized during the education sessions.
Sara was able to recite various quotes and
incidents from the education classes all of
which were personally relevani to her
treatment plan.

She observed that she learned best when
the information was presented visually and
when it involved experiential components.
Despite her declared learning style
preference, Sara recognized that masitery
of this type of learning took time and cffort
which at times was difficult for her to
accomplish because of her variety of life
constraints. She also observed that she
learned best about a particular method of
treatment or management when
circumstances warranted this in her own
life. For example, she learned about sick
day management when she herself became
ili. Sara identified support as an integral
component of her learning to cope efforts.
Though she wanted and received support
from her family, co-workers, classmates
and the public, she wished for educated
support and was grateful when those
offering her support practically or
emotionaliy had some understanding about
diazbetes and its management. For that
reason, ner classmates were a significant
support group for her during this stage.
She also recognized that education of the
broader public was essential to provide a
diabetes-friendly environment that was
supportive of people's efforts at their
diabetes management.



~

Thematic Cluster

tation 1o life with di 5: includes
themes, Permanent lifestyle changes
necessary, permanent lifestyle changes
required attitude change and commitment,
desire for life without diabetes, mastery of
treatment plan, satisfaction with meal plan,
extrinsic and intrinsic motivation
necessary, other's success with diabetes
provided hope, wellbeing enhanced by
lifestyle change, strict diet adherence
difficult, weight loss early measure of
success, personal achievement of goals
measure of reatment plan success,
diabetes enhanced family intirnacy and
support, diabetes management involved
whole family, life constraints complicate
diabetes management, concern for others'
wellbeing.
15, 17,19, 20, 21, 22, 25, 26, 27, 28, 32,
33, 35, 37, 38, 41, 42, 45, 46, 47, 50, 53.
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Generalized Description

Sara’s adaptation to life with diabetes
began with her realization that permanent
lifestyle changes were necessary for her to
effectively manage her diabetes. She
recognized that such changes required an
attitude change and a commitment to carry
through the changes. The particular
attitudes in question were those concemning
her health and her responsibility with
regard to its management. Though
concerned about potential adverse
complications of diabetes, Sara realized
that she could have a positive outcome to
her diabetes by observing significant
family members who had successfully
managed their diabetes to date. Following
the education, Sara realized that she had
mastered the abitity to manage her diabetes
well. At times she found life constraints
including time and money at odds with her
desire to manage her diabetes well and
conscequently, she found strict adherence to
the treatment plan particularly the diet
difficult, it not impossible.

Sara used her weight loss as an early
measure of her success with her treatment
plan which then became a motivator in
helping her stay on track. She admitted the
importance of personal treaunent pian
goals 1o keep her motivated towards her
treatment plan.

Her family played a significant part n
assisting her in making lifestyle changes.
Their support was invaluable to her and it
had the added benefit of bringing the
family civser together as they sought to
help her menage her diabetes well. She
noted that the overail effect of her hiestyle
changes was positive in light of her
enhanced sense of wellbeing and her
concern that others among her family and
friends follow suit by making posituve long
terin lifestyle changes as well,



Synthesis of Sara's diabetes experience

The diagnosis of diabetes was sudden and followed a shon but intense illness that
prompted her to seck immediate medical attention. The diagnosis was a total surprise to
this individual because she believed herself to be protected from what she considered 'an
old person's disease’. After her diagnosis, this individual questioned her relatives and
discovered that several of them had Type 2 diabetes.

The period immediately following her diagnosis was marked by tension and fear
that was partly due to having diabetes and partly related to the absence of her regular
physician and consequently, the involvement of fill-in physicians who seemed scmewhat
confused and hesitant about her medical care. During this time, she found great comfort
and support from her fellow workers who had some experience with diabetes because of a
former staff member's experiences with the disease. These staff members were also able
to offer her practical support with regards her diet.

The individual found the diabetic clinic 1o be a positive experience because of the
emphasis on education, support and practice. Altheugh she attended the diabetic clinic
without her family, she believed that educated support was imperative in the success of
her self-care behaviours. As a result, she involved her family in her diabetes self-care as
much as possible, including them in meal planning, exercise and blood testing.

She experienced some frustraticn and anger resulung from the knowledge that her
medical doctor may not have treated her appropriately during her pregnancies some ten to
twelve years previously such that she had not been screened for gestational diabetes, nor
had she been warned about her risks of developing Type 2 diabetes.

During the course of her adaptation to life with diabetes, this individual became
aware of the need for permanent lifestyle changes particularly with regards her diet and
exercise habits. Successt:. ! role models were important to her during this time because

they provided her with hope for her own successful outcomes with the discase. These

>
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ivle models were significant people in her life and included her mother and brother in
taw,

There was a recognition that these permanent changes involved an attitudinal
change and certain amount of commitment to carry through these changes. It was evident
*hat -his sense of commitment was related to her belief of her personal responsibility for
her self-care--a message emphasized by the educators at the diabetic clinic. It was
noticeable that this individual's attitudinal shift engendered a concern for other's
weilbeing including other family members who had not as yet become quite as concerned
abs  acir health and their responsibility for its maintenance. Another noticeable change
in this individual's family relationships was the enhanced intimacy and support amongst
ramily members as a result of her diabetes diagnosis.

This individual recognized and admitted the role of motvating facters in
facilitating adherence to the new lifestyle behaviours. These factors included a
realizaticn of the potential adverse complications that result from poor adherence to
lifestyle behaviours. Positive support from educators also became a motivating facior as
was success with the reatment plan. This success included early weight loss. “Phiy
ultimately led to a sense of masiery and achicvement which also fostered her motivation
positively.

There were definite constraints which hindered this individual's total adherence to
the prescribed treatment plan and these included: time, money, her maternal role and the
demands of her children on her time and efforts. This experience was paracularly
frustrating as she had not yet learned to balunce the demands of her disease and the
remainder of her life.

This individual was clearly able to identify her preferred learning style which v
visual and her need for experiential learning that was relevant to her persornal
circumstances. She also stated that she tended to learn things s they applicd w her hife,

that is, her learning was sttuationally dependent. She expressed frustratiorn with the



ignorance of the public with regards her treatment plan demands. She also recognized the
need to educate the broader public about diabetes and generally speaking, its treatment
demands as a way 1o support those like her who were attempting to adhere to difficult

treatment plans.



The Shared Expetience
Introduction

Twenty two themes (see table 7 p. 93) emerged from the analysis of the data
provided by the three participants. The themes siared by the thiee participants wene:
"Diabetes induced gnef™ "Educauon crucial to treatment plan success” "Peisonal
responsibility for self-care” "Personal relevance of education/treatment plan™
"Experiential leaming paramount and demanding of time and effort” "Support mtegral 1o
wellbeing” "Significance of educated support” "Identification with chuesmates as
refcrence and support” "Concern for others” wellbeing” "Permuancent hiestyvle change
reqaired atiitude change and commitment” "Extrinsic and inirinsic motvaton necessary”
"Masiery of treatment plan”.

Six themes were shared by two of the three paruceipants, These were:
"Overwhelmed with guszatity of information” "Frustration with the ipnoranee and Lack oi
others' discernment” "Hope for  witive future” "Satsfacton with ead plan™ "Prusinse:
with unsympathetic work boss™ "Worry about potential ovtcomes of diabetes™ Fach
participant expressed some themes that were vot shared by any of the others wenie of
these will be coversd inthe following discussion,

All participants expressed some grief folowinge the dinerosi of the
This psychological reaction included shock, dental, snger sadoes wul ae o
life without dizbetes. Bach purticipant expressod a different faces of this grict Mgk aned
Marearet espressed their guilt about ooar former btesvle behavrours wiich they heheved

)
s

had precipuated the diabetes, whereas Sara expresseid siore shick beoanne she traly
¢t

believed that diabetes would not happen to her because of her vouth Hoth Mard o

Margaret expressed some denial. initialiv, about their diaberes Mark saibuted his
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diabetes symptoms to aging while Margaret attributed them to stress and to a fatal illoess.
In both cases, the attribution of symptems miade both individuals delay seeking medical
attention.

The sadness and the desire for life withoat diabetes was expressed by Margaret
and Mark who both wished for their former life. Yet both of these individuals werne able
{0 comment upon the positive changes that resulted from the incidence of disbetes.
Anger was expressed by Mark and Sara. In Mark's case, he directed his anger at his
physician whom he felt had not warned him sufficiently about his risks of diabotes
because of his obesity and strong family history of the disease. Sara also directed her
anger at her physician whom she felt had mismanaged her condition particularly during
her pregnancies such that she had not been adequately monitored for gestational diabetes
nor had she been wzrmed about the risks associated with gestational diabetes in terms of

the development of type 2 diabetes later on i life.

Role of education

All participants concurred on the significance and the importance of education in
the reatment and management of their diabetes. All thres participants were unaware of
appropriatz lifestyle behaviours that would be conducive to effective diabetes
management prior to these sessions. For example, both Margaret nud Saris menticed the
significance of foot care which they had not, prior to the education classes, realized wis o
component of diabetes treatment. Mark, on the other hand, was particularly nnpressed
with the i'npertance of heart healthy lifestyle behaviours inciuding dietary fat reduction
and exercise. In all three situations, the education sessions enabled cach individual to
make sense of their treatment plan recommendations. However, it was interesting tha
two of the three participants ( Mark and Sara) were overwhelmed with the quantity of
information disseminated to ‘hem in the education classes.

This sense of being overwhelmed was likely denived from both of these

individuals desire to comply fully with the recommended treatment plans and from their
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realization that they had many lifestyle changes o implement. Interestingly, both Mark

and Sara declared themselves 1o be visual learners.

Personal respensibility

All participants discussed their personal responsibility for their self-care. Each
stressed that the successful management of their diabetes was up to them. In addition,
each mentieved that this message had beer: brought up and stressed in the education
sessions. However, the level of personal responsibility differed amongst the participants.
Mark, who tended to function more independently than any of the other participants,
stressed that he appreciated the support offered to him by his family and friends but he
remained ultimately accountable for the cutcomes of his diabetes. To Margaret, personal
responsibility was an attitudinal shift in which she recognized that her lifestyle
behaviours had a significant role in determining the outcomes of her diabetes. Similar to
Margaret, Sara recognized the significance of her lifestyle behaviours in determining the
successful outcomes of her diabetes and with that came her understanding of her personal
responsibility in implementing those necessary lifestyle changes.

It was this sense of personal responsibility and the knowledge that others had
successfully lived with the disease that provided Sara and Margaret hope for their
positive outcomes with the diabetes. Boih of these individuals knew of close friends or
relatives who had successfully managed their diabetes. Mark. on the other hand, had a
negative experience with family members who had diabetes. In his experience, these
people had had negative outcomes with the diabetes partly through their own negligence.
This had the effect of enhancing his sense of personal responsibility for his self-care and
raising his level of concern and worry about his development of potential adverse

complications.

Experiential learning

The theme of experiential learning as paramount and demanding of time and

effort was also shared by the participants. Here the participants expressed their

90



preference for the experiential mode of learning. All three participants commented on
their greater ability to understand the mechanics of their treatment plans when this
information was presented to them experientially. They also commented on the difficulty
and complexir - »f mastering tasks presented to them experientially. In addition to the
complexity, M~k commented about the expense of mastering experiential tasks such as
blood gluces. onitoring. The complexity of experiential tasks seemed to raise the

individual's level of stress mostly because of their own expectation of task mastery.

Personal relevance

The personal relevance of education/treaiment plan was also common to the three
participants. Sara expressed this theme most eloquently when she described her learning
as situationally dependent. In other words, information presented to her needed to be
relevant to her general life situation and specific to her particular condition. For example,
she discussed that she learned how to cope with diabetes in illness when she herself fell
ill. Mark and Margaret expressed similar learmning needs. Sara and Margaret expressed
their satisfaction with their meal plans while Mark expressed satisfaction with his overall
treatment plan. Their satisfaction was derived. in part, from their sense of mastery of the
various aspects of their meal/reatment plans and from their realization of the personal
relevance of each of their respective treatment/meal plans.

Support

All participants discussed the significance of support in assisting them practically
and emotionally to live successfully with diabetes. Mark described his family's support
as including their abstinence from unhealthy foods and their parucipation in hius food and
exercise plans. Sara, on the other hand, described her need for more emotional support
from her family. This, she believed, further enabled her to follow through with ber
treatment plan. Practical support was also available to her as her husband participated in
her exercise plan. Margaret's experience of support was significantly different from the

other participants in that meaningful familial support was absentin her life partly because
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her family members were not aware of her need for their support and partly because she
chose to shield her husband from ihe full implications of her diabetes because she
received that support from her classmaies. She expressed a need for emotional support
around coping with her fears about diabetes and in particular her fears about developing
any of the long term complications of diabetes.

Al three participants expressed their desire for educated support such that all
those offering them support would be at least generally knowledgeatle about diabetes
and its implications. Sara in particular commented on the difficulty of making her family
understand certain aspects of her treatment plan because she herseif was still learning
how to master those aspects. For this reason, the three participants identified with their
fellow classmates as a support group. These individuals had spent time together learning
about their diubetes management and as such were able to offer practical as well as
emotional support to one another.

Margaret identified the diabetes educators as those who offered her significant
practical and emotional support because they spent a considerable amount of time
teaching her how to make the lifestyle changes in her dietand in her exercise habits.
They also provided her with much emotional support which consisted of encouragement
and emotional space to vent her feelings about the diabetes. It was these individuals upon
whom she relied quite heavily most notable because her family and work environments
were unsupportive of her efforts to live well with the diabetes. Mark comrmented that in
his experience the general public and casual acquaintances were in sympathy but lacked
understanding about the diabetes, generally speaking. He noted that he often became
irritated with the misinformation, even antagonism that he encountered. In his experience
these people were friends or work colleagues. Mark was clear that he wanted both
emotional and practical support from his family but he only wanted praciical support
from friends and colleagues. Both Mark and Sara experienced frustration with an

unsupportive work boss/environment. In addition, they both atributed the lack of



meaningful support in these environments to their bosses’ ignorance about diabetes and
its treatment.
Attitude change

All three participants recognized the impertance of the auitudinal change required
in order to implement permanent lifestyle changes. All three recognized thata certain
level of commitment to making the necessary lifestyle changes emanated from their new
attitudes. These new attitudes included a sense of personal responsibility for one's own
health, a greater realization of one’s own mortality, and a greater concern for others’
wellbeing. 1t seemed as though the diagnosis of the diabetes was a sufficiently
disorienting event 1o enable the shift in attitudes to take place.

Motivation

The discussion of motivating factors was as interesting as it was important in that
all three participants identified various extrinsic and intrinsic factors that facilitated their
adherence to their treatment plans. These factors includea a desire for longevity and
good health , a fear of adverse long term complications (Mark in particular), the reward
of approval and support from family friends and educators (Margaret and Sara), the loss
of excess weight (Sara), the ever-increasing understanding about diabetes and is
treatment (Mark and Sara), and the enhanced sense of wellbeing that resulied from the

knowledge that the job had been done well (Sara).



Tabie 7
Definitions of the Themes Abstracted From the Interviews

I.

Diabetes induced grief: A psychological reaction to the diagnosis of diabetes and to
the loss of the former litestyle. This reaction included denial, anger, guilt, shock,
fear, sadness, depression and withdrawal, @ reflection on the possible causes of the
diabetes and a sense of blame of others who may have been able to preventits
incidence.. A physical suffering accompanied this psychological reaction including
pain and overall malaise.

Education crucial to treatment plan success: A realization that education about
diabetes and its treatment essential in order to enable individual to learn how to
manage the diabetes successfully. Education also included the validation of
symptoms previously not ascribed to diabetes and an awareness of the need for
education of the broader public.

Personal responsibility for self-care: A sense that the successful management of the
diabetes was more or less totally in the hands of the individual.

Personal relevance of education/treatment plan: A recognitdon that the individual’s
most significant learning occurred when the information presented was personally
relevant to the recipient of that information whether in the prescribed treatment plan
or the actual life circumstances of the individual. In this process there was a
guestioning of recommendations made. Relevance of information was related to its
method of presentation.

Learning situationally dependent: A sense that the learner came to understand
concepts of self-care as situations where application of those cencepts occurred 1n
the learner's life.

Experiential learning paramount and demanding of time and effort: A realization
that hands on experience was the primary way to facilitate transfer and integration of
the material. This micthod of learning demandeid considerable amounts of time and
effort before mastery was accomplished. An example of this type of learning is
blowd glucose testing. Some frustration was experienced because of the time
involved in practice and in the unpleasantness of certain experiences such as low
plood glucese reactions and a concern about the relationship of other symptoms to
the diabetes.

Overwhelmed with quantity of information: A sense that materials to be learned
exceeded the learner's ability to comprehend them.

Support integral to wellbeing: A realization that the positive support of significant
family members, co-workers, educators, friends, and ones self was important in
establishing a climate where the prescribed diabetes treatment plan regimens were
accommodated in an atmosphere of cooperation, caring, reassurance and
confidentiality. This aimosphere was conducive 1o the whole family's involvement
in the treatment plan but the individual remains ultimately responsible for his/her
own treatment plan.

Significance of educated support: A realization that sympathy alone expressed by
significant others was insufficient in providing an atmosphere of cooperation. These
individuals needed t¢ be knowledgeable abv- 1 the diabetes as well as about the
particuluar treatment plan. Supportive relation ships positively motivate individuals
towards their self-care.



10.

17.

18.

19,

2Q0.

21.

22.

Identification with classmates as reference and support: A sense of commonality in
the learning processes and stages of adaptation te diabetic life between the fearners
who attended the same education classes. This sense of commonality in learning
processes facilitated the formation of & support group.

Frustration with complexity and rigidity of ciet: A sense of frustration with oneselt
because of the difficulty in adhering to the prescribed diet as a result of its
complexity and lack of flexibility in accommodating the individual's lifestyle
preterences.

Frustration with the ignorance and lack of others' discernment: A sense of frustration
with others who appear/act ignorant of the individual's needs for cooperative support
in adhering to the prescribed treatment plan. This frustration contributes additional
Stress

Concern for others’ wellbeing: A realization that significant others particularly
family members were at some risk for developing diabetes and/or its complications
as a result of their lifestyle behaviours.

Permanent lifestyle change required attitude change and commument: A realization
that successful rnanagement of the diabetes meant permanent lifestyle changes were
essential. These required a positive attitude of support and commitment towards
those lifestyle changes.

Extrinsic and intrinsic motivation necessary: A recognition that extrinsic and
intrinsic motivators were esseatial for the successful management of the diabetes.
These motivators were both positive and negative in nature such as the positive
support of educators, positive self-talk and the fear of long term adverse
complications.

Hope for positive future: A sense that the individual's disease outcomes would be
positive in the long term.

Masiery of treatment plan: A sense that the individual had mastered all aspects of
the prescribed treatment plan both physically and emotionally and is achieving some
success such as in weight loss.

Satisfaction with meal plan: A sense that the individual experienced sanisfaction with
their meal plan. This became an indicator of the individual's adaptation to life with
diabetes.

Worry about potential cutcomes of diabetes: A fear that the adverse outcomes of
diabetes were in the person's future. This led to worry about the person's life, family
and work if the complications became a reality.

Frustration with unsympathetic work boss: A sense of frustration with the
individual's work boss who was unsupportive of the individual's needs including
time off to attend to the preccribed diabetes treatment plan.

Optimal learning conditions included intellectual, experiential and emotional
components: A recognition that the individual's optimal learning was achieved when
the teaching included rational inforraation, hands on practice and emotional space to
vent one's feelings about life with diabetes.

Life constraints complicated diabetes management: A recognition that life
constraints including time, money and other circumstances interfered with the
individual's ability to adhere strictly to the prescribed treatment plan despite the
individual's best intentions.



CHAPTER YV

Discussion

Introduction

I began this study with the objective of gaining an understanding of the lived and
learning experiences of people with type 2 diabetes and with a desire to explore the value
of these experiences in the development of diabetes education pregrams. [ wanted to
know if bv yguning an insider's perspective to the diabetes experience, my understanding
of the diabetes education process would be enriched and expanded. 1 believe that the
participants have illuminated the experience profoundly. They have answered my
questions well and have in fact helped to ruise more questions that can be pursued in
further research.

I will conclude this thesis by, first highlighiing the collective experience as
determined by this study, while reviewing some of my own thoughts as a diabetes
educator and integrating them into the ramifications of the collective experience on the
cducational processes. From this I will demonstrate a learning model that encapsulates
the collective learning process described by the study participants. This will be followed
by a discussion of several key issues that have emerged, namely: the psychological
reaction to diabetes, learning to cope with diabetes, :d adaptation to Iife with diabetes.
Finally, I will discuss the implications of these findings on further research and diabetes
educauon practice.

Grief

In looking back at what was presented carlier in the literature review concerning
paticnts' experiences of diabetes, the grief reaction figured rather prominently (Quint
1969). Quint's study was done with families of children with Type 1 diabetes and it was

the first of its kind that examined patients' perspectives of their disease. Quint (1969)
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identified the cause of the grief reaction as the result of its interference with the social
order of the family.

Certainly, the participants in this study all experienced a grief reaction following
their diagnosis of diabetes. The nuances of the grief reaction varied from one articipant
to the next ranging from denial to gutlt, shock, and anger.

Sara: ...I left the school and said, sorry guys I gotta go, get a sub. 1 might be in

the hospital this afternoon and 1t was quite emotional and that it hit me that

something (pause) Ob my goodness.

Margaret: There's no diabetes in the family whatsoever...T don't know if I'll hand

this down to my kids...yet I've got this so maybe it's the way I've lived. It's

stressful. It just happened to me.

Mark: I thought I didn't want (o go [for medical attention] because I'd been

having wouble with my eyes and I don't want to get glasses. Maybe it's just vanity

or growing older.

He [doctor] told me that time that I wouid have to go to the adult daycare centre

which didn't thrill me. Tdidn't know exactly what it was but it didn't sound very

nice.

It was the theme of loss of a former lifestyle which interfered most directly with
the social order of the families of the participants. This was most evident when the
prescribed treatment plan interfered with already established roles and activities such as
the selection and preparation of foods particularly if these were family favourites or the
introduction of an exercise regimen to an otherwise sedentary family.

Mark: It [the diagnosis] was shocking. I think my wife took 1t more than I did, h

was very difficult for her but, you know, because 1 know 1t would reguire a lot of

change. Maybe it's time for a life change. I don't know.

Margaret: We used to eat out 2 lot...now when we're going downtown, | think

well where would we go?...1'd rather come home and eat something | know I can

have...

Sara: It's a whole way of finding out what foods have hiddenr fiats and.. natural

sugars...and you know 1t just amazed me some of the things and then to carry that

over into a family, like I've got 3 boys and a hushand so there's five of us to eat
and I'm still working on that area.

It was also evident that some of the family members of the participants had some

difficulty adjusting to the new lifestyle. This caused some tension and frustration



amongst the family members. Clearly, the diagnosic of the diabetes was a major
disorienting event for both the participants and their families.

It was particularly interesting to note the themes of denial, ariger, and guilt
brought out by the study participants. Though these were not mentioned directly by
Quint (1969), I understood, albeit by inference, that denial and anger were integral
components of the grief reaction. What was particularly interesting about these two
emotions was, in both cases (Mark and Margaret), these were associated with a delay in
seeking medical attention and a general vawillingness to pursue learning about diabetes
minagement.

Margaret: T was down south and I was sick all winter not knowing what was

wrong. I had achy joints, my mind would go. Icouldn’t think straight. T was

irritable with people...I was sick to my stomach and couldn't keep anything down.

[ lost 22 Ibs and that was just nerves or something...I thought I had a brain tumor

and | went all winter [iike that].

Mark: [Doctor] said it was for counseling and it's for my diabetes and how 10
handle that and I sull didn't think it sounded very nice.

During this time Mark. in partdcular, believed the diabetes education to be
irrelevant and repeatedly questioned the value of attending the diabetic clinic. Clearly,
the initiation of an educational process at such a time must be carefully weighed against
the risks of doing so. As a diabetes educator, I have come face to face with individuals
who were clearly not ready to learn about diabetes management and yet by virtue of their
attendance, were coerced to participate in the educational program.

The theme of guilt was peculiar to all three of the study participants. This was not
mentioned by Quint (1969) at all. most likely because the incidence of Type 1 diabetes
was not associated with former lifestyle behaviours unlike the incidence of Type 2
diabetes which was partly related 1o lifestyle behaviours such as poor dietary habits,
obesity and inactivity. Here again, it was the role of guilt in the adjustment 1o life with

Jiabetes that is of some significance. In all three cases it was associated with regret and a
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seemingly genuine desire for life without the diabetes or another chance’ at reforming
their former lifestyle. Furthermore, it was associated with a sincere concern for oihers'
wellbeing particularly other family members and friends who may themselves e at risk

of developing Jdiabetes and/or their complications.

Mark:...I've always been fairly good about getting a yearly checkup but this time
it had been about 3 years and I had put on a lot of weight so 1 didn't wantto go.
My family] make popcorn, they like butter, they just smear it all over there. |
think why are they doing this? They don't need that.

Sara: 1f [ had known that 10 years ago that if you don't do something now, 10
years from now you're gonna have Type 2 diabetes from being overweight.
would have done something different back then.

[Diabetes] is a lot in the family and they say statistically thiat one our of my three
kids could have it so I'm working with them on nutrition.

Margaret: We're kinda rang a tang. There's a phase you go through and F'm
divorced left on my own with 3 kids to raise and there's a lot of stress theye. 1
wis gonna be sick I shoulda been sick back then but you go on and o1 suppose
once | got on my feet and got going again, Tate and enjoyed life. Could have
been that {that caused the diabetes].

1 got grandkids, you know and my daughter told her 1o get checked. i told her
not to feed my granddaughier too much sugar,

Formal diabetes aducation

All three participants essentially began o learn o cope with their diabetes when
they attended the diabetic education classes. The classes were of major significance tor
several reasons; these included meeting the participants’ intellectual, emovonal and
experientiai learning needs concerning the diabetes. in addition, the class participants
formed a reference and support group tor another. This support group was of great
significance in facilitating the participants’ adjustment to life with the diabetes, These
findings are in keeping with those reported by Wikblad (1991) concerning pattents’ needs
for basic knowledge about daily life with diabetes and their need for hehavioural
reinforcesnent and emotional peer support directed both to the patieats and those closest
to them.

Margaret: [New diabetics] should go threugh that 4 week course I mean there's
no getting around it because whut will happen is vou're gonna run into people like

99



I was talking about at the BBQ. If they went wo that course, there's no way theyv'd
he doing that  There's just no way. They don't realize the damage. You just
shorten your life.

Sara: |The diabetic clinic] was wonderfui. It was a real eye opening experience

as far as food goes. Food and reading labels and taking time to learn what this

discase is all about was a real eye opener.

Mark: In some ways [the education classes were] overwhelming. I'm glad they

stretched it over 4 days. [ wish in some ways T had more handouts. I took lots of

notes and 1 have to review things and to remeinber things.

It was Mark who directly reported his inc lectual learning needs. He explained
that scientific, and logical informaiion belped him to understand the ratonale behind the
treatment plan. Sara, on the other hand, wanted ¢ learn the basic knowledge about daily
life with diabetes. She was more interested in how to manage her diabetes in a variety of
sttuations such as when she was sick, or chose to eat out in a restaurant rather than a
seientific explanation of the physiology of the disease or the rationale behind the
trearment plan.

Similarly, Margaret was interested in learning how to cope with diabetes in her
life including how 10 manage it when experiencing undue stress. She was not particulurly
interested in the scientfic or treaunent plan explanatons. Margaret's learning needs
appeared to be more emotional and experiential in nature. She repeatedly expressed her
frustration and grief with the lack of fanmial emotional support.

Experiential learning needs were expressed by all participants. These included the
ability to perform blood glucose monitoring adequately, to select appropniate foods from
amenu or 2 vrocery store shelf, and to carry out exercize activities with confidence.

Whit was particuliarly significant about these experiential tasks was that they required
cltort, tme, and practice in order to master. Even though the dinbetes educators did
attempt 1o meet these expericotial needs by providing the participants with repeated
opportumties for blood glucose moenitonng practice, all three participants expressed some

frustration with the effort and time required to master certain experieniial tasks, Mark
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his

frustration svith the expenses incierred during these fearning
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e
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;

also expre
endeavours.

Mark: 1 guess it all comes with time. knowing wheve o hitand how 1o It wid s

still frustrating to me to put blood on the tab i have tln machine say. nothiag

happened. You gotto do it again, That's fruserating. That's i buck you'e
throwing in the Lax buape iust like that

Sara: | know I can have iomatoes and a cup of vegetables and mear the size of o

deck of cards...you know 1 can picture what 1 shouid have snd tollow it that way

but I know in order for e o continue 16 Jose weight and Keep up the exercise, |
really have to watch, so that's my learming ared. 1'd love o tike a cooking class
for diabetics because 1 could see what thevre doing and be able o cook that mead
rather than just ook at books.

Murgaret: | fird it {mL dict] frustrating like they're saving halt o cupowedl ‘u;sH' i

cup of this, well that's frustrating 1o me because | don’t Ithe that staft so Lwant .

whole cup of this..and 1 doesnt work thatw avo s measuring and gemmmg used

1O measuring.

However. opportunitics to select appropriawe toods and 1o carey out craeneie
Letivities wiere limited because of the organizational structure of the Classes. o addigon.
these experiential needs appearcd o be reliwed 1o the partcipants ability o pertor thee
wsks outside of the classroom and in their daly lives. As a diabetes cducator, Ehae
noted repeatediy patients” desite to share their specesses and wiads cones roing then
diabetes with mie and with cach other. Tihink this must be related w these capey el
learning necids and in purticniar e the process leading o the peatinent plan nastery. e

significance of this finding fies in the provision of real-lite cxpernentiad leare

opportunities for the participants of diabeies cducai classes asawellas opportunte s (o

share these experiences within the clussroomn The o sealife apporiunities most be
draws from the participants cwn e expericnes.ale think thar chaberes cducmo

must L‘{pl.tln the need tor patienue i praciee et epard o lreanent plan sunsiery as
one attempt 1o clrcumvent some of the frasivuons copertenced by those capeciimg caly

mastery of their treatment plan
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Suppert

In terms f the formation of a reference and support group, the study participants
expressed differing viewpoints with regards to the importance and function of such a
support group in their lives. Sara was the most vocal about the imporntance of her
classmates’ support. She had, however. been involved in at least one other support group
prior to beginning the diabetes education classes which may have predisposed her
favourably towards belonging to this support group. In her estimation, the purpose of the
support group was to provide her with a discussion forum regarding her diabetes and its
management. She clearly wanted her classmates input into her daily decisions about her
diabetes.

Sara: . If it was a littde support group like maybe next month vour group is gonna

meet together and you know I guess that's part of 1t, like you had a place to go and

talk 1o evervbody there who had the same problem so it was kind of neat. Oh it
was just sharing recipes before sitting in our little group before the instructor
came in and it was like getting together...you need a group to share and make sure
vou're doing the right thing...I think vou really kind of bond with that group. It's
scary when vou first go ike I've got this disease and vou realize that yeah you can
all survive.

Murgaret: I gave a couple of [classmates] my phone number and I gave them

some recipes. They were a nice bunch. I'd like 1o know how they're coming

along cause a couple of them were really bad, really bad...veah it would be nice to
get ogeiher.

Mark: Tdon't need a suppont group...to hold my hand through this so I don't think

I would seek them out for that area. I think the area 1 would want is the

information.

Mezirow (1991) described this dialogical process asc inherent to transformational
learning because it involved critical reflection, in this case, of the prescribed diabetes
weatment plan, an exchange of ideas as well as a sharing of feelings among the group's
participants. This process of criical reflection was a crucial element in fosterir. - Sara's

ransformation of meaning perspective about the disease because it afforded her the

oppertunity (o examine her underlving assumptions about such issues as the incidence of
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Type 2 diabetes in one so young as her. Sara believed that her youth protected her from
Type 2 diabetes because her mother had developed Type 2 diabetes late in life.

Margaret used her classmates for emotional support. Even though she did not
believe that they had similar life experiences, she did recognize the significance of their
common experiences in the classroom. I believe Margaret received validation and a
sense of belonging from her classmates. This spirit of acceptance and of mutual respect
became a safe environment and was also described by Mezirow (1991) as essential to
transformation because it was in this atmosphere that Margaret begun her examination of
her underlying assumptions about diabetes namely, her role in its development. Here
again this process involved critical reflection.

Mark used his classmates for practical support and as a way to gain insightinto
the lives of others with diabetes. This was his attempt to validate his own experiences.
What he wanted most from the group was information about their expeniences. His
critical reflection was concerned with the value of other people’s diabetes experiences in
the management of his own condition. This process was also transformational in naturce
because Mark's attitudes about the final outcomes of the diabetes were altered
dramatically as a result. He no longer believed in the dire outcomes of diabetes as a
matter of course despite his strong family history of severe and debilitating
complications.

The whole issue of support was of major significance to the study participants. It
was particularly interesting because it involved several dimensions. These included
defining the variables of meaningful support which were, from the participants’
perspectives: a spirit of caring, compassion and sharing, practical knowledge about the
diabetes and the individual's treatment plan, guidance and criticism where appropriate,
and cooperation. Though each of these dimensions was important, their relative
importance varied from one participant to the next and even within the same participant

from one point in time 10 the next.



Mark: 1. You know our family is quite heavy and they're quite pleased to walk
with me and so I'm really quite pleased. I think [family support] is really a key
thing. My family's fairly supportive. However, they still don't sympathize in
some ways and I realize they can have what they want t00.

2. Yeah, you know you can live with this. You're not going to lose both legs
tomorrow and that I could be disciplined encugh to control this, you know you
can have control over it. It doesn't have to control you.

Sar.: 1. My blood sugar dropped to 3.7 last week after a meal and my husband
automatically said well you need to eat something sweet and I said no, I have to
keep monitoring how many times it drops...[so] that I can reduce my medicine not
a quick fix, so like he didn't understand that whole process, so I'm wishing that
my family had come to the clinic and they were invited.

2."1 would find that very lonely like you're trying to master this whole thing and
learn about it and if you don't have people to share and talk it through that would
be hard, whereas I have a whole support group.

Margaret: 1. 1don't think they {family members] know the seriousness of it. I
wanted them to come to some of the classes and they just don't know the things
that can happen; your eyes can go, your feet can go or your legs can go. They
don't realize that stuff, you know even though 1 tell them that. They go, Oh mom!
2. Somebody cared. They cared even though they put thousands of people
through that hospital...I still feel like they care and this is their job and they still
care because 1 know I could pick up the phone and I know they'd see me. That
means a lot.

Mark initially wanted guidance and practical knowledge about his diabetes. He
wanted this form of support from diabetes educators and his physician. Later as he
learned to master his treatment plan, he wanted more cooperation, sharing and caring
from family members and his work boss and less guidance from diabetes educators.
Murgaret, on the other hand wanted caring and compassion immediately following her
diagnosis, then practical knowledge and guidance. She wanted these types of support
from the diabetes educators and her physician. As she learned to master her treatment
plan, she wanted more cooperation as the primary form of support from her family
members and work boss. Her reliance on diabetes educators continued even as she
mastered her treatment plan. She relied on these people for caring and guidance.

Sara initially wanted caring and compassion from her family members. She then
wanted more guidance and practical knowledge from the diabetes educators. As she
learned to master her treatment plan, she wanted more cooperation and sharing from work

colleagues, friends, and family members. It was evident that all participants
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predominantly wanted guidance and practical knowledge from the diabetes educators
while they wanted more cooperation, caring, sharing and compassion from family
members and friends. In addition, and with the exception of Margaret, their reliance on
diabetes educators for guidance and practical knowledge dwindled as they learned to
master their own treatment plan and their attention shifted to establishing a cooperative
environment at work or at home.

As a diabetes educator, I have often wondered about the value of the support |
have provided to patients. I now think thatitis imperative to determine what type of
support people require from diabetes educators. This appears to be dependent upon the
strength of their personal support network and their stage of adaptation to life with the
diabetes. This is in keeping with Nyhlin's (1990) findings in which she reported that her
study participants expressed a need for a comprehensive health care education system that

included considerations about their situations in their families, work, and society.

Perspective Transformation

It was interesting that all participants recognized the importance of their
attitudinal shifts in order to accommodate their new lifestyle. The theme of personal
responsibility for self-care was an inherent component of this attitude change and it was
clear that this attitude of personal responsibility governed the participants' behaviours and

actions.

Sara: 1. I have to live with it. T have to be responsible and that's what they reaily
stressed at the clinic t00...you have to be on top of it and she really stressed that.
5 1 think for me like I've always had a weight problem and you know like F've
tried every diet and everything and nothing was followed through like you'd go on
maintenance for a while and then you're back to your old eating habits so 1 think
with the diabetes you don't have a choice like it's either this way or you're gonna
suffer the rest of your life.

3. We become a family that eats better and with my husband who has high
cholesterol we can work towards becoming a whole family thing.

Mark: 1. It's probably a more healthy lifestyle. There are things that I have
wanted to do for the last while and changes that we wanted to make. It's stili |

think some things could become crowded again and ! don't know if I can handle
them.
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2. 1 have my log I've been keeping my blood monitoring in so I've also included a
column on there and I keep track of my weight and I've also been taking my blood
pressure every night so I have other information on hand that I can look at and see
whether things are settling down or not.

Margaret: 1. You think about it but then when you start worrying about it, you

know it's in my hands. I've gotta do something about it. It's up to me to stay on

this diet and 10 exercise and eat proper foods and if I do everything in my power
then it's gonna work for me and I gotta think that way.

2. Like there's people there who took insulin that would go out and have a sundae

and go back and take a shot of insulin and that is you;re killing yourself as far as

I'm concerned, who are you fooling?

Sara, for example, recognized that prior to her diabetes diagnosis she had been
unconvinced of her need for permanent habit changes in order for her to achieve
permanent weight loss. Instead, her weight had fluctuated up and down in line with her
momentary inotivations and whims. However. after the diabetes diagnosis, the need for
lifelong habit changes became abundantly clear to her as did her understanding and
acceptance of her personal responsibility for making those changes.

Similarly, Margaret had not considered her attitudes about her health and her
responsibility for its maintenance prior to the diabetes diagnosis. Instead, her attention
had been focused on her husband's heaith and her work. Once she realized that she was
personally responsible for the maintenance and achievement of her health, her self-care
became a priority for her and even though she remained quite concerned about her
husband's health, she became less concerned with her work. In Margaret's case, her
understanding of personal responsibility for her self-care effectively altered her viewpoint
about a number of other significant life events. This in turn altered her choice of
behaviours which ultimately affected her work and family relationships.

Mark on the other hand, began his course of adaptation to life with diabetes with a
sense of doom and hopelessness most likely because of his strong family history for
severe diabetes complications. Once he realized the possibility for his positive diabetes
outcomes, he became more adjusted to the concept of his personal responsibility for his

self-care. Without doubt, his attitude of hope for a successful future was intertwined with

his attitude of personal responsibility. This in turn affected his behaviours regarding his
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seli-care and his arttitudes about the personal responsibility of his family members
towards their own welibeing and health.

The role of education in facilitating this attitudinal shift was fascinating. Over and
over again, the participants reported thai the personal responsibility for their self -care was
emphasized by the diabetes educators throughout the diabetic education classes. In
addition, opportunities were given to the class participants to take personal responsibility
and to report the consequences of the same back to the group. It was apparent that these
opportunities occurred informally during the breaks and in between the structured
educational sessions.

As a diabetes educator, I have often wondered how best to communicate to
persons with diabetes their level of personal responsibility for the diabetes monagement.
I now think these discussions are best facilitated by the educators as an inherent rather
than incidental component of the education process, because all three participants in this
study at times confused personal responsibility for self-care with personal responsibility
for diabetes outcomes. In reality, diabetes outcomes, positive or otherwise, do at umes
occur irrespective of seif-care behaviours. What appeared to be missing in these people's
understanding was the level with which they could realistically predict diabetes outcomes
as a result of their self-care behaviours. It remains unclear to me specifically how to do
this but I am certain that people who believe that their diabetes outcomes are solely thetr
responsibility can and do become overly burdened with guilt and remorse if and when
adverse outcomes happen. A fair discussion of their level of responsibility appears to be
warranted.

Perspective transformation was experienced by all three participants particularly
with regards to their attitude about their heaith and their sense of personal responsibility
for its maintenance. This ultimately affected all aspects of their lives including their
work and family relationships. Mezirow (1991) described the meaning making process

of perspective transformation as consisting of the following phases: (1) a disorienting
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dilemma, (2) self-examination with feelings of guilt or shame, (3) a critical assessment of
assumptions, (4) recognition that one's discontent and the process of wansformation are
shared and others have negotiated a similar change, (5} exploration of options for new
roles, relationships and actions, (6) planning a course of action, (7) acquiring knowledge
and skills for implementing one's plans, (8) provisionally trying out new roles, (9) re-
negotiating relationships and negotiating new relationships, (10) building competence
and self-confidence in new roles and relationships, and (11) a reintegration into one's life
on the basis of conditions dictated by one's percpective” (pp. 168 - 169).

Clearly, all participants experienced the diabetes as a disorienting dilemma and
while only two of the three participants experienced guilt, all three experienced some
grief and proceeded to examine their role or that of significant others’ roles such as
physicians, in the incidence of their disease.

Sara: I guess anger because if I'd have known about big babies and the risk of

diabetes, I might have made alternate choices. As soon as I found out I was on

the bandwagon that I wasn't going to let this beat me. If I'd have known that ten

years ago, I would have jumped on the bandwagon then, so I guess it's lack of
knowledge.

Mark: When I did go to the doctor and had the physical done...there didn't seem
10 be anything wrong except that 1 had gained a lot in the past 5 or 6 years after
my brother dicd. It was careless I guess.

Margaret: Two years ago my husband had a heart attack and I started feeling
funny then and the stress was very heavy and I thought I was gonna lose him...and
I got feeling bad then...and I'm wondering would all that stress could that have

brought this on?...That could very easily have been the breaking point...from then
on I was never normal again.

Once the process of education began, all participants began to realize that their
current attitudes and behaviours governing their health were questionable and in fact were
in need of modification. During that time significant family members or friends who
themselves had diabetes were treated as role models or at the very least, were looked to
for consideration of the disease's outcomes.

It was also during that time that significant relationships were formed between

members of the group attending the same education classes. These relationships, as has
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been outlined earlier, were suportive in nature. Acquisition of knowledge and skills
followed. This process was rime and effort consuming because it required both reflection
and practice. From there, the participants began to examine how the rest of their lives fit
in with the diabetes. This included family relationships, work, and other roles. In all
instances, there was a transition period during which time, some relationships became
easier, such as in Sara's case where her diabetes helped to create greater family intimacy
and support, while others became clearly more difficult, such as in Mark’s and Margaret's
cases with their antagonistic and unsympathetic work bosses. All three participants
achieved some masiery with regards to their self-care behaviours and all commented that
they felt reasonably confident in their ability to care for themselves. Margaret for
example, commented on the new-found importance of her health particularly over her
work while Mark expressed his confidence in carrying out several self-care behaviours
and in asking for the time and space to carry out such tasks from his family w.d co-
workers. In terms of the previously mentioned stages, I believe Mark and Margaret
achieved stage 10 ( building competence and self-confidence in new roles and
relationships) and were in fact in the process of reintegration into their lives. Sara, on the
other hand, I believe clearly achieved stage 9 (re-negotiating relationships and negotiating
new relationships).
Motivation

The theme of extrinsic and intrinsic motivation as essential to treatment plan
success was peculiarly interesting because it highlighted the participants' need for
ongoing motivation to help them maintain their newly acquired behaviours. It is difficult
1o assess with curtainty if the motivating factors permarently changed with the
individual's increasing adaptation to life with diabetes, because these panicipants had al
been diagnosed with their diabetes within two to six months prior to my interviewing

them for this study and therefore the diabetes was a relatively ncw experience. I suspect
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that motivation is time, task, life-stage and disease-stage specific. However the data in
this study did not clearly indicate this.

Mark's primary motivation to maintain his newly acquired habits was his fear of
the adverse diabetes outcomes particularly heart disease and limb amputations. As he
learned to master the diabetes management tasks and gained confidence in his abilities,
his motivation became the desire to live weil with the disease and to continue to
accomplish ai.d to achieve things in his life as well to gain longevity for his own sake and
for that of his loved ones, particularly his twe teenage children.

Mark: It wasn't necessarily the knowledge that I gained from the classes but the

knowledge of what's happened in our family before, you know with my uncle

dying...the knowledge that this is serious and don't mess around with it.

Sara’s primary motivation to maintain her newly acquired habits was her desire to
maintain some semblance of control over the disease and its outcomes. In this manner,
she could predict the outcome of her disease. As she became more proficient with her
diabetes management tasks, she became motivated by her desire to live well with the
disease and o gain longevity for her own sake and for the sake of her family. Sara noted
that daily success with her treatment plan, that is the knowledge that her daily choices
were positive, was also rewarding and positively motivated her to maintain her newly
acquired behaviours. Sara, in particular, appeared to require daily motivational
considerations.

Sara: 1. It was just very emotional like somebody else was taking charge of what

I have to do but it didn'i take long before it became like get on top of it.

2. I don't feel that different if I'm eating properly and exercising. I don't feel like

I have anything. It's just, yeah you have diabetes.

Margaret's primary motivation was very similar to Mark's and that was her fear of
the adverse outcomes of the diabetes. This remained her primary motivation throughout
the period of time that she participated in this study. She also required regular
motivational considerations to help her stay committed 1o her treatment plan. These

considerations included frequent interactions with diabetes educators who helped to
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remind her of the importance of adhering to, and of the consequences of not adhering to
her treatment plan.

Margaret: You can't tell me a two isn't that serious and like she says, the twos are

the ones that have the heart attacks, the twos are having the strokzss because they

pushed it that one little step cause they say I'm not that serious. It's not the twos
that push it over the edge and I believe that. 1believe that.

What was particularly interesting in all three cases was the role that the educators
and the educational processes played in these individuals' motivation towards their self-
care behaviours. Clearly, tae provision of information was important as was the
provision of reassurance, guidance and opportunities for practice and feedback. The
acquisition of skills and the development of self-confidence in the conduct of those skills
were also imperative components of the educational process. Evidently then, two types
of learning took place: instrumental leamning and communicative learning (Mezirow
1991).

Instrumental learning (Mezirow 1991) which involves the acquisition of skills and
competencies, is by and large recognized as primary in affecting behaviour, in this case,
the selection of foods, the monitoring of the blood glucose and the performance of
exercise activities. Communicative learning, on the other hand, involves “identifying
problematic ideas, values, beliefs and feelings, critically examining the assumptions upon
which they are based, and testing their justification through dialogue and making
decisions predicated upon the resulting consensus” (pp. 79 - 80). In this situation, the
participants took part in communicative learning when they developed their self-

confidence and other reflective activities related to their self-care.
Personal relevance of education/treatment plan

The participants learning preferences included the themes: personal relevance of
the education/treatment plan and the theme of learning as situationally dependent upon
the learners’ life circumstances. Mark reported that he wanted the information presented

to him to be personally relevant to his life circumstances and in fact, he assessed the
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usefulness of the information on the basis of its personal relevance. Margaret, on the
other hand, identified that her comprehension of any information presented to her in the
classes was dependent upon the personal relevance of the information. In other words,
she seemed unable/unwilling to take in information that was not personally relevant to
her life circumstances. Finally, Sara explained that she was able to recall information
presented to her in the classroom based on its personal relevance. She, in effect, tuned
out irrelevant information. It was Sara who identified most clearly that she learned new
information best when it was applicable to her particular situation. For example, she
learned how to cope with sick days when she herself was sick. It was as though the

specific situation helped 1o bring the need for that appropriate information into sharp

focus.

Mark: 1 understand the process of the small blood vessels and how important that
is to have that weight reduction because of the small blood vessels in the feet or
the heart or the kidneys cause I wondered why everybody had all these problems.
You know why don't you get cancer of the pancreas instead of a heart attack? 1
didn't understand what the correlation was and now I have understanding.

Sara: It was different getting sick, it was just a cold but the things you have to do
are different like you have to drink a lot of fluids and like you can't take a lot of
medicines antihistamines or things like that...I have 1o change my lifestyle in that
sense which I hadn’t thought of so much before. You're always learning, different
situations come up and oh whatdo I do for that?

Margaret: They showed pictures of things that can happen...and I think

everything she said registered 1o me. It stayed in my mind and always when I eat,

it goes through my mind, how are you gonna spend this? I'll have that extra
whatever but how are you gonna spend it?

Certainly the theme of personal relevance is a well known adult learning principle
(Brundage & Mackeracher, 1980). As a diabetes educator, I have repeatedly wondered
how to make my teaching appropriate for each of the learners. Certainly using the
learners' own life experiences as models and case studies may be one way. However, in a
group situation, it is more likely that program activities need to be designed such that

they allow all group members to “discover, acknowledge, and accept the learning needs

of other leamers and 10 understand that each learner's needs must be connected, in some



way, to the objectives of any group activity” (Brundage & Mackeracher, 1980, pp. 103).
The implication here is that sericus attention be given to conducting meaningful and
functional learner needs assessments as well as communication of those learning needs to
the assembled group of participants.

Constraints

The final cluster of themes brought out by one of the study participants was: life
constraints complicated diabetes management. It was Sara who commented most directly
about this when she discussed time, money, and her matemal role within her family as
constraints which impeaded her adherence to her treatment plan. She expressed her
frustration because she certainly did wish to conform fully with her prescribed plan.
Margaret also expressed this same frustration but in a rather more direct fashion. She
stated her frustration with the rigidity of the diet as prescribed becuuse, as she described
it, it did not accommodate all of her preferences particularly for sweets.

Margaret: I'm slowly losing weight which is OK. Sometimes I'm hungrier than

ever. I just get so hungry. Other times I couldn't care less if 1 eat 50 losing weight

isn't that hard for me really. Somedays I get really hungry and I make myself a

hot bun. No I feel if I work hard at it, I may be able 1o take less than my 3 pills.

Sara: I find meal planning hard because sometimes I'll arrive home at 5:30 and so

my husband prepared supper last night and we're sitting at the table and he said

you know I never even thought about what you can eat or can't eat... so if I'm not
figuring things out, I'll try and eat a small meal but I find that part 1s the hardest.

Mark: We have teenagers...we're extremely busy in our lifestyie and...1 realize

that it's our lifestyle you know they have their meat, their potatoes and their

vegetables and it's all nice but we have the goulash or the spaghettt or the pizza
and how do you figure that?

Undoubtedly this is similar to Roberson's (1992) findings where her study
pariicipants reported that variables such as money, social concerns such as the ability to
eat and drink as others and so on, impacted participant's diabetes sclf-management. She
concluded that health providers needed to gain a better understanding of their clients'

perspectives of their health as a way to further facilitate the clients’ diabetes self-

management.
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Yet another theme that related to life constraints which complicated diabetes
management was that of frustratior with the ignorance and lack of others’ discernment. It
was Mark and Margaret who expressed this theme most eloquently. Mark found that
people around him were often in sympathy with him but lacked some basic understanding
about diabetes in general and his diabetes in particular. Subsequently, they gave him
inappropriate foods as gifts and generally became more of a nuisance to him. Margaret
found that her family members were quite ignorant of the ramifications of her diabetes on
her health and on their family life. As a result she became quite frustrated particularly
when she seemed unable to explain the ramifications fully to them.

Mark: I also find people in sympathy but not understanding. 1 have been given

sugarless candy with sorbitol and 1 don't like chocolate but somebody bought me a

box of dietetic chocolate from Purdy's...it's just all very high in fat and all the

other things that are to be avoided.

Margaret: 1. They say @ number two is not that serious. Well God I don't know

how a number one feels if they have mood swings and they feel as lousy as I feel

sometimes, they must feel terrible cause 1 don't feel that great most of the dme.

2. 1 kinda explain things the best I could but then I say well why worry

them?”...well you have 1o have someone 10 talk to.

As an educator, I have often thought that education of the individual alone about
their diabetes is insufficient in faciiitating that person living well with their disease.
Clearly, immediate family members must also be included. Beyond that, I suspect
educators bear some responsibility for creating a cooperative and supportive environment
for the individual with diabetes and their family within the community.

Education programsg

In looking back at what was presented earlier in the literature review concerning
the practice of diabetes education, the expectation was that the development of alternate
diabetes education programs based on educational and psychological theories of learning
would be more appropriate for people with diabetes because of the chronic nature of the

discase and because of its emphasis on behavioural and lifestyle change (Dunn 1650).
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This is in contrast to education programs based on the traditional medical model with s
emphasis on the reatment and munagement of the disease.

Centainly, the participants in this study described their educational expericnces in
terms of learning to live well with the disease which was an educational process that leat
itself very well to Mezirow's (1991) psychological and educational transformationai
theory of leamning. Participants were able to identify both the factors that promoted and
impeded their achievement of their goal --learning to live well with diabetes. For cacti
participant, as might be expected, these factors were different.

Margaret: | wanna live and I wanna live without mkn‘g_ msulin as jong as Tean,

Also I think a big thing was the classes that I ook at the hospital. Those voees

are in my head and they echo. Ii's up 1o you.

Mark: 1saw something on the buffet table and it was wonderful so there was

choice that I could make and be mldhy nt about how much and not have 1o worry

that maybe there's something here that [ really shouldn’t be cating.

Sara: 1 think once they had me leveled out like right away T know what T have 1o

do and I know that myv mother survived and my brother in law has vt changed his

lifestyle a lot so 1 think by being awire of whatt it is, it's more whe . helped me
through that and then it was just that I wasn't gonna let it beat me, so
determination I guess.

However, the process leading to their adaptational success was similar for sl
three participants and was marked by three definitive stages. The first stape wos the
psychological reaction to the diabetes in which the participants began their process of
self-reflection and dialogue. The second was the formal waching/lcarning stage where
the participants learmed the rudiments of diabetes self-management and, ineffect, learned
to cope with the diabetes. The third stage was marked by some sense of mastery and o
transformed set of beliefs about one’s own health, This stage was an adaptational stage

where the participants proceeded to integrate what was learned in the second stage with

their own life.
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rearning model

The following is a learning model that incorporates the three learning stages

described above and also uses Mezirow's theory of ransformational learning

cope

Step 1
Ascent
_ - 'Disorienting
Adaptation . : event
o : Learning to
i

!niegration'"""' 1
Step 4

Step 3

Difterentiation

'.°.
v o’.
Descent
Step 2

Figure 1: Transformationai model of lewmning depicted by study participants

Nole. Adapted from Trinsformaton in Conscicusngss, Conventional and contemplative

perspectives on development (p. 8O by K. Wilber, 1986, Boston: Shambhala.

This 1s a dvnamic dialectical model which encompasses the learning experiences
described by this study's participants. Here the participants continnus y assessed the
value of the formal diabetes education information against their persoaal life
circumstances which included their social. emotional. intellectual, and economic
sttuations. This ongoing process was sequentiai in nature and consisted of a realization

that the status quo was no longer suitable in accommodating the current life
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circumstances (Step 1). From there the individual experienced grief as the realization that
the release of former habits and attitudes had become essential (Step 2). During this time.
the individual began the proces: i scif-reflection. The third step was marked by a
differentiation process where the individual began to learn to cope with the diabetes.
Significant relationships were formed during this stage with classmates and diabetes
educators who helped to foster the inter-and intrapersonal reflective dialogue. The final
step (Step 4) was marked by a sense of mastery and efforts to integrate the newly learmned
materials with the individual's life.

It appeared that this sequential process occurred gradually over time and was
affected by the individual's ability to cope with the changes. This coping ability included
the strength of their support network. This process was not, at least in these participant’s
cases, strictly a rational process. This is opposed to Mezirow’s (1991) theory that posits
that perspective transformation is a rational process that occurs within the ego. Clearly,
in these individuals’ cases, there was some soul searching when they were forced to face
and to come to terms with their own morality. Certainly, there were cognitive elements
in this adaptational process such as learning how problem solve. how to monitor one’s
own blood glucose and so on but by no means were these the only significant learning
processes.

Margaret. for example, experienced an enhanced need for security shortly
following her diagnosis. This meant she wanted to spend more time alone and more time
in her home.

Margaret I wanna stay home. There's security here. It's stupid when you think

about it cause you're taking your two pills and you can go dowm()wn .but 1 feel

better at home. 1 don't look any different. Peopie don't know you've got
diabetes...] don't know whatitis. I justdon't have the confidence.

It was evidently during this tirae that she did some in-depth reflection on her life
and her life circumstances because following this period of voluntary isolation, her

priorities changed drastically: she became more concerned with her health and less
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concerned with her work. She became more fragile and focused more on her own life
rather than being extroverted and outgoing and concerned with the lives of others.

Margaret: Things bother me more than they used to; something the family will

say or do. Before I'd say that's life, not now it goes right to the heart, I don't know

why. I talk myself out of it and go and do something else but that's only been in
the last year. It's quite an effect that it has.

Similarly, Sara experienced an episode of soul-searching, also shortly after her
diagnosis. During that episode, she spent a considerable amount of time in and around
her home and in fact declined to travel with her family on their summer vacation. Sara
took that time to explore the meaning of diabetes to her. In addition, she practiced the
various aspects of her treatment plan in a safe and well known environment.

Sara: I just said I'm not going anywhere this summer we're going to be spending

it at home and I'm going to walk. If I didn't have that this summer and I didn't
walk and I didn't feel successful losing the weight then it could have been a

different story.

Evidence of descent / regression was less apparent in Mark's case, however, it was
present shortly after his diagnosis when he experienced guilt about his former lifestyle
and a desire to blame his physician for his diabetes. Mark did not report periods of
solitude or isolation that typically depict regression or descent but he did report taking a
substantial amount of notes during the education classes. He also reported reading these
notes over and over again and reflecting on how to apply this information to his life.

Mark: In some ways it was overwhelming. I'm glad they stretched it [the classes]

over four days. I wish in some ways I had more handouts. I took lots of notes
and I have to review things and to remember things...it's so difficult to remember

everything.

In this way, the participants were able to make personal meaning of the
information presented. Leaming became the product of the interaction between the
formal education and the individual's personal life circumstances. This process was
dependent upon critical premise reflection and the achievement of task mastery. The

dynamic between ascent, descent, differentiation, and integration continued until a
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perspective transformation had taken place. This new perspective consisted of the
knowledge that the individual had a serious disease which threatencd one's health and
required continual attention and care. This was in contrast to the former perspective
which consisted of the assumption that one's health required no particular care or
attention because one was essentially healthy.

Implications for diabetes education

The implications of this study for diabetes education practice are numerous.
However, it must be noted that the small number of participants in this study naturally
precludes the broad generalizability of the findings rather the study's generalizability is
empathic.

1. Contextual learning needs of the participants clearly influenced their learning
endeavours and to some extent their ability to follow/comprehend the formal diabetes
education process and therefore the assessment of learners' contextual learning needs is
warranted in the development of a diabetes educational program.

2. Considerations for program development and delivery should consider the
adaptational stage that the participant is experiencing. The rarticipants' educational
needs in this study appeared to differ during each of the three stages mentioned above.

3. Careful consideration should be given to the inclusion of significant family
members and/or friends in the educational endeavour. These participants, despite their
well intentions, seemed unable to learn about their own self-management and
communicate that in a coherent fashion to their family members.

4. The significance of educated support needs to be carefully considered, whether
that support is obtained from an organized support group or from friends. These
participants clearly benefited when their environment was cooperative and supportive.

5. The role of educators in heiping to create a supportive environment in the

community, such as in the individual's workplace or school needs to be explored.
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6. Opportunities for experiential learning and technique mastery should be
maximized in an effort to develop self-confidence as well as competence. Provision of
these opportunities within the classroom appeared to positively support the development
of treatment plan mastery.

7. Opportunities for problem-solving discussions about the various life
constraints would be quite useful. Suggestions could come from the group which would
help to enhance group cohesion, as well as from the educators. These participants created
such opportunities for themselves during the breaks and in between the formal sessions.

& Frank discussions about the individuals' level of responsibility with regards to
the outcomes of the diabetes are essential. These participants, as has been mentioned, felt

that they had total control over their diabetes outcomes which is not strictly true.

Implications for further research

As far as this study's implications for future research, 1 think there are several: 1
think the study of specific contextual learning needs warrants a closer examination. For
example, what effect, if any, do contextual learning needs have on the ability of the
individual to learn and to master treatment plan tasks? How can these contextual learning
needs best be assessed by diabetes educators? and which of them are appropriate to
address in the formal diabetes education process?

I think the issue of support and the role of educated support warrants a closer
examination as well. For example, what type of support does the individual require over
the course of their disease and what role do educators have in this process? Furthermore,
what responsibility do educators have for the development of a cooperative and
supportive environment in the community?

Finally, because the participants in this study had all been diagnosed relatively
recently, it would be interesting to know what effect the passage of time would have on
any of the major themes found in this study including, support, motivation, leaming

endeavours, and daily self-management.
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Appendix one
Interview Guide

1. What was it like when your first found out that you have diabetes? Can you describe

how you felt? what was happening then ?
7 You've known about the diabetes for ---- do you feel any different now after all this

time? Why is that? Can you describe how this process came about?

3. Can you describe how you learned to take care of yourself with the diabetes? Were
there any particular people who helped you , or those who didn't? Were there any
particular events that helped you or didn't help you?

4. If I had becn there when you were learning to take care of the diabetes, what would I

have seen?

5. If diabetes were a person sitting across @ tabie from you, what would want to say to it?

Why?
6. How does having diabetes affect you?



Appendix two

Research activities schedule
Sept 1993 informed consent: physicians and
participants; recruit participants; conduct
Ist intervizws

Oct 1993 Conduct 2nd and third round of interviews
Jan 1994-March 1994 Data analyses
April 1994 - May 1994 Final report writing



Appendix Three

Consent Form

‘Thesis Title: The Lived Experiences of Type 2 Diabetes

Researcher: Nadia Najjar

University of Alberta
Faculty of Education
Department of Adult Career and Technology

This is to centify that I agree to participate in the above study. Having been contacted by
the researcher, a graduate student in the Department of Adult Career and Technology, 1
understand that:

1.

The purpose of this study is to gain an understanding of people's experiences
and learning experiences of diabetes.

2. My name will not be disclosed at any time during this study or used in the
resulting thesis.

3. Any information I provide to the researcher will be kept confidential and used
solely for the purposes of this research study.

4. I am participating in this study on a purely voluntary basis. Therefore, I have
the right to quit or refuse to participate at any time.

5. The results of the study will be made available to me if I so request.

6. I have been fully informed as to the nature of the study and my involvement
in it.

7.  The thesis this study leads to will be available for examination at the
University of Alberta Library.

Signature of participant Date
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