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ABSTRACT

Type 1 diabetes in adulthood permeates every aspect of life. While
previous research has been carried out on the experience of living with type 1
diabetes, none of it has been written from the perspective of a nurse researcher
with type 1 diabetes, who was one of the participants in this phenomenological
study. van Manen’s (1997) method of inquiry was used to explore the meaning
of the lived experience of type 1 diabetes in adulthood. Unstructured interviews
were conducted with five women and three men. Eight themes were identified
from data analysis: (1) constant vigilance, (2) struggling for stability, (3) striving
for freedom, (4) surviving perceived noncompliance, (5) the lived experience of
blood glucose fluctuations, (6) enduring sustained uncertainty, (7) family support:
sustaining or smothering, and (8) being alone with diabetes. These findings go
beyond previous research in that they reveal a discerning insight into the depth
of the ongoing impact of type 1 diabetes on the lives of these eight adults. In
addition, the findings highlight the ways in which these adults meet the
challenges of type 1 diabetes with perseverance, courage, and pride in their
achievements, and how they continuously strive to live happy and productive

lives.
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CHAPTER 1
Introduction

Type 1 diabetes is an incurable lifelong disease that usually occurs at a
young age, affecting approximately 10 percent of persons with diabetes. Itis a
complex, chronic disease that affects an individual’s total life situation —
cognitive, physical, emotional, social, and spiritual dimensions. The treatment
regimen is rigid and demanding, and it requires sustained lifestyle changes and
constant diligence in order to maintain any level of diabetes control (Brennan,
1996; Canadian Diabetes Association, 1997; Joseph & Patterson, 1994;
Lundman & Norberg, 1993; Tillotson & Smith, 1996; Wikblad, 1991).

This thesis is a phenomenological study of the meaning of living with type
1 diabetes in adulthood. This research study comes out of my thirty-two years of
clinical practice with adults who have type 1 diabetes and my own personal
experience of living with this disease for thirty-eight years. | have observed that
long-term adaptation to type 1 diabetes is a goal that many adults fail to achieve.
| have heard statements such as: “/ have a touch of diabetes; | don’t need to do
much about it”. Knowing personally that this is far from the truth, many questions
arose as | compared the experience of these adults with mine. Do such
statements indicate a lack of commitment to controlling the disease? Are these
adults denying the seriousness of type 1 diabetes or do they not understand how

uncontrolled diabetes can adversely affect their health and quality of life? | know



personally that you can live well with this disease. It really bothered me to see
so0 many persons living in fear with a poor quality of life and little hope for the
future. | wanted to gain insight into the reasons for this low adherence to the
daily diabetes regimen.

This thesis is different in that it reveals an insiders’ view of type 1
diabetes. It is related by a person who has not only lived most of her life with
type 1 diabetes but also has a keen interest in the lived experience of other
adults with this disease. | approach this research from that place. It is about
who we persons with type 1 diabetes really are, and what it is truly like to live

with this disease every second of your life.

Background

In 1997, a new classification and set of diagnostic criteria for diabetes was
proposed for Canada, based on the international work of experts in diabetes
(Meltzer et al., 1998). The terms “insulin-dependent diabetes mellitus (IDDM)”
and “non-insulin-dependent diabetes mellitus (NIDDM)” were eliminated, and the
terms “type 1" and “type 2" were retained. The former terms caused a great deal
of confusion as they were based on the treatment of the disease rather than the
pathogenesis. The use of insulin does not classify the patient; persons with any
forms of diabetes may require insulin at various stages of their disease (Meltzer

et al.). A distinguishing characteristic of type 1 diabetes is that it involves



pancreatic beta-cell destruction leading to an absolute insulin deficiency and a
susceptibility to ketoacidosis. It may be the result of an autoimmune process but
the actual etiology of the beta-cell destruction is unknown (Meltzer et al.). While
the pathophysiology of type 1 diabetes involves more than the absence of insulin
(Buse, Weyer, & Maggs, 2002), persons with this disease are dependent on
injections of exogenous insulin (Canadian Diabetes Association, 1997; Goldman
& Maclean, 1998; Hernandez, 1996; Maldonato, Bloise, Ceci, Fraticelli, &
Fallucca, 1995). Persons with type 1 diabetes are required to self-manage a
complex daily regimen of multiple insulin injections, blood glucose monitoring,
regular exercise, and an individualized, calorie-reduced meal plan in an effort to
stabilize continuously fluctuating blood glucose levels (Nichol, 1999; Paterson &
Thorne, 2000b; Price, 1993; Wikblad, 1991). This self-care management
regimen involves major and permanent lifestyle changes which affect every
aspect of daily living, a fact which has far-reaching implications for adults living
with type 1 diabetes (Fitzgerald, Anderson, & Davis, 1995; Hwu, 1995; Jacobson,
1996; Kyngas & Hentinen, 1995; Lundman & Norberg, 1993; Mitchell & Lawton,
2000; Paterson & Sloan, 1994; Polonsky et al., 1995; Tillotson & Smith, 1996;
Toljamo & Hentinen, 2001; Willoughby, Kee, & Demi, 2000). Type 1 diabetes is
different from many other chronic diseases in that it is largely invisible to others

and it is constantly changing. Adults with this disease must be continually
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vigilant and make innumerable decisions every day about control of the disease
(Joseph & Patterson, 1994; Rubin, 2002).

Diabetes self care is very costly and requires substantial time and effort
(Aalto, Uutela, & Aro, 1997, Fitzgerald et al., 1995; Paterson & Sloan, 1994).
Adults with type 1 diabetes have a life-long expectation of risk and live with a
great deal of uncertainty (Beeney, Bakry, & Dunn, 1996; Maclean & Goldman,
2000; Price, 1993; Ryan, Todd, Estey, Cook, & Pick, 2002). The ever-present
risk of developing debilitating and life-threatening complications can cause fear,
and in some cases, a preoccupation with a shorter life expectancy (Beeney et
al.; Hernandez, 1995; Jacobson, 1996; Lundman, Asplund, & Norberg, 1990;
Lundman & Norberg, 1993; Maldonato et al., 1995; Polonsky et al., 1995;
Tillotson & Smith, 1996). The knowledge required by adults with type 1 diabetes
is extensive and complex. It is essential that they understand and manipulate
the many factors affecting control of a disease that not only affects them
uniquely as individuals but also requires twenty-four hour a day management
(Brennan, 1996; Canadian Diabetes Association, 1997; Fitzgerald et al., 1995;
Joseph & Patterson, 1994; Lundman & Norberg, 1993; Paterson & Sloan, 1994,
Tillotson & Smith, 1996; Wikblad, 1991). In order to be successful, adults with
type 1 diabetes must feel a sense of personal control over the disease, and not

feel they are being controlled by it (Hernandez, Bradish, Rodger, & Rybansky,



1999; Maclean, 1991; Maclean & Goldman, 2000; Mitchell & Lawton, 2000;
Paterson & Sloan, 1994; Paterson & Thorne, 2000a; Price, 1993; Vallis, 2001).

Education is essential for helping adults with type 1 diabetes to take
responsibility for managing their disease (Canadian Diabetes Association, 1997;
Goldman & Maclean, 1998; Maclean & Goldman, 2000; Paterson & Sloan, 1994;
Price, 1993). The knowledge requirement for adults with type 1 diabetes is
overwhelming; this burden is magnified by the expectation that these adults
immediately apply this information in changing lifelong habits and adopting
drastic lifestyle changes (Beeney et al., 1996). It is not surprising that the
resulting emotional upheaval can affect their readiness to learn (Hwu, 1995;
Jacobson, 1996; Paterson & Thorne, 2000a).

Diabetes mellitus is acknowledged as a potentially immense public health
problem. It is estimated that it affects 1.2 to 1.4 million Canadians aged 12 and
over, that is, 1 in 13 persons in Canada (Canadian Diabetes Association, 1997,
Diabetes Division, Health Canada, 1999). Of these numbers, less than 70% or
approximately 800,000 are diagnosed cases. The incidence of diabetes among
aboriginal people is triple that found in the general population. The incidence of
diabetes increases with age. The overall prevalence of self-reported diabetes is
increasing, but of the 60,000 new cases of diabetes diagnosed every year in
Canada, no differentiation of type 1 and type 2 diabetes is made. The age of

onset of diabetes indicates a small proportion prior to age 40 (~ 32%); this



percentage is consistent with the early age of onset of type 1 diabetes in a
minority of persons with the disease. The majority of persons with diabetes have
type 2 in which there is a later age of onset. The most recent estimate is that by
the year 2010, there will be three million Canadians with diabetes. The World
Health Organization (WHO) estimates that there will be 300 million people with
diabetes worldwide by 2025 (Canadian Diabetes Association; Diabetes Division,
Health Canada).

There is increased morbidity with diabetes. It is a major cause of heart
disease, and a leading cause of blindness, kidney failure, and limb amputations.
People with diabetes have a perception of poorer general health, more days of
disability than the general population, and a much higher need for health care
services. Newfoundland is one of three provinces in Canada with higher rates of
hospitalizations for diabetes (Diabetes Division, Health Canada, 1999).

Diabetes is underrepresented in morbidity and mortality statistics. Itis
ranked as the seventh leading cause of death in Canada, but the number of
deaths attributed to diabetes is five times the current figures. The reason is that
diabetes is not given as the underlying cause of death in cases relating to death
from the complications of diabetes. Newfoundland shows the highest diabetes
mortality rate in all of Canada (Diabetes Division, Health Canada, 1999).

In economic terms, the health care costs of diabetes for individuals and

for the Health Care System are enormous. For individuals with diabetes,



financial costs can be more than $5,000 per year. The Health Care System in
Canada spends at least nine billion dollars annually on treating people with
diabetes and its complications (Canadian Diabetes Association, 1997; Diabetes
Division, Health Canada, 1999).

These are staggering statistics for everyone involved with diabetes, but
the psychosocial aspects of living with the reality of these statistics are missing.
What do they mean to persons who have this disease? Statistics do not provide
an estimation of how type 1 diabetes can deprive individuals and families of their

hopes and dreams (Newbern, 1990).

Rationale
The impact of type 1 diabetes on adults affected with the disease is

profound because of the major disruptions in lifestyle and functional health, and
the severe consequences of poor diabetes control. Failure to follow the diabetes
regimen increases the risk of severe complications and premature death. There
are gaps between clinician-recommended regimens and actual patient practices,
with low and variable patient compliance rates, ranging from 10% to 94%
(Simons, 1992; Tillotson & Smith, 1996). Despite the many and varied education
programs for type 1 diabetes, long-term adherence to the daily diabetes regimen
is low (Hernandez, 1995). Adults with type 1 diabetes are constantly being given

a mixed message. They are told not only to take charge of themselves but also



to comply or adhere to their prescribed regimen. Hernandez questions how
these adults comprehend or deal with these conflicting demands as they try to
live with their diabetes. Further, she criticizes the adherence framework as being
inadequate in understanding what it is like for persons to live with diabetes.

What are the reasons for this low adherence to the daily diabetes
regimen? Could the reason be the health care provider's approach and teaching
methods - is there too much emphasis being placed on physiological control
while disregarding the psychosocial well-being of adults with type 1 diabetes? Is
the focus on the disease itself and not on the persons with type 1 diabetes and
their perspectives as adults? Do current teaching and management methods
reflect a basic lack of understanding of what it is like for adults to live with this
chronic disease? How can these adults be helped to deal with the reality of a
serious illness, and take up the challenge and the responsibility for managing
their disease, without resorting to denial and despair?

The psychosocial aspects of the disease must be addressed if the
diagnosis of type 1 diabetes is to be accepted and the management plan
followed because “. . . complex personal and social meanings comprise the
experience of diabetes” (Goldman & Maclean, 1998, p. 747). This vital issue can
only be addressed if the health care providers who care for these adults can
achieve an awareness and an understanding of the importance of psychosocial

issues to persons with diabetes (Aalto et al., 1997; Beeney et al., 1996; Brennan,



9
1996; Fitzgerald et al., 1995; Goldman & Maclean; Hernandez, 1995; Jacobson,

1996; Joseph & Patterson, 1994; Lundman & Norberg, 1993; Maldonato et al.,
1995; Polonsky et al., 1995; Tillotson & Smith, 1996). When health care
providers achieve deeper insight into the essence of the experience of type 1
diabetes, from the perspective of individuals with the disease, changes can be
made. This knowledge can help health care providers to develop appropriate
therapeutic interventions, in teaching and support programs, to meet the
psychosocial needs of adults with type 1 diabetes and to enhance their quality of
life (Hartrick, 1998; Hernandez, 1995; Mitchell & Lawton, 2000).

There is a growing body of knowledge concerning diabetes, some of
which attempts to recognize the experience of adults with type 1 diabetes by
focusing on aspects of management, adjustment, and self-care (Aalto et al.,
1997; Bonnet, Gagnayre, & d’lvernois, 2001; Golin, DiMatteo, Leake, Duan, &
Gelberg, 2001; Hartrick, 1998; Hernandez, 1996; Jones, 1990; Lloyd, Dyer,
Lancashire, Harris, Daniels, & Barnett, 1999; Maclean, 1991; Paterson &
Thorne, 2000b; Price, 1993, Strauss, 1996; Vallis, 1998). However, more
research focusing on the lived experience of type 1 diabetes is required in order
to provide a greater understanding of persons’ experiences of living with this

complex disease.
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Purpose

Many health care providers do not know and understand the reality of the
experience of living with type 1 diabetes. Many theorists and diabetes specialists
do not know what this experience is like. Diabetes educators and education
programs can be more responsive if they have an increased understanding of
this insiders’ view of what it is truly like to live with type 1 diabetes.

The purpose of this study was to explore and describe the experience of
living with type 1 diabetes in adulthood, thus contributing to current knowledge
and adding new insights into this experience. Understanding the lived
experience of adults with type 1 diabetes will lay the groundwork for future
focused studies based on selected aspects of this phenomenon. Such studies
have the potential for improving the care of adults with this disease.

Research Question
This study addressed the following research question: What is the

meaning of the experience of living with type 1 diabetes in adulthood?
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CHAPTER 2

Literature Review

A comprehensive literature review was carried out to locate research on
the meaning of the lived experience of type 1 diabetes in adulthood. Computer
searches were conducted on CINAHL, MEDLINE, ERIC, PUBMED, and
PSYCHINFO databases. Reference lists of appropriate articles and books were
examined for studies that focused on this lived experience. Most of the retrieved
articles related to type 1 diabetes while a few related to type 2 diabetes. There
was a variety of research methods employed, qualitative, quantitative, as well as
a combination of both methodologies.

The actual lived experience of type 1 diabetes, from the perspective of
adults with this disease, has received some attention in the literature. However,
none of the research was presented from the vantage point of researcher as
participant, as an “insider” to the actual phenomenon.

Many health care providers treat diabetes, and persons with it, using the
biomedical approach and evidence-based medicine, with evidence coming from
a focus on the outcomes of physiological measures. Research on type 1
diabetes comes mainly from these paradigms. But it is the person who has
diabetes. It is the person who must try to live with the biomedical approach while
still seeking autonomy and a quality of life. Many disease-oriented groups are

advocating for empowerment of patients. This viewpoint clashes with biomedical
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or “physicians’ knowledge”. These groups bring into consideration the “insider
view” and the “patient as expert”, and critique the possibility of health
professionals being able to have empathy for patients living with a certain
condition. The review of the literature is set within this context.

This review of the literature has been organized under three headings that
include key findings from research on type 1 diabetes in adulthood:
(1) implications of the Diabetes Control and Complications Trial (DCCT), (2) the
experience of living with type 1 diabetes, and (3) compliance and adherence.
Each major category has been divided into subheadings that should further

clarify the broad scope of the research literature appropriate to this study.

Implications of the Diabetes Control and Complications Trial (DCCT)

In research addressing the experience of living with type 1 diabetes, the
importance of relationships with health care professionals has been a focus.
These relationships have been profoundly influenced by the results of the DCCT
(Diabetes Control and Complications Trial Research Group, 1996) because
these results have influenced the practise of diabetes care and the approach to
persons with type 1 diabetes. The results of the DCCT present evidence that
endorses the biomedical approach because the outcomes of this trial are based

on physiological measures.
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The DCCT followed over 1400 persons with type 1 diabetes for an

average of 6.5 years. The results of this trial, which were released in 1993, were
significant. They demonstrated a reduction in the development and progression
of the long-term physical complications of type 1 diabetes, if normal glycemia
was achieved through intensive therapy. Intensive therapy included multiple
daily injections of insulin or continuous subcutaneous insulin infusion, self-
monitoring of blood glucose four times per day, diabetes diet, planned
activity/exercise, monthly clinic visits, frequent telephone contact with the
treatment team, frequent blood tests to check HBA+. and other blood levels,
urine tests, retinal examinations, and electrocardiograms every two years. One
of the conclusions reached by this study was that even though intensive therapy
is more expensive than conventional therapy, there should be cost saving in the
long term due to prevention and/or delay in the occurrence of complications
(Diabetes Control and Complications Trial Research Group, 1995).

Health care professionals have supported the importance and value of
these findings, and have therefore sought the most efficient methods of
translating the results of the DCCT into practice. Consequently, a number of
studies have investigated current diabetes treatment practices, as well as health
care professionals’ attitudes toward diabetes care. The significant results of

these studies suggest that the psychosocial needs of persons with type 1
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diabetes are being overlooked by the intensified push for tighter diabetes control.
These studies will be addressed below.

Most physicians have adhered to the recommendations of the DCCT, with
a focus on strict compliance with the treatment regimen, their goal being good
glucose control and prevention of complications (Havas, 1999; Helseth, Susman,
Crabtree, & O'Connor, 1999; Hernandez, 1996; Hunt, Arar, & Larme, 1998;
Jones et al., 2001; Nichol, 1999). Another study found that general practitioners
were putting more focus on the physiological rather than the psychosocial
aspects of diabetes (Beeney et al., 1996). They significantly overestimated
‘physiological complications as a concern for their clients with diabetes at
diagnosis, possibly influenced by the results of the DCCT. Their clients reported
the need for more emotional support in order to help them meet their diabetes
information needs. These clients indicated a preference for diabetes educators
and courses over physicians’ teaching. Other researchers have discovered that
it is not diabetes educators, but the primary care physician (who may be a
diabetes specialist), who is the first and often the principal medical contact for
persons with diabetes (Harris, Meltzer, & Zinman, 1998; Meltzer et al., 1998).

Another significant finding of the DCCT indicates that with intensive
management, the lowering of blood glucose levels to normal causes an
increased incidence of severe hypoglycemia (Drass & Feldman, 1996;

Hernandez et al., 1999; Rubin, 2002). A serious consequence of recurrent
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hypoglycemia is treatment nonadherence because of the psychological and
physical discomforts of these episodes (Strauss, 1996). Although these findings
have profound physical, cognitive, social, and emotional implications for persons
with type 1 diabetes, they have not been given much attention.

One of the limitations of the DCCT is that it focused on insulin therapy for
optimal glycemic control while ignoring some of the other glucoregulatory
hormones. This raises “. . . the important question of whether it is realistic to
expect that near-normalization of glycemia can be routinely and easily achieved
in most patients with exogenous insulin replacement alone” (Buse et al., 2002,

p.137).

The Experience of Living With Diabetes

The focus of the DCCT provides a sharp contrast to the actual experience
of living with type 1 diabetes. Some nurse researchers have investigated the
personal meaning of diabetes in an attempt to understand the “insiders view”. A
number of references have been found that present insights into what adults live
through in their daily struggle with type 1 diabetes. These studies used
qualitative research methods. A summary of each study, with a comparison of
the similarities and differences of the findings will be presented first. Then, the

findings on various other aspects of living with type 1 diabetes will be presented
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using the subheadings: (a) quality of life, (b) autonomy, (c) the impact of health
care professionals, and (d) diabetes management / diabetes education.

Hernandez (1995) used grounded theory to investigate the experience of
living with type 1 diabetes in adulthood. She postulated that the emphasis on
diabetes control implied domination of clients and suggested the need for
collaborative alliances that broke down current hierarchical relationships. Her
findings provided support for the need to move to a new paradigm in diabetes
education described as integration, to replace the traditional compliance /
adherence paradigm. Integration occurred when the personal and diabetic
selves merged in such a way that persons became experts in their own diabetes
care (Hernandez, 1996).

The findings of Paterson and Sloan’s (1994) phenomenological study
parallel the findings of Hernandez (1996) in that their participants had become
experts in diabetes self-care management. Paterson and Sloan investigated the
decision-making of persons with long-standing type 1 diabetes. These
participants moved through a developmental progression entailing risks as well
as confrontation with health care professionals. They took an active role in
diabetes management that gave them a feeling of control when they felt
restricted by the disease and betrayed by disinterested health care

professionals. They became experts in self-care by knowing the body,
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anticipating problems, establishing collaborative relationships with health care
professionals, and fostering the support of family and friends.

Price (1993) developed a Diabetes Self-Management Model (DSMM) from
the findings of her grounded theory study on the actual experience of adapting to
the diabetes regimen. Similar to Paterson and Sloan'’s (1994) findings, this
learning evolved over time, and involved problem solving and a definition of
control different from that of health care professionals. Price’s dynamic model
affirmed the effort and stress of learning diabetes self-management. The
importance of individualized treatment regimens, developed from personal
experiences and harmonized with persons’ values and expectations of how life
should be lived, was also affirmed by the DSMM.

Hartrick (1998) conducted a phenomenological study to gain insight into
an insider’s perspective of how type 1 diabetes is meaningfully experienced.
Hartrick’s goal was to help nurses to use the insights gained to practice more
holistically. The findings revealed complex and multifaceted meanings of
diabetes in participants’ lives. Similar to the findings of Hernandez (1995),
Paterson and Sloan (1994), and Price (1993), Hartrick discovered that the
meaning of type 1 diabetes in people’s lives was unique and personal, and that
this meaning had evolved over time. This personal knowledge influenced the
choices they made about diabetes management. Hartrick's findings, concerning

the power of health professionals and the difficulty of integrating the diabetes
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regimen into everyday life, support previous findings. Hartrick presented new
insights in her description of diabetes as loss and gain, and diabetes as being
culturally influenced in that these persons do not meet the North American
cultural value of being healthy; they are considered to be different.

Maclean and Goldman (2000) reviewed and synthesized sixty qualitative
research studies conducted on the psychosocial aspects of diabetes. They
summarized feelings expressed about life with diabetes under six themes, some
of which were similar to the findings of other reviewed studies. These themes
were: loss of spontaneity, anger, unpredictability, endlessness, and disruption to
sexuality. Maclean and Goldman'’s discussion of the results of this review
emphasized the personal meanings of adjusting to diabetes, and the personal
knowledge gained from experimentation. Persons with diabetes individualized
their management choices. The low priority given to participants’ psychological
responses by health professionals, and their need for emotional support was
also highlighted in this review. Persons with diabetes preferred health
professionals who respected their viewpoint and were willing to work
collaboratively with them, not ones who judged them as being irresponsible and
lacking in self-control.

A meta-analysis of published research and theses’ pertaining to the lived
experience of diabetes was conducted by Paterson, Thorne, and Dewis (1998).

Forty-three qualitative research studies were reviewed using meta-ethnography
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in a comparative analysis of findings. The goal of this meta-analysis was to
discover the totality of the experience of living with and managing diabetes. The
findings revealed that balance was the definitive metaphor of the lived
experience of diabetes. Persons with this disease learned balance through a
developmental process in which they utilized both their personal experience and
experimentation in managing their diabetes. They strove for a normal life by
focusing on wellness, empowerment, and balance instead of control. The
authors proposed that these findings bring new meaning to behaviours often
regarded as being noncompliant. They felt that judgements regarding
noncompliance were not appropriate because persons with diabetes were
balancing and developing their own expertise. They recommended that health
care professionals apply these findings in their approach to persons with type 1
diabetes.

As part of a larger project, Finfgeld (2000) conducted a grounded theory
study to examine the role of courage in young adults with long term health
concerns, including those with insulin-dependent diabetes. Becoming
courageous and maintaining courage was found to be a progressive-regressive
continuum. Courage was learned over time and developed when persons had to
struggle to manage a threat, such as a chronic health concern. During this
learning process, persons utilized cognitive thinking strategies involving

discernment, or the ability to moderate extremes of rigidity and irresponsibility,
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values clarification, and greater sensitivity to the positive aspects of life. Their
courageous behaviour was characterized by altruism, by pushing to transcend
health problems, and by being humble in not identifying themselves as
courageous. In order to maintain and promote the development of courage,
persons used hope, self-confidence, and personal values to help them. Other
factors such as role models, recognition from others, the advocacy of others
through encouragement and humour, and the support and validation of health
care providers was important. Two outcomes of being courageous were thriving
or living life fully, and personal integrity in which feelings of pride and dignity
were experienced.

Collectively, these studies reveal a deeper insight into living with diabetes.
Findings suggest that taking a more holistic view of the total lives of persons with
diabetes is important, and can be accomplished by showing respect for their
courage and ingenuity in seeking balance, rather than trying to control them.
More studies need to be conducted on ways to bridge the gap between
biomedical and holistic approaches because both approaches are important in

helping persons live healthy and productive lives with diabetes.

Quality of Life
Quality of life is a recurring psychosocial concept in the research

literature. Quality of life is an ability to experience health despite iliness
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(Lundman et al., 1990). Quality of life is very subjective and should be judged by

personal values and beliefs (McLeod, 1998; Vallis, 1998). Because of the all-
encompassing nature of the diabetes lifestyle and its ongoing threat to quality of
life, this area of research gives valuable insights into the lived experience of
diabetes.

A number of studies have been done to investigate quality of life with
diabetes. Persons with diabetes have reported a lower quality of life and lower
health status than the healthy population (Aalto et al., 1997). A self-report
survey measured diabetes-related emotional distress in type 1 diabetes, and
reported that those with the highest total scores found the frustrations of the
disease and its treatment regimen to be overwhelming (Polonsky et al., 1995).
DeCoster (2003) reported that the non-pathological emotions of fear, anxiety,
guilt, irritation, anger, and sadness were experienced by persons with diabetes
and could present a coping challenge. Low levels of subjective health and
quality of life were related to the threat of acute and long-term complications
(DeCoster; Hendricks & Hendricks, 1998; Lundman & Norberg, 1993; Lundman
et al., 1990). A systematic review of thirty-six studies that examined the impact
of psychosocial outcomes following education, self-management, and
psychological interventions found that psychological interventions improved
depression, and self-management interventions improved quality of life (Steed,

Cooke, & Newman, 2003).
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Under certain conditions, some persons with diabetes will achieve a
relatively good quality of life despite this disease. Most participants reported
general feelings of well being providing no severe complications had developed
(Lundman et al., 1990). In another study, personal choice helped participants to
achieve a quality of life; they were able to distance themselves from the
restrictions of living with diabetes by choosing to take a break from strict control
at times, and by exercising selective restraint in order to keep life spontaneous
and enjoyable (Mitchell & Lawton, 2000). In a similar study, health was more
closely related to mental well-being than optimal blood sugar levels; quality of life
was associated with experiencing feelings of psychological well-being despite
living with a demanding disease; persons lived well with type 1 diabetes if they
had successful problem solving and emotional coping strategies (Finfgeld, 2000;

Lundman & Norberg, 1993).

Autonomy
Natural psychological drives in adulthood are free will and self-
determination (Vallis, 2001), both of which are characteristics of autonomy (Lutz,
1994; Thompson, 1995). The reality of the lived experience of adults with type 1
diabetes is that their autonomy is compromised not only by the demands of
diabetes management but also by the actual and potential threats of the disease

itself. A number of studies have been carried out to investigate the meaning of
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autonomy to persons with diabetes. Autonomy has been considered in a
psychosocial sense, as a component of the sense of identity, and in terms of
empowerment. These aspects of autonomy will be discussed in this section.

The psychosocial aspect of autonomy has been explored by many
researchers who felt it was important to understand how individuals balanced the
excessive self-care demands of the diabetes lifestyle with their need for self-
direction in their lives (Goldman & Maclean, 1998; Maclean, 1991; Mitchell &
Lawton, 2000; Reichard, 1996; Vallis, 2001; Wikblad, 1991). In the context of
the diabetes treatment regimen, autonomy and adherence are conflicting terms;
aiming for adherence to stringent rules can set the stage for failure as it involves
choosing a life of complex restrictions, a frustrating experience for health care
providers and patients because there is no provision made for choice and self-
direction (Strauss, 1996; Vallis; Weiss & Hutchinson, 2000). Several
researchers, who explored experimentation with the diabetes lifestyle,
discovered that seeking autonomy was one aspect of experimentation.
Individuals who used experimentation shared a goal of fitting diabetes into their
individual lifestyles, and of harmonizing it with their values and expectations of
how life should be lived (Mitchell & Lawton, 2000; Paterson & Thorne, 2000b). In
another study, Price (1993) compared experimentation to the role of a scientist
who carries out detective work and pattern recognition, while Paterson and

Thorne (2000a) discovered that participants, when faced with an unfamiliar
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situation, solved the problem by using management principles and logical
patterns of thinking resembling those of beginning health care professionals.

Other researchers have investigated autonomy as a major component of
the sense of identity. The diagnosis of diabetes is an assault on the self;
therefore the challenge of diabetes management is to redefine one’s identity so
that diabetes is integrated in a positive manner (Goldman & Maclean, 1998).
The process of redefining one’s identity has been described as reconfiguring the
sense of self to incorporate the new self with a chronic illness (Maclean &
Goldman, 2000). Patients have a need to be in control because their sense of
self is the same whether ill or well, and their sense of self should be valued
(Newbern, 1990).

Autonomy has been researched in terms of empowerment, that is,
enabling the person with diabetes to effectively make decisions relating to self-
management of the disease. True empowerment for persons with diabetes
enables them to live the life they would have chosen if they did not have diabetes
(Reichard, 1996). In the area of diet-related self-care, empowerment
acknowledges the right of individuals with diabetes to make their own decisions
about diet, even if that decision is to do nothing to adhere to the prescribed diet.
Participants have shown enhanced well being in the areas of self-esteem and a
sense of belonging in social situations, when they made deliberate autonomous

choice regarding dietary flexibility (Maclean, 1991). Spousal help can have an
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impact on the autonomy of persons with diabetes in that they have a need to
counter the demands of diabetes care and the concerns of their spouses with
their own needs for autonomy and self-esteem (Baily & Kahn, 1993).

Several researchers proposed that health care professionals can have a
negative impact on the autonomy of adults with diabetes. When health care
professionals attempt to control and modify their behaviour, these adults feel
threatened; they will respond with resistance as they feel their personal free will
and authority being taken away, reasoning that the best way to resist this threat
is to oppose. These researchers recommend that health care professionals
recognize the autonomy of the individual - that diabetes is theirs to manage
(Mitchell & Lawton, 2000; Vallis, 2001). Weiss and Hutchinson (2000)
recommend that health care providers collaborate with each person with
diabetes to develop an individualized treatment plan that is most helpful and

beneficial to his/her health.

The Impact of Health Care Professionals
The chronic and ever-changing nature of type 1 diabetes necessitates
interactions with health care professionals for management of the disease.
Persons with diabetes require regular assessment by physicians regarding their
daily, and long-term blood glucose levels, adjustment of insulin dosages, and

early diagnosis and treatment of complications. Certified diabetes educators
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have a specialist role in supporting and teaching persons with diabetes. While
diabetes nurse educators can modify insulin dosages in order to improve blood
glucose levels, diabetes dietician educators can help persons with diabetes to
adjust and modify their dietary intake. All diabetes educators have a very
important role in diabetes education, and advocacy. As necessary, other
members of the health care team are utilized to meet individual needs. The way
in which persons with type 1 diabetes perceived these interactions had a
profound impact on their lived experience of the disease in their daily lives.

At the time of diagnosis, participants in Maclean and Goldman’s (2000)
study reported being dependent on health care professionals for guidance in
integrating and applying all the new information they were being taught. They
also sought support from health care professionals in dealing with the emotional
ramifications of the disease and the shock of diagnosis. As participants became
more familiar with the disease and its treatment, their need for constant
reassurance decreased but they still consulted with health care professionals as
needed to control their disease.

Health care professionals’ perspectives regarding diabetes management
frequently differed from those of participants, leading to frustration on both sides.
The goals of health care p