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Abstract

The purpose of this study was to explore urban Aboriginal people’s 

perspectives on diabetes and their experiences using health services. Using a 

qualitative approach, in-depth semi-structured interviews were conducted with eight 

urban Aboriginal people with diabetes. The data generated were analyzed using 

content analysis. The findings indicate that urban Aboriginal people have difficulty 

accessing and navigating health care services as result of social, cultural, and 

economic circumstances. Further, lack of resources and information appropriate to 

participants’ needs created difficulties in their making lifestyle changes for diabetes 

management. Emphasized was the need for greater diabetes awareness and 

availability of suitable resources for the Aboriginal community. In the discussion, 

the new paradigm of chronic disease management, with emphasis on self

management, is explored as an approach to change the health care system and make 

improvements to diabetes care services that positively contribute to Aboriginal 

people’s health. Based on the results, implications for programs and services, health 

care providers, and further research are presented.
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Chapter 1: Introduction

Diabetes has been identified as a problem of epidemic proportion for 

Aboriginal people throughout Canada that is further compounded by a lack of 

adequate diabetes programs, services and resources for Aboriginal peoples. 

Aboriginal people generally have limited interest in the support services of the 

mainstream health care system. In their experience such services, including those for 

people with diabetes, have been ineffective in improving their health (Aboriginal 

Health Association of British Columbia [AHABC], 1999; B. C. First Nations 

Regional Health Survey [BCFNRHS], 2000; Bobet, 1998; British Columbia 

Provincial Health Officer [BCPHO], 2002). This is the case even in urban settings 

(Gregory et al., 1999; Royal Commission on Aboriginal Peoples [RCAP], 1996; 

Shestowsky, 1995). In general, research has shifted from inquiry about patient non- 

compliance with diabetes care to questions investigating problems with the diabetes 

care model (Anderson, 1985; Glasgow & Anderson, 1999; Paterson, 2001; Wagner 

et al., 2001). One main outcome identified by such studies has been the need to 

educate and support people with diabetes to manage their disease in the context of 

their daily lives. With Aboriginal people experiencing high and steadily increasing 

rates of diabetes and associated complications, special health programs which 

promote prevention and support Aboriginal people in British Columbia to deal with 

the everyday dilemmas surrounding diabetes are of utmost importance.



This is a descriptive exploratory qualitative study of the perspectives of urban 

Aboriginal people in Prince George, British Columbia about diabetes and their 

experiences using health services. The initial idea for conducting this study came out 

of my volunteer work with the Canadian Diabetes Association that included an 

opportunity to present with a nurse educator about diabetes to a group of Aboriginal 

people at the local college. The students in this group said that the problem of 

diabetes in their community was accelerating, and that awareness of diabetes was 

limited. Consultation with the Central Interior Native Health Society (CINHS) 

confirmed the reports of an increasing rate of diabetes among their clients, and 

growing requests for diabetes health care and health education services. Due to 

limited time, staff, and resources, the CINHS was, at the time, only able to provide 

the most basic information to clients. In Prince George, Aboriginal people with 

diabetes were receiving little, if any, diabetes education. Members of the health 

community reported Aboriginal people seldom used the diabetes education clinic at 

the Prince George Regional Hospital or the local branch of the Canadian Diabetes 

Association. This process raised the question whether the contemporary model of 

diabetes care is sufficient to meet the needs of urban Aboriginal people in Prince 

George, and whether new culturally sensitive and accessible diabetes education and 

management programs were required. In order to answer these questions, 

information was needed regarding the experiences of urban Aboriginal people with 

diabetes and their perspectives about the currently offered health services.



Aboriginal people in Canada have varying differences in status and 

entitlement, a result of discriminatory labelling by the federal government Indian 

Act (RCAP, 1996). For the purposes of this study the term “Aboriginal people” will 

be used to collectively represent all First Nations (status and non-status) and Métis 

people. Inuit people, although a part of the Aboriginal population, did not take part 

in this study. When referring to health information and statistics for specific 

Aboriginal groups, the pertinent terminology will be used.

Background to the Problem

Diabetes is a chronic metabolic condition resulting from total or partial 

deficiency in the body’s production and/or utilization of insulin and characterized by 

high levels of blood glucose. Type 2 diabetes accounts for approximately 90% of all 

diabetes cases, including those among Canadian Aboriginals. Risk factors for 

diabetes include 1) a diet high in refined sugars, fat, and calories, 2) sedentary 

activity, 3) obesity, 4) age > 40 years, 5) having a biological family member with 

diabetes, and 6) being a member of a high-risk population such as Aboriginal. 

Numerous complications are associated with diabetes including high/ low blood 

glucose reactions and associated diseases in the eyes, kidneys, feet, vascular system 

and nervous system. Though there is no cure for diabetes, complications can be 

prevented or delayed through healthy eating, regular physical activity, and weight 

management (BCPHO, 2002; Health Canada, 2002; Hjelm, Mufunda, Nambozi, & 

Kemp, 2003; Young, Szathmary, Evers, & Wheatley, 1990).



Reports of the diabetes prevalence rate in the Canadian population range 

between 4.5% (Millar & Young, 2003) and 4.8% (Health Canada, 2002), greater 

than the previously documented 2% (Canadian Diabetes Association [CDA], 1997; 

Young et al., 1990). The actual rate is estimated to be higher, as one in three persons 

with diabetes is unaware of their illness (CDA, 2000a; Health Canada, 2002; Millar 

& Young). The increase in cases of diabetes among Canadians is related to 

advancing population age, genetic predisposition, and most significantly lifestyles of 

sedentary leisure time and unbalanced diets resulting in excess weight (CDA, 2003a; 

Health Canada, 2002; Millar & Young). In the general Canadian population type 2 

diabetes typically occurs after age 40, and men have higher prevalence of diabetes 

than women. Nearly half of Canadians with diabetes also have high blood pressure 

(Health Canada, 2002). Though people with diabetes make up an estimated 6% of 

the Canadian population, they account for 30 to 50% of heart attack, stroke, and new 

dialysis patients (CDA, 2003b) and incur medical costs that are two to five times 

higher than Canadians without diabetes (CDA, 2003a). Diabetes has great economic 

costs and places high demands on community and health care resources (CDA, 

2003a; CDA, 2003b; Health Canada, 2002; Hjelm et ah, 2003).

Diabetes in Canadian Aboriginal populations. The World Health Organization 

recognizes diabetes as a global epidemic that is proceeding rapidly particularly 

among developing countries, and minority groups and disadvantaged communities 

of industrialized countries. Social, cultural, economic, and political effects of



urbanization and industrialization are linked to the higher prevalence of diabetes 

among these populations (Hjelm et al., 2003). In Canada most reports on diabetes in 

Aboriginal populations pertain to Status First Nations people, however the problems 

of diabetes and associated complications are experienced by all Aboriginal peoples 

and can be inferred from the data presented in these reports (BCPHO, 2002; Health 

Canada, 2000). Aboriginal peoples’ genetic susceptibility to diabetes makes this 

disease a concern for all Aboriginal people (Health Canada, 2000).

The problem of diabetes is profound in the Aboriginal population of Canada. 

Over the past few decades diabetes has become a leading cause of morbidity and 

mortality that was virtually non-existent in Canadian Aboriginal populations half a 

century ago. In general, rates of diabetes among Canadian Aboriginal populations 

are lowest in the north and in the province of British Columbia, and highest in the 

central Canadian provinces. Within provinces. Aboriginal people living in the south 

have higher rates of diabetes. However, an unexpected finding from the Aboriginal 

Peoples Survey (APS) is that Aboriginal people living on-reserve have highest rates 

of diabetes followed by those living in rural communities and lastly urban areas. 

Further research into the differences between on-reserve, rural, and urban Aboriginal 

populations’ rates of diabetes and risk factors are needed (Bobet, 1998; Health 

Canada, 2000).

The prevalence rate of diabetes for the Aboriginal population is 2 to 5 times 

higher than the national average, across all age groups (Figure 1) (Bobet, 1998;
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Waldram, Herring, & Young, 1995; Young, 1994; Young, Reading, Elias, & O’Neil, 

2000).
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Fig. 1; Prevalence of self-reported diabetes mellitus among all Canadians (1994) and 
First Nations people (1991 and 1997).’

A study of the 1991 APS data found the age adjusted prevalence among the Métis of 

Manitoba, Saskatchewan, and Alberta to be 9% and among First Nations 11%; these 

rates are at least three times the western Canadian general population rate of 3%

' From “Type 2 diabetes mellitus in Canada’s First Nations: Status o f an epidemic in progress,” by 

Young, T. K., Reading, J., Elias, B., & O ’Neil, J. D., 2000, Canadian Medical Association Journal, 

163, p. 563. Copyright 2000 by the Canadian Medical Association. Reprinted with permission o f the 

author (Appendix A).
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(Bruce, 2000a). Young and colleagues’ (2000) study of the 1997 First Nations and 

Inuit Regional Health Survey (FNIRHS) found the age-adjusted diabetes prevalence 

rates of First Nations men and women to be 3.6 and 5.3 times higher respectively 

than men and women of the Canadian population. Overall the diabetes prevalence 

rates for all age groups of First Nations people from the FNIRHS are 20% greater 

than those from the Aboriginal Peoples Survey (Health Canada, 2000).

Significant numbers of new diabetes cases identified by community wide 

screening studies indicate that rates of diabetes in First Nations populations are on 

the rise and “diagnosed cases do not represent the total burden of disease” (Young et 

al., 2000, p. 562). Continuous surveillance studies have allowed researchers to 

conclude increasing prevalence of diabetes in First Nations populations cannot be 

fully explained by improved access to health services or screening practices alone 

(Fox, Harris, & Whalen-Brough, 1994; Harris et al., 1997; Young et al., 2000).

Though the age group most affected by type 2 diabetes is 65 years and older, 

the disease generally affects Aboriginal people at a younger age than the non- 

Aboriginal population, and is increasingly observed in Aboriginal children and 

adolescents. In the Aboriginal population, women are at least twice as likely to be 

diagnosed as men (Bobet, 1998; Health Canada, 2000; Young, 1993; Young et al.,

2000). Aboriginal people with diabetes experience higher rates of hypertension, 

heart disease, renal disease, and vision problems than Aboriginal persons without 

diabetes (Bobet; Bmce, 2000b; Waldram et al., 1995; Young et al., 2000) and higher



8

rates of these complications compared to non-Aboriginal people with diabetes 

(BCPHO, 2002; Bobet; Daniel et ah, 1999; Health Canada, 2000). Poor blood 

glucose control is reportedly high among Aboriginal people with diabetes (Fox et 

ah, 1994; Young et ah, 2000) as are short term and long term eomplications of 

diabetes (Bobet; Fuller, 1991; Young et ah, 2000). An Aboriginal person’s risk of 

death due to diabetes is much higher than that for the non-Aboriginal Canadian 

(Bobet; Fox et ah; Health Canada, 2000; Young et ah, 2000).

Researchers agree that a eombination of genetic factors and change from 

traditional Aboriginal lifestyle to modern ways of living are eonneeted with the high 

susceptibility of Aboriginal people to diabetes. Limited physical activity and a diet 

high in calories, saturated fat and simple sugars are related to the risk factor obesity, 

and are suspected in the marked variation in diabetes in Aboriginal populations 

(BCPHO, 2002; Bobet, 1998; Bruee, 2000a; Daniel & Gamble, 1995; Health 

Canada, 2000; Young et ah, 2000; Young, 1994). Diabetes prevalence among 

Aboriginal peoples is exacerbated by the poverty, low education levels, 

unemployment, and other socioeconomic conditions that often characterize the 

marginalized position Aboriginal people have within Canadian society (Daniel & 

Gamble; Gregory et ah, 1999; Travers, 1997; Waldram et ah, 1995). These 

conditions make it more difficult to adopt healthy behaviours by limiting access to 

healthy food and recreational opportunities, lowering self-esteem necessary to make 

healthy choices (AHABC, 1999; Bobet; Health Canada, 2002; RCAP, 1996), and



contributing to inequities in access to health care services (BCPHO; Bobet; RCAP,

1996). The relationship between socioeconomics and diabetes is discussed in more 

detail in Chapter Two.

Diabetes in British Columbia Aboriginal populations. Most statistics about 

diabetes among Aboriginal people in British Columbia are limited to status First 

Nations people. Generally lower prevalence of diabetes is observed among 

Aboriginal people in British Columbia than Aboriginal people elsewhere in Canada. 

However, the rates of diabetes among Aboriginal people in B.C. are steadily and 

significantly increasing. In many areas the prevalence of diabetes in the Aboriginal 

population of B.C. exceeds that of the general population. Higher rates o f diabetes 

for B.C. First Nations people are observed in southern areas, similar to findings 

across Canada, but also in coastal communities. Poor blood glucose control and high 

complication rates are common (BCPHO, 2002; Johnson, Martin, & Sarin, 2002; 

Martin, 1995; Martin & Yidegiligne, 1998). Young et al. (1990) reported that in 

1987 the age-adjusted prevalence rates of diabetes were 1.4% for males and 1.8% 

for females in the status First Nations population of British Columbia. Martin 

reported an increase in the rate of diabetes among B.C. status First Nations people 

over five years. The overall diabetes prevalence rates for B.C. status First Nations 

people in 1987 were 1.14% for males and 1.70% for females; in 1992 the rates had 

increased to 2.47% for males and 3.33% for females. A follow-up study found these 

rates continue to increase considerably (Martin & Yidegiligne). According to the
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1991 Aboriginal Peoples Survey 9.9% of the Aboriginal people of British Columbia 

had diabetes compared to 3.1% of other British Columbians (BCPHO). Age 

standardized mortality rates for diabetes for B.C. status First Nations people for the 

years 1991-2001 were 2.8 for males and 2.4 for females, compared with 1.6 and 1.1 

respectively for other residents in B.C. (British Columbia Vital Statistics [BCVS], 

2002). The observed increases in diabetes among Aboriginal people in B.C. are 

consistent with the rising number of Aboriginal people developing this disease 

elsewhere in Canada over the past few years (Gamble, 1993; Martin & Yidegiligne).

Aboriginal people’s diabetes experience. Overall, Aboriginal people in 

Canada, including those in British Columbia, see the health of their people as poor 

and have high levels of concern about diabetes (BCFNRHS, 2000; Bobet, 1998; 

RCAP, 1996). Whereas in the general Canadian population, people with diabetes are 

less likely to perceive their health to be good compared to people without diabetes 

(Health Canada, 2002), there appears an even greater discrepancy in self-reports of 

health between Aboriginal people with and without diabetes (Bobet). The problems 

of diabetes and associated complications in Canadian Aboriginal communities are 

characterized by higher exposure to risk factors, higher prevalence rates of diabetes 

and complications than the non-Aboriginal population, earlier onset, and late 

detection or diagnosis leading to greater severity (Bobet; Health Canada, 2000). 

There is great need for diabetes prevention and intervention programs in Aboriginal 

communities. “Most Aboriginal communities are aware that diabetes is a serious
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health issue, but it can be a challenge to tackle this growing problem when there are 

so many other pressing health and social concerns” (BCPHO, 2002, p. 105).

Though better health care services targeting chronic disease management are 

needed for all Canadians, particularly as the population ages (BCPHO, 2002), the 

Aboriginal population of Canada has unique needs specific to diabetes care. The 

Aboriginal population already experiences inequities in health, social status, and 

access to health services when compared to the general Canadian population 

(BCPHO). Due to the young age, demographics and rapid growth rate of the 

Canadian Aboriginal population. Aboriginal people, their families and communities 

will need diabetes prevention and care programs that differ from those of the 

Canadian population where health services will cater more to older age groups 

(AHABC, 1999; BCPHO; Health Canada, 2003). Further, with approximately half 

of the Aboriginal population of B.C. living off reserve and/or in urban areas 

(AHABC) and increasing movement of Aboriginal peoples to live in more urban 

areas (Health Canada, 2003; RCAP, 1996; Wilson & Rosenberg, 2002), the full 

extent of demand for suitable diabetes health programs for Aboriginal people in 

urban settings has yet to be observed.

For health services to be effective in improving the health of Aboriginal 

people there needs to be recognition of Aboriginal people’s health issues and 

challenges. It has been argued Aboriginal people must be included in the planning 

and operations of health services so that programs are based on cultural concepts of
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health and address communities’ needs (RCAP, 1996). The Royal Commission on 

Aboriginal Peoples (1996) emphasized the importance of documenting and 

examining the perspectives and experiences of Aboriginal peoples. Research 

focused on Aboriginal health is needed to document disparities and to support the 

development of health programs.

Community Profile

In Prince George, British Columbia, Aboriginal people make up 

approximately 17% of the population (Bryant, 1999). Status First Nations residents 

represent just over half of this value, 8.7% of the population of the area, compared to 

that province wide of 3.8% (BCVS, 2002). The socioeconomic characteristics of the 

Northern Interior Health Service Delivery Area (NIHSDA), which includes Prince 

George, when compared to other regions in the province of British Columbia depict 

higher unemployment rates, a higher proportion of the population on income 

assistance, and a higher proportion of the population with less than a high school 

education (Bryant; British Columbia, 1995). Throughout the province the standard 

of living for an Aboriginal person is 20% below the provincial average (BCPHO, 

2002). Though Aboriginal people living in the Northern Interior have better health 

status than Aboriginal people living in the Lower Mainland, their health status is 

lower compared to other residents in the Northern Interior. By comparison non- 

Aboriginal residents of the Northern Interior have lower health status than residents 

in the southern part of the province (BCPHO).
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In the NIHSDA the prevalence of diabetes is slightly higher than the overall 

provincial rate (BCVS, 2002). The CDA (2000b) estimated 3.9 % of the general 

population in the NIHSDA had diabetes in the year 2000. Age standardized 

mortality rates for diabetes for status First Nations people of the NIHSDA for the 

years 1991-2001 were 1.5 %, compared with 1.9 % for other residents (BCVS). 

Prevalence rates of diabetes for the Aboriginal population of the Northern Interior 

Health Service Delivery Area, and more specifically Prince George, do not exist. 

Study Purpose

The purpose of this study was to document the views of urban Aboriginal 

people regarding their diabetes, suitable health care, diabetes education, and support 

services. It is hoped this study will benefit the Aboriginal people in Prince George 

by giving them the opportunity to share their point of view, expectations, feelings, 

and experiences about: a) their diabetes, b) diabetes care services, and c) what 

diabetes health education and support services they feel would be helpful to urban 

Aboriginal people in Prince George. Such research will increase awareness of 

Aboriginal people’s experiences of diabetes and help health care providers and 

agencies in the Prince George area engage with Aboriginal people to plan for better 

diabetes care programs in Prince George.

Research Question

The initial research question proposed for this study was, “What are the 

perspectives of urban Aboriginal people with diabetes regarding appropriate
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diabetes health education and support services?” However, during the interviews 

and process of data analysis I came to an understanding that health education and 

support services were encompassed by the broader term ‘health services’. Medical 

care, patient-education, and support services are integral parts of quality health 

services. Patient education, in this case diabetes education, refers to information 

provided by a doctor, or other health professional, about the nature of the patient’s 

disease and health management. Therefore, for the purpose of this thesis the research 

question is more appropriately written, “What are the perspectives of urban 

Aboriginal people with diabetes regarding appropriate health services?”

Framework o f  the Thesis

Presented in Chapter Two is a discussion of the literature addressing 

Aboriginal people’s perspectives about diabetes, urban Aboriginal people’s 

experiences of health services and diabetes care. Discussed are the problems 

associated with the conventional diabetes care model. New approaches to chronic 

disease care, specifically collaborative care and self-management education are 

introduced. Discussed in Chapter Three is the methodology used in this study. The 

findings, reflecting on participants’ perceptions of diabetes and health services, are 

presented in Chapter Four. Finally, the results of the study as they relate to the 

literature are discussed in Chapter Five, and self-management education is explored 

as a framework to address the diabetes care and education needs identified in this 

study.
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Chapter 2: Literature Review

Research on Aboriginal people’s experiences of diabetes predominantly has 

taken place in reserve and rural communities, while literature on urban Aboriginal 

people’s perspectives about diabetes and experiences using health services is limited 

to a few studies. To create a context for this study, topics examined in this chapter 

are drawn from a eombination of this general body of literature. Notwithstanding 

cultural variability among Aboriginal people, their perceptions of diabetes and the 

ways in which illness is understood tend to be similar. Generally, Aboriginal 

people’s practices of earing for their health and use of health services are reflective 

of their cultural and socio-economic circumstances.

The following review of literature is organized into four topic sections. After 

first discussing the literature pertaining to the general perspectives about diabetes of 

Aboriginal people in Canada, the urban Aboriginal experience of using the Canadian 

health system will be described. The next section provides an explanation of 

conventional diabetes care services and reasons for the lack of effectiveness in the 

Aboriginal population. The latter part of this literature review will talk about the 

new paradigm of chronic disease management, emphasizing self-management. 

Aboriginal Perspectives About Diabetes

In a generalized view of Aboriginal concepts of health, the health of an 

individual is interrelated with the health of family and community. Illness is 

believed to be the result of a state of imbalance (AHABC, 1999; Garro, 1995;
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RCAP, 1996). Studies exploring Aboriginal people’s perspectives about diabetes are 

consistent in finding that diabetes is thought to be the result of the transition from a 

traditional lifestyle to modern habits, particularly a change in diet away from 

traditional foods and a decrease in physical activity. Urban Aboriginal people share 

these beliefs (Gregory et al., 1999; Hagey, 1984; Travers, 1997). Though there is 

widespread understanding among Aboriginal adults with diabetes that their ehildren 

could develop diabetes (Cosby & Houlden, 1995; Garro; Grams et al., 1996;

Gregory et al.), a few studies found Aboriginal people have reservations about the 

concept of diabetes-heredity because of the short history of diabetes in Aboriginal 

eommuiiities (Garro; Sunday & Eyles, 2001). Due to a lack of previous collective 

experience of diabetes, cultural understandings and responses to diabetes are still 

unfolding (Waldram et al., 1995; Young, 1994).

Denial, grief, and anger are common responses for anyone diagnosed with 

diabetes. In general. Aboriginal people’s fears relate to learning that diabetes is a 

life-long illness and include but are not limited to economic costs of diabetes care, 

developing complications, and the anticipated loss of normalcy and freedom to 

pursue a chosen lifestyle (Grams et al., 1996; Sunday & Eyles, 2001). Family 

members of the person with diabetes experience similar fears for their loved one, 

and many times, in attempting to be helpful, their nagging creates tension and 

frustration (Boston et al., 1997; Fuller, 1991; Grams et al.; Sunday & Eyles). In turn. 

Aboriginal people with diabetes often feel their disease isolates them from family.
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friends, and community. Lack of social support for persons with diabetes affects 

decisions to follow diabetes care plans.

Family and friends who bave diabetes themselves are valuable resources and 

often primary sources of information. Learning about others’ experiences with and 

progression of diabetes can have the benefit of influencing people to take steps to 

improve their own diabetes care (Cosby & Houlden, 1995; Fuller, 1991; Gregory et 

al., 1999). This, however, was not always the case. Cosby and Houlden found if a 

person thought they were following a diabetes regimen more closely than someone 

with complications, they were unlikely to make changes to improve their own 

diabetes care. As well, both in urban (Gregory et al.) and rural (Sunday & Eyles,

2001) communities, knowing too many people with diabetes gives the impression of 

normalcy, “like a natural part of aging” (Sunday & Eyles, p.644); thus supporting 

the belief that health decline associated with diabetes is inevitable and 

uncontrollable.

Generally, Aboriginal persons with diabetes reported that they had received 

from a health care provider some information about diabetes care but did not 

continually follow diet and exercise recommendations. Individuals who did not 

perceive their diabetes to be bothersome or a problem in need of control at all times, 

did not consistently heed lifestyle modifications (Boston et al., 1997; Cosby & 

Houlden, 1995; Gregory et al., 1999; Travers, 1997). Sunday and Eyles (2001) 

found participants would tolerate the diabetes therapy they had been prescribed up to
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the point where they perceived that the disease and associated complications were 

less invasive then the daily hassles of lifestyle change. Similarly, the research by 

Garro (1995) and Cosby and Houlden indicates that if a person felt physically better 

in response to medication or changes to their diet, they were more likely to try and 

follow their therapeutic regimen; however if change was not noticed or they felt 

worse the reverse was also true.

Gregory and colleagues (1999) concluded that the urban Aboriginal 

participants in their study did not understand the connection between diet, exercise, 

and prevention of the progression of their disease; “most participants came to know 

about their own diabetes through the progress of physical symptoms... and did not 

follow their diet or exercise regimens until they noticed significant body changes”

(p. 108). Other researchers explain this observation differently; taking note of 

changes to physical symptoms is part of the process where people learn the 

boundaries of their disease (Fuller, 1991) or provided a yardstick for assessing the 

effectiveness of treatment (Garro, 1995). Generally, people’s increase in physical 

symptoms precipitated fear of secondary complications and corresponded with 

better adherence to diabetes management recommendations. Further, Aboriginal 

people’s perceptions about the seriousness of diabetes were found to be associated 

with the requirement of glucose-lowering oral medications and insulin (Fuller;

Garro; Gregory et al.; Sunday & Eyles, 2001).
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Urban Aboriginal People's Experiences o f Health Services

There is much discussion in the literature that urban Aboriginal people are 

high users o f acute health care services but underutilize other health resources 

(Gregory et al., 1999; Maidman, 1981; Shestowshy, 1995; Waldram et al., 1995). 

Aboriginal people residing in urban settings usually have little difficulty in gaining 

access to acute health care services, but “primary health care services incorporating 

disease prevention and health promotion approaches are not easily obtained” 

(Shestowshy, p. 24). This is illustrated in the study by Jacobs, Blanchard, James, and 

Depew (2000) of per capita health care costs. These researchers found that urban 

status First Nations persons with diabetes, when compared to persons with diabetes 

from the general population, have higher health care costs linked to higher 

complicating conditions, the result of limited primary and secondary prevention 

opportunities for Aboriginal people. Other studies confirm that Aboriginal people 

have higher rates of hospitalization for diabetes and related illness (Health Canada, 

2000; Jin, Martin, & Sarin, 2002). Statistics show that status First Nations people in 

British Columbia use doctors’ services at rates comparable to other residents but are 

“three times as likely to be admitted to hospital for diabetes” (BCPHO, 2002, p. 93). 

The combination of high rates of diabetes among Aboriginal peoples and low rates 

of front-line care in doctors’ offices may indicate problems of availability and access 

to health services (BCPHO). However, Waldram (1995) found similarities in the 

health services utilization patterns of Aboriginal and non-Aboriginal persons in the
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city of Saskatoon. In this study, socioeconomics, especially poverty, was associated 

with underutilization of health services and not cultural stereotypes as are commonly 

assumed by health care providers.

Aboriginal people’s patterns of use of different health services are in part the 

result of structural barriers to serviees access and institutional discrimination. 

Structural barriers refer to such issues as lack of information on availability and 

ways to gain access to services, communication problems and language difficulties 

in the absence of translation services (Shestowshy, 1995; Waldram et al., 1995). 

Institutional discrimination is the situation created when the operational structure or 

eligibility criteria of health services are not compatible with the social, economic 

and cultural circumstances of a client (Hagey, 1984; Maidman, 1981; Shah & 

Dubeski, 1993). As in non-urban settings (Daniel & Gamble, 1995; Garro, 1995) 

health care is often delivered to urban Aboriginal clients without consideration of 

their social, economic, and cultural circumstances (Gregory et al., 1999; Hagey & 

Buller, 1983; Shestowshy; Travers, 1997). To focus on individual’s disease-specific 

problems does not provide comprehensive and coordinated services necessary for 

the provision of holistic health (RCAP, 1996).

Contemporary Aboriginal people’s beliefs about using the Canadian health 

system have developed from a combination of personal experiences and by way of 

extended family members’ sharing of their experiences (Waldram et al., 1995; 

Young, 1994). A problem is created when Aboriginal people’s information on the
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availability of and access to health services is received primarily through social 

networks (Shestowshy, 1995), and the culture lacks experience and knowledge of 

how the system operates (AHABC, 1999; Farkas, 1984; Maidman, 1981; RCAP, 

1996). Further, negative and stereotypical attitudes within the health care system 

have fostered intolerance towards Aboriginal people and affect the health care they 

receive (Browne & Fiske, 2001; Maidman; O’Neil, 1986; Shestowshy; Waldram et 

al.). In many case the medical care received by Aboriginal people was acute health 

services; primary prevention and encouragement to regularly use medical services to 

remain healthy has been lacking (AHABC; Waldram et al.).

Attempts by mainstream health care providers to take into account “cultural 

barriers to health care delivery have examined the culture of native people, not the 

barriers associated with the values and assumptions of the biomedical culture of the 

health care system” (Daniel & Gamble, 1995, p. 251). In many cases the practice 

styles of health care providers and resulting care are not found to be culturally 

sensitive. This is in part because health care providers tend to be non-Aboriginal and 

from socio-economic backgrounds better able to foster health and health seeking 

behavior. Health professionals generally lack an understanding of Aboriginal culture 

and socioeconomic circumstances (AHABC, 1999; BCPHO, 2002; Shestowshy, 

1995; RCAP, 1996; Waldram et ah, 1995).

Aboriginal people with diabetes tend to have lower education levels, and 

consequently lower income, than Aboriginal people without diabetes (Bobet, 1998;
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Bruce, 2000b; Health Canada, 2002; Health Canada, 2003). Studies in Aboriginal 

communities have found that socioeconomic inadequacies relate to personal risk of 

health problems by limiting options for lifestyle change, and restricting a person’s 

ability to receive health services. Difficulties encountered accessing health services 

include problems scheduling and keeping appointments because of such 

circumstances as not being able to afford a telephone, transportation costs, inability 

to take time off work, or to obtain help with child or elder care (BCPHO, 2002; 

Bobet; Maidman, 1981; RCAP, 1996; Waldram, 1995). Poor literacy, including poor 

reading skills and poor comprehension, is associated with low awareness of 

programs and access to health information on prevention, symptoms of illness 

associated with early diagnosis, and understanding medical condition and treatment 

(AHABC, 1999; Bobet; Maidman; Shestowsky, 1995). In contrast, people who have 

higher incomes and levels of education generally are better skilled in negotiating the 

health care system and obtaining health information (Booth & Hux, 2003; James, 

Young, Mustard, & Blanchard, 1997; Maidman; Millar & Young, 2003).

In summary. Aboriginal communities are characterized by poverty, 

unemployment, low levels of education, and other socioeconomic discrepancies. 

Aboriginal people’s view for restoring health and wellbeing draws on the strengths 

of integrated holistic health care and community caring, responsibility, and respect 

for one another (RCAP, 1996). Increasing numbers of Aboriginal people are moving 

to urban centers in search for better employment opportunities, education, and health
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care, only to experience continued socioeconomic disparity. With migration to urban 

centers. Aboriginal people often leave behind support of family, friends, and 

community which have a major influence on health (Bobet, 1998; Maidman, 1981; 

RCAP, 1996). As repeatedly argued in the literature, the capacity of the health care 

system to address the needs of Aboriginal people in culturally relevant and 

meaningful ways must take social, economic, and cultural determinants of health 

into consideration.

Diabetes Care

Conventional diabetes care incorporates diabetes or patient-education with 

medical management which involves the prescription of diet, exercise, weight loss, 

and in most cases, medication. The goals of diabetes care are to relieve symptoms, 

nomialize blood glucose levels, and prevent worsening of the disease by averting 

onset or progression of complications (Hjelm et al., 2003; Redman, 2004). Hjelm 

and colleagues (2003) point out that key to success in diabetes care is the patient’s 

“knowledge and awareness of the disease and learning self-care” (p. 426). In ideal 

situations, diabetes education is first delivered by the patient’s doctor, and this 

includes covering the basic nature of the disease and the necessities of the patient to 

manage their health, those being blood glucose monitoring, diet, exercise, and 

medication management. This information is meant to be supplemented by diabetes 

education classes, generally offered as outpatient services; though the education is 

more comprehensive, it remains topic-driven.
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Doctors, nurses and dietitians are regarded as experts in diabetes care by the 

public and health care community. Health care providers approach patient education 

and communication as opportunities to persuade the individual to follow treatment 

recommendations. The focus of the health care appointment tends to be on the 

technicalities of diabetes management and instructing the person with diabetes about 

what they need to do to improve glucose control. Persons with diabetes, as result, 

feel that their autonomy is restricted and they are being forced to give up choices in 

life (Anderson, 1985; Bodenheimer, Lorig, Holman, & Grumback, 2002; Wolpert & 

Anderson, 2001). The basis of this authoritative approach is compliance and 

adherence ideology. Successful diabetes management, or lack thereof, is construed 

to be entirely due to the patient’s behavior, and fails to consider problems with the 

suitability of diabetes care content and delivery (Anderson; Glasgow & Anderson, 

1999; Redman, 2004). Comparing conventional diabetes care to a framework for 

chronic disease self-management preparation, Redman states “the compliance with 

prescribed regimen mentality also alienated patients from their health care providers, 

devalued their own [self-management] skills and the necessity to experiment to 

attain them, and created a blame-the-victim standoff between providers and 

patients” (p. 2). The result of lowered self-confidence is often a decrease in the 

patient’s motivation to learn (McLeod, 1997).

The literature indicates 60% (Redman, 2004) to 70% (McLeod, 1997) of 

people with diabetes have not received diabetes education. In Canada, contributing
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to this problem are long wait lists for diabetes education clinic appointments 

(McLeod) and some doctors’ failure to refer (Dufton, 1992). Further, Redman 

reported that it is unusual for a person to receive additional education after the basic 

diabetes education. Diabetes care efforts have been criticized because they in 

general have only a moderate effect on participants’ knowledge and skills, 

insufficiently promote lifestyle changes, and often result in less than ideal blood 

glucose control (Anderson, 1985; Dufton; Redman). The majority of people with 

type 2 diabetes are not able to control their disease through diet and exercise alone, 

and “less than half of all people with type 2 diabetes achieve ideal glycémie control” 

(Redman, p. 172).

Aboriginal People’s Experience o f  Diabetes Care.

The usual methods of diabetes care are notably less effective in the Canadian 

Aboriginal population than in the general population (Daniel & Gamble, 1995; 

Grams et al., 1996; Hagey & Buller, 1983). Reports suggest that few Aboriginal 

people with diabetes attend diabetes clinics or receive diabetes education (Health 

Association of BC, 2002; Health Canada, 2000). The assumption among many 

health professionals is that clients choose not to follow recommendations or attend 

diabetes education opportunities (HABC, 2002). Aboriginal clients are considered to 

be ignorant for not taking their health seriously and, as such, are blamed for their 

state of health (Gregory et al, 1999; Hagey & Buller). Health care providers expect 

Aboriginal people to conform to medical views of diabetes therapy and comply with
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information provided and advice given (Garro, 1995; Hagey & Buller; RCAP, 1996; 

Sunday & Eyles, 2001). Based on the dominant Western society values for middle- 

class clientele, diabetes care programs reflect the professional and social culture of 

the health professionals who design and deliver these services. In general.

Aboriginal people report dissatisfaction with the conventional medical model for the 

management of diabetes for a variety of reasons, including a lack of awareness 

among health educators for Aboriginal ways of life, and problems with 

communication (Boston et al., 1997; Farkas, 1984; MacDonald, Shah, & Campbell, 

1990).

The most common finding of studies exploring Aboriginal people’s 

experiences of diabetes is that Aboriginal people feel diabetes care instructions tell 

them, in an authoritative way, how to life their lives. Garro (1995) and Sunday and 

Eyles (2001) explain that when health care providers approach diabetes care as 

primarily the individual’s responsibility, social and emotional consequences of 

living with chronic disease are not addressed, and diabetes management is impaired. 

For example. Aboriginal people find that sticking to their diabetes care regimen, 

particularly their diet, is made even more challenging in social settings. To refuse 

food offered at social gatherings is considered impolite, and is an act which 

separates the Aboriginal person from Aboriginal community life. Further, the 

restriction of food goes against traditional Aboriginal health and illness beliefs 

which associate food with maintenance of health (Boston et al., 1997). Aboriginal
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people perceive health care providers do not appreciate the cultural significance of 

food offerings in social interactions, and overlook cultural food preferences and food 

preparations when making diabetes care recommendations (Boston, 1997; Fuller, 

1991). This, and the cost of food for the diabetic diet, is of particular concern in 

urban settings (Gregory et al., 1999; Travers, 1997).

In general. Aboriginal people express interest in diabetes education and care 

that incorporates traditional knowledge, foods, and medicine (Garro, 1995; Grams et 

al., 1996; Sunday & Eyles, 2001). Urban Aboriginal people, despite variation in 

their cultural background, have a general desire to continue to learn traditional 

practices (Gregory et al, 1999; Hagey & Buller, 1983; Maidman, 1981; Travers, 

1997). Gregory and colleagues found that some urban Aboriginal people 

complemented their diabetes care regimens through use of medicinal herbs and 

ceremony, however, other researchers (Shestowsky, 1995; Wilson & Rosenberg,

2002) point out that access to traditional healing service may be limited in the urban 

setting.

Several studies relate Aboriginal people’s personal approaches to diabetes care 

to their experiences with the health care system and interactions with health care 

providers. Two studies (Daniel & Gamble, 1995; Hagey & Buller, 1983) found 

Aboriginal people often characterized health care providers as unwilling to 

relinquish control to clients that is necessary to negotiate a mutually agreeable 

understanding of the illness process and control. Hagey (1984) and Travers (1997)
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discovered medical attention for diabetes was attainable by urban Aboriginal people, 

but the services received generally did not lead to improvements in their health; 

some people were unaware health improvements were possible. This leads to the 

perception among Aboriginal people with diabetes that they are in a ‘“double bind’ 

situation; encouraged to assume personal responsibility for a disease that, based on 

their experiences, does not respond well to professional treatment” (Gregory et al., 

1999, p. 106). If Aboriginal people perceive their situation as unavoidable, and that 

despite efforts they will not be able to achieve a desired state of health, they may 

choose not to attend diabetes education or follow diabetes management guidelines 

(Fuller, 1991; Garro, 1995; Sunday & Eyles, 2001).

Consistent through the literature, urban Aboriginal people’s experiences of 

communication problems with their health care providers contribute to their 

dissatisfaction with health services (Farkas, 1984; Gregory et al., 1999; Hagey,

1984; Maidman, 1981; Shestowsky, 1995). Health literacy issues, including the 

ability to read written material, comprehend oral instructions, or perform 

mathematical computations, add to this problem and diminish the effectiveness of 

services. From the perspective of the health care provider it is difficult to assess 

client’s needs (Farkas; Schillinger et al., 2002). Aboriginal people and health care 

providers may use different communication styles and apply different meaning to 

words and phrases (Boston et al., 1997; Woolfson, Hood, Seeker-Walker, & 

Macauley, 1995). This makes it difficult for Aboriginal people to interpret diabetes
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education information and translate the knowledge into usable and practical skills. 

Other studies confirm Aboriginal clients with health literacy difficulties often 

misunderstand the health information received from health care providers and lack 

the confidence and skills to request elarification. If these uncertainties are not 

addressed the client becomes discouraged and may chose to ignore diabetes care 

recommendations (Cosby & Houlden, 1995; Farkas; Fuller, 1991). Further, if an 

Aboriginal person is confused about their health care provider’s instructions, they 

are more likely to ask for clarification from a member of their social network. In 

their view, advice based on the experienees of other Aboriginal people with diabetes 

is considered more valid than adviee from health care professionals (Farkas; Fuller; 

Sunday & Eyles, 2001).

Cultural differences occur between health professionals’ approaches to 

teaching and Aboriginal clients’ learning styles (Boston et al., 1997; Farkas, 1984; 

Maidman, 1981). Patient education tends to be delivered through verbal and written 

information according to a predetermined time-table. In contrast Aboriginal learning 

traditionally “is conducted by verbal narrative and learning through example, not 

instruction; explanation is usually implicit and the individual finds his own 

understanding of events” (Farkas, p. 48).

The Okanagan Diabetes Project (Daniel et al., 1999), the Haida Gwaii study 

(Grams et al., 1996), and others both in rural (Boston et al., 1997; MacDonald et al., 

1990) and urban (Gregory et al., 1999; Travers, 1997) settings identified that
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culturally appropriate formats for presenting diabetes education include peer support 

groups and learning from other Aboriginal people with diabetes. Also indicated was 

the need for members of the Aboriginal community to be involved in the planning 

and operations of health programs to be delivered at the eommunity level. The 

Native Diabetes Program in Toronto (Hagey, 1984; Hagey & Buller, 1983; RCAP, 

1996) is a working example of a diabetes care model which promotes independent 

self care using combined traditional healing and interdisciplinary Western medical 

treatment. Members of the urban Aboriginal community and consultant health 

professionals are responsible for planning and operation of this collaborative 

community-based program. Involvement of Aboriginal people in teachings and use 

of cultural learning practices, such as story telling and discussion groups, foster 

opportunities to share information, express emotions, promote awareness, and solve 

problems.

Chronic Disease Management

The conventional health care system, based on principles of acute and episodic 

care, is not suited to meet the ongoing clinical and education needs of patients with 

chronic illness such as diabetes (BC, 2003a; BC, 2003b; Institute for Healthcare 

Improvement (IHI), 2002a; McLeod, 1997; Redman, 2004). Patients’ concerns of 

how to live with chronic disease are seldom addressed when health care providers’ 

primary focus is on disease treatment (Lorig, 2003; Wolpert & Anderson, 2001). 

Standard approaches to medical care and patient education have been problematic
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for patients with chronic disease who are responsible for day-to-day disease 

management decisions and who control the choices that affect their health and 

wellbeing (Bodenheimer et al., 2002; Glasgow & Anderson, 1999; Lorig & Holman,

2003). Further, a patient’s chronic disease management involves factors other than 

the health care system including family, social and cultural community, and 

socioeconomic circumstances (Wolpert & Anderson). This has prompted interest by 

researchers and health care providers in new approaches to chronic disease care.

The researchers Corbin and Strauss identified three main tasks faced by people 

living with chronic disease (Bodenheimer et al., 2002; Lorig & Holman, 2003). The 

first involves medical management of the disease, such as taking medication or 

changing diet. Second, patients must adapt their roles in everyday life, such as with 

work and family. The final task is that of dealing with emotions such as anger, fear, 

and depression, created by coping with having a chronic disease. Assisting patients 

to succeed with these tasks has become the focus of chronic disease care 

(Bodenheimer et al.; Lorig & Holman; Redman, 2004).

Chronic disease management is a systematic approach that is proactive and 

emphasizes keeping people as healthy as possible. This approach is a coordinated 

strategy requiring the participation, collective knowledge and experience of 

multidisciplinary health care providers. Adaptations of the chronic care model have 

been successful in a variety of settings and different populations, and are now being 

used to redesign health service delivery systems (BC, 2003a; BC, 2003b; BC,
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2004a; IHI, 2002a; Northern Health, 2004).

The chronic disease prevention and management model (Figure 2) illustrates 

the elements contributing to the chronic disease management approach.

CHRONIC DISEASE PREVENTION AND MANAGEMENT MODEL
THE EXPANDED CHRONIC CARE MODEL
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Fig. 2: The chronic disease prevention and management model.

" From “The expanded chronic care model: An integration of concepts and strategies from population 

health promotion and the chronic care model,” by Barr, V.J., Robinson, S., Marin-Link, B.,

Underhill, L., Dotts, A., Ravensdaie, D., et al., 2003, Hospital quarterly, 7, p. 77. Copyright 2003 by 

the Longwoods Publishing Corporation. Reprinted with permission o f the author (Appendix B).
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The model is useful in guiding the development of actions ranging from health 

promotions aimed at preventing chronic disease to activities of disease management 

and the prevention or minimization of complications (BC, 2003a; Northern Health, 

2004).

The chronic disease management approach is dynamic and encourages 

ongoing health system redesign which occurs through monitoring and evaluation of 

the client population’s health and making of changes to health service delivery 

(Davis, 2002; IHI, 2002b). Advocates of chronic disease management maintain that 

the elements of this model are leading opportunities for improved health status and 

better health serviees utilization (BC, 2003b; Davis, 2002; IHI, 2002a; Lorig, 2002). 

Decision support gives health care providers evidence-based best practice guidelines 

and implementation tools to substantiate treatment decisions. Multidisciplinary 

health care providers and specialists share information and support in a team effort 

to achieve maximum success in patients’ treatment and self-management. 

Information systems include a clinical information data registry that tracks patients 

so that members of a patient’s care team can follow the course of treatment, generate 

care plan reminders, identify special needs, and monitor progress. As well, 

population data can be produced. A delivery system design organizes the plan for 

using the patient registry to ensure that patients receive the treatment and follow-up 

outlined in their care plans. Members of the interdisciplinary care team have 

assigned roles, duties and tasks to perform with patients to ensure continuity of care.
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Community partners offer effective community awareness programs, self

management resources, and support opportunities for chronically ill patients and 

their families. The model illustrates the need for health care organizations and 

providers to network with community organizations, promote coordination of 

programs and resources, and endorse community initiatives (BC, 2003b; Davis; IHI, 

2002a; Lorig). Further, the community elements integrate aspects of population 

health promotion into the model which allows for social, environmental, and cultural 

factors that influence health to be addressed (Macgregor, Ravensdaie, & Barr,

2002). Self-management is the key element to a person’s success with chronic 

disease care.

Self-management. Patients of chronic disease play a central role in their health. 

Self-management refers to “the decisions and actions an individual takes to cope 

with or improve their health” (BC, 2004b, p. 1). Patients require information, 

assistance and support to become active and effective managers of their own health. 

The role of the health professional is to be a consultant to the patient; sharing 

expertise about disease and disease treatment while respecting patients as experts in 

their own lives and supporting patients in their self-management choices (BC,

2003b; Bodenheimer et al., 2002; Lorig & Holman, 2003).

In collaboration, the patient and health care provider make health care 

decisions together. There are four steps to this patient-centered process. In the first 

step, the health care provider assesses the patient’s needs and asks the patient what
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they perceive to be their main problems. Once problems are defined and agreed 

upon, the second step is to consider realistic and attainable solutions to the 

problems, and outline possible goals. Third, the patient and health care provider, 

together, develop an individualized action plan; this consists of resolutions to 

problems that the patient wants and feels prepared to do. The action plan guides the 

fourth step, follow-up: frequent evaluation and refinement of the action plan in 

support of the patient’s self-care efforts, including supporting care from other health 

service providers. This approach allows patients to attempt goals of self

management incrementally, and thus over time change behavior. Success at small 

steps over time builds the patient’s confidence in their disease management 

(Bodenheimer et al., 2002; IHI, 2002a; Von Korff, Glasgow, & Sharpe, 2002; Von 

Korff, Gruman, Schaefer, Curry, & Wagner, 1997; Wolpert & Anderson, 2001).

However, some patients are likely to be accustomed and socialized to expect 

health care providers to diagnose illness, provide treatment and alleviate suffering 

(Lorig & Holman, 2003). “In order to implement collaborative care, patients and 

their families require access to the necessary information and services to enable 

them to play a full and informed role” (Von Korff, Glasgow, & Sharpe, 2002, p. 92). 

Self-management education helps people learn to participate in collaborative care 

efforts with their health care providers.

Self-management education. The goal of self-management education is to 

enhance patients’ confidence through the development of skills and knowledge they



36

then can apply to be an active participants in their health and health care. At the 

same time participants are learning, they receive support from their peers. Self

management education is not disease-specific; the approach is applicable to people 

with a variety of chronic diseases yet similar health care needs. Self-management 

education is commonly offered in community-based settings to groups; this fosters 

the inclusion of family and friends. Groups are led by trained peer leaders, who 

themselves have a chronic illness. The group determines the content of the session, 

which is monitored by the leader to ensure that critical information is covered as 

outlined in a detailed teaching manual. The leader also ensures various self

management education topics are covered over a series of sessions (BC, 2004b; IHI, 

2002b; Lorig, 2002; Lorig et ah, 2001; Lorig & Holman, 2003; McGowan, 2004; 

Redman, 2004).

Five core self-management education skills are developed through 

participation in self-management education programs. The first is basic problem 

solving. This includes problem description, identifying possible solutions, 

implementing a solution, and evaluating the results. Unlike typical diabetes patient- 

education where clients are given predetermined solutions to common problems that 

may be experienced, participants in self-management education learn the skills to 

troubleshoot their own unique diabetes care difficulties. The second skill is decision 

making. This involves building knowledge which is used to respond to daily 

challenges of personal disease. Third, participants are taught how to find and utilize
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resources, and to seek services from several sources. For example, participants may 

need to learn how to use the phone book to identify resources. The fourth skill 

involves teaching people the responsibilities of collaborative partnerships with their 

health care providers. This includes understanding how to communicate their 

disease progress and feedback about their care regimen, and how to participate in 

disease management decisions. Lastly, participants learn how to make and carry out 

short term action plans, in steps that each participant determines are both 

manageable and something he/she wants to do (Bodenheimer et al., 2003; Lorig & 

Holman, 2003; Redman, 2004).

The effectiveness of self-management education programs is attributed to four 

reasons associated with increased self-efficacy (Lorig, 2003; Lorig & Holman, 2003; 

Redman, 2004). The first, modeling, occurs when participants learn from others’ 

experiences. For example, when a person discloses a problem they are experiencing 

to the group, and the other members offer solutions based on personal experience, 

the person’s confidence is motivated by hearing about other’s relevant successes. 

Second, reinterpretation of symptoms by way of group members’ alternative 

explanations for symptoms may encourage participants to consider different options 

of self-management. Third, social persuasion occurs when the participant is 

activated to set and act on new goals by the encouragement and support received 

from peers in the self-management education group. Lastly, skills mastery occurs
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when an individual takes action and gains confidence by doing (Lorig; Lorig & 

Holman; Redman).

Self-management education has been found to improve health status of 

participants and lower health care costs to the system (Bodenheimer et ah, 2002; 

Lorig, 2003; Lorig et ah, 2001). The latter is due in part to fewer outpatient visits as 

patients become more autonomous in self care (Lorig et al.; Von Korff et al., 2002). 

Chronic disease self-management program pilot projects implemented by the 

University of Victoria Centre on Aging have demonstrated promising results. Six 

months after the program participants were better skilled at managing their 

symptoms and disease, were less distressed and limited by their health condition, 

had better communication with their doctors, and had improved health outcomes 

(McGowan, 2002; McGowan, 2004).

Overall, conventional diabetes care has not been effective in providing 

adequate care to persons with diabetes (BC, 2003a). The chronic disease 

management approach is relatively new to clinical practice, such that few patients 

have received self-management education (Bodenheimer et ah, 2002) and 

collaborative care from their health care providers (Paterson, 2001; Redman, 2004). 

The development of a new strategy for diabetes care in accordance with chronic 

disease management initiatives and redesign of the health care system is underway 

(BC, 2003a; BC, 2004c; CDA, 2003c; Marin-Link, 2002; McGowan, 2004). 

Recently a number of chronic disease self-management program pilots have begun
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throughout the health authorities of British Columbia, including diabetes initiatives 

and programs for Aboriginal communities (BC, 2003a; McGowan, 2002;

McGowan, 2004).

Summary

Overall, the literature suggests that the health information provided to 

Aboriginal people is not sufficient to result in an accurate understanding of diabetes 

and treatment choices. Aboriginal people with diabetes are generally dissatisfied 

with the usual methods of diabetes care. The availability and accessibility of primary 

and secondary diabetes health serviees for Aboriginal people is an issue, even in 

urban settings. Aboriginal people’s access to health services and difficulties 

adopting healthy behaviours are exacerbated by socioeconomic circumstances. 

Further, social, economic, and cultural factors often are not considered by health 

care providers in the delivery of serviees to Aboriginal people. There is need for 

better understanding of the biomedical culture of the mainstream health care system 

in order to better meet people’s needs. Use of the chronic disease prevention and 

management model to restructure the health care system and delivery of chronic 

disease care may provide the means with which to improve diabetes care services so 

they positively contribute to Aboriginal people’s health.
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Chapter 3: Methods

This study used a qualitative research methodology. Qualitative research is a 

naturalistic, interpretive approach suited to studies that wish to describe and explain 

the experiences of people, understand their perspectives, and preserve their stories 

(Burnard, 1994; Miles & Huberman, 1994). Discussing uses for qualitative studies 

Miles and Huberman explain “a main task is to explicate the ways people in 

particular settings come to understand, account for, take action, and otherwise 

manage their day-to-day situations” (p. 7). This methodology fits the objectives of 

this study -  to document the views of urban Aboriginal people regarding their 

diabetes and suitable health care, diabetes education, and support services. Further, 

the exploratory qualitative research design helped to ensure the comfort of the 

participants; oral methods of data collection were likely to be more meaningful and 

sensitive to Aboriginal people. Open-ended, in-depth interviews allowed for 

participants to express their understandings regarding the topic of study in their own 

words (Bauman & Greeenberg Adair, 1992) and helped to ensure the participants’ 

points of views were respected and valued (Spradley, 1979). Use of interviews 

draws upon rich data and a complete assessment of the topic for the researcher, 

while avoiding problems associated with questionnaire readability. Using this 

method provides greater opportunity for the establishment of good rapport between 

the interviewer and respondent. This encourages participants’ self-disclosure and 

avoids the influencing of the participants’ reports, such that interviews may uncover
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information that the researcher had not anticipated (Bauman & Greenberg Adair; 

Miles & Huberman; Morse, 1994; Spradley).

Participants

Participants, of which one was a key informant, were identified through 

assistance from the Central Interior Native Health Society in Prince George, British 

Columbia. This means of facilitating researcher access to the urban Aboriginal 

community was selected for appropriateness and sensitivity. The Royal Commission 

on Aboriginal People (1993) identified Native friendship centers and health clinics 

as “the primary vehicle of service delivery to Aboriginal people in urban centers” 

(pp. 13-14). After approval was obtained from the University of Northern British 

Columbia Ethics Committee and the research design was reviewed with the Director 

of the Central Interior Native Health Society, recruitment of participants began.

Persons eligible to participate in the study were adults (18 years of age or 

older) who self-identified as being urban Aboriginal (Fuller, 1991; Statistics 

Canada, 1991) and identify their selves as persons with type 2 diabetes (Gamble, 

1993; Young et al., 1990). To ensure that participants were experienced with daily 

living with diabetes, and had information to share regarding their expectations for 

and impressions of health services, participants were sought who had been 

diagnosed for at least one year (Fuller; Spradley, 1979). Further, the participants 

were to have lived in Prince George for at least a year to ensure familiarity with 

services (Spradley). Participants needed to be comfortable and interested in
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discussing their diabetes and their health services impressions, expectations, and 

experiences. As well they needed to be willing to participate in two 1.5 hour (on 

average) tape recorded interviews with the researcher who is a graduate student from 

the University of Northern British Columbia.

Eight people, five females and three males, were enough to provide adequate 

data to serve the purpose of the study. In an exploratory qualitative study the amount 

of information collected is considered sufficient when the researcher is able to make 

sense of the research question, participants confirm their accounts, and no new 

information is provided (Morse & Field, 1996). Two participants were interviewed 

once and six participants were interviewed twice during 1998; the other two were 

not available for second interviews. Then in 2003 one of the six participants was 

interviewed a third time along with the community outreach nurse, to assess whether 

the findings were still current.

This study involves a total of eight participants. Six of the participants said 

they were Status Aboriginal and the other two described themselves as non-Status 

Aboriginal. They ranged in age from 44 to 74 years; the mean age was 59. 

Participants had been diagnosed with diabetes between the ages 33 and 53 years; the 

mean age at diagnosis was 44. Two participants, one divorced and the other 

widowed, lived alone. Two participants lived with a spouse, two lived with a spouse 

and children, and two were widowed each living with a son. Participants’ levels of 

education ranged from 2 to 12 years plus adult education. All but one participant
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attended residential school for some or all of their education. Three participants 

expressed trouble with reading, writing, and some times understanding the English 

language. Participants’ sources of income varied; three were currently employed, 

one received disability pension, two received seniors’ pensions, and two received 

income assistance. Consistent with findings of other studies (Fuller, 1991) 

participants had many family members with diabetes. Before diagnosis only three 

participants had family members with diabetes, but seven of the eight participants 

had family members with diabetes at the time of the interviews.

A community outreach nurse was essential to the recruitment of participants. 

With the criteria for participation I outlined, the nurse identified appropriate 

individuals and made initial contact. Using an information sheet provided, the nurse 

explained the purpose of the study and what participation would entail with the 

possible participant. If the person expressed interest in the study the nurse asked for 

permission to provide the researcher, myself, with contact information. I then 

arranged interviews to take place at times convenient for participants.

The first participant recruited became a key informant to the research. This 

individual has experience as an Aboriginal person with diabetes, works in the health 

care sector, and is a prominent member of the local Aboriginal eommunity. The key 

informant assisted the researcher in reviewing the wording of the interview 

questions for sensitivity and meaning to urban Aboriginal people with diabetes. This 

person was also interviewed for the study. Spradley (1979) explains that by first
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interviewing a key informant the researcher discovers how to ask the questions and 

probe for information such that the following interviews are more likely to flow 

freely. Borrowing from ethnographic techniques participants in the study were 

consulted as general informants who through the interview process teach the 

interviewer about the topic of study (Bauman & Greenberg Adair, 1992; Spradley, 

1979). Lofland and Lofland (1995) suggest “younger researchers may be granted 

more leeway in this regard, since their lack of knowledge is compatible with their 

age” (p.40). The approach respected the traditional Aboriginal youth-as-learner, 

elder-as-teacher relationship, improving potential for participants to openly share 

their perceptions and experiences.

Data Collection

Interviews took place in a quiet and private room at a health clinic unless 

another suitable location was requested and preferred by a participant. The interview 

locations included seven at the health clinic, three at the University, one at the 

College, one at a participant’s home, two at a participant’s place of work, and one in 

an outdoor park. The last location, though public, was requested by the participant 

who wished to enjoy the sunshine and did not often have a ride to the park. The 

differences in interview locations did not appear to affect participants’ responses.

The participants were informed by the researcher when making appointments 

for the interviews that they may request to have a community outreach nurse present 

during the interview. The decision to offer this option was to ensure a comfortable
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and trustworthy climate for the participants. Other studies have shown that having a 

community health worker present in the interview process strengthened the 

researcher’s sensitivity to the participant’s needs and the reliability of the 

information (Gamble, 1993). Rather than include the nurse in all interviews, I felt 

that it be important for the participants to have the choice. All declined to have the 

nurse present.

In-depth interviews were conducted with the participants in English, the 

working language o f the CINHS. However, English was a second language for all 

but one participant. This may have created some limitations on the information 

received. For this reason, at times rephrasing of questions was necessary.

Participants did not hesitate to ask for clarification when uncertain about a question, 

and interviews proceeded without problems.

General demographic information was obtained at the beginning of the first 

interview and served to ease the participant into the interview and establish rapport. 

Semi-structured open-ended interview questions (Appendix C) were used to guide 

the first interviews. This “structures the content of the interview” (Bauman & 

Greenberg Adair, 1992, p. 10), while at the same time the participants are allowed 

the freedom to explore the issues they consider most important. Casual interviewing 

techniques (Lofland & Lofland, 1995) involve use of probes, pauses, and rephrasing 

snippets of the participant’s comments to prompt elaboration by participants. In a 

few circumstances participants offered prolonged silence to a question, asked for
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clarification, or shared information still relevant but of a different feature. At these 

times, based on the participant’s response, questions were asked to allow for 

participants to clarify and broaden their comments or chose to move onto the next 

question. Second and third interviews were used to clarify information, request 

further detail, and ask questions regarding my interpretation of the data collected in 

the first interviews.

Interviews lasted I to 1.5 hours and were recorded on audio tape. I took 

journal notes during the interview and immediately following the interview to 

document participants’ non-verbal reactions during the interview, my personal 

thoughts and observations made during the interview process. Occasionally 

participants added information once the interview had concluded and the tape was 

turned off. These data were documented in the journal notes and incorporated with 

the transcribed data. Note taking was primarily used to document interview 

improvements such as questions to go back to, ideas to probe, and rephrasing of 

questions for better understanding. This way my attention was predominantly on the 

participant, and I was not distracted by the task of taking notes (Lofland & Lofland, 

1995). 1 transcribed all audio tapes verbatim by myself.

Following the interviews 1 gave participants the opportunity to add any other 

thoughts and ask questions. At this time 1 scheduled an appointment for a second 

interview to take place a few months later. The delay in scheduling the second 

interview allowed time for participants to be interviewed once before 1 began the
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second round of interviews. It also allowed me to review the data from the first 

interviews. 1 telephoned participants two days before the second interview to 

confirm the appointment or make alternative arrangements if necessary. Data 

collection and the beginnings of analysis took place simultaneously.

Ethical Considerations

At my first meeting with each participant, 1 provided written explanation of 

the purpose for the study (Appendix D) that ineluded what participation entailed and 

the agreement of partieipation (Appendix E). In all cases 1 diseussed these 

documents with the participant to accommodate for the possibility of low literacy 

level. Participants were offered time to decide whether or not to take part in the 

study; one participant requested this privilege. Fuller (1991) suggested that such an 

informal meeting between the researcher and the potential participant is sometimes 

needed to establish rapport and trust. In the end, all participants volunteered to take 

part in the study. Prior to beginning the first interview, both the participant and 1 

signed the agreement of partieipation in duplicate (one copy for each person). 

Participants also kept their copy of the letter describing the purpose for the study. In 

cases of second and third interviews, these documents were diseussed at the 

beginning of the meeting to ensure informed consent remained.

Confidentiality and anonymity for participants was assured, and has been 

maintained by several mechanisms. Audio tapes, journal notes, transcribed data, and 

working documents have been securely stored in the researcher’s home office at all
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times. Participants were further protected by pseudonyms and changes to other 

details which may have drawn attention to their identities throughout working 

documents and this thesis. Discussion of the content of the interviews has only 

occurred at the level of main objectives and thematic description of the findings. All 

participants understood that I would write about the information they provided in 

my thesis. Participants expressed pleasure in the opportunity to speak about their 

experiences living with diabetes, and were pleased to see research focusing on 

Aboriginal people’s interests. No one withdrew information or cut an interview 

short out of concern about confidentiality. At the beginning of this research it was 

agreed that the Central Interior Native Health Society (CINHS) would retain 

ownership of the primary data collected, namely the audiotapes (Appendix F). They 

have been provided to the CINHS.

It was recognized that the discussion of diabetes could lead to painful 

memories (Herbert, 1996), or uncover current health ailments. At times participants 

viewed the interviews as opportunity “just to talk to someone." Respectfully I 

accommodated them and listened. In the course of interviews some participants 

requested help with problems they were experiencing. Two participants said they 

were afraid to go to health services appointments alone. In these cases I explained 

they could bring a family member or friend with them to appointments for support. I 

later learned in follow-up interviews that both of these participants followed my 

suggestion which was welcomed by their health care providers. Another participant
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disclosed she was experiencing high blood sugar levels and suffering uncomfortable 

symptoms, which she suspected to be the cause of an infection. I felt it necessary to 

encourage this participant to make an appointment with her doctor. Participants 

received no pay for participating in the interviews. In a few cases where participants 

had difficulty arranging transportation to or from an interview, I drove them in my 

personal car. All interviews proceeded smoothly.

Data Analysis

Thematic content analysis was used to analyze the data. This is an objective 

and systematic process of arranging descriptive data into categories on the basis of 

similarities and differences that reflect the research question (Burnard, 1994; Guba 

& Lincoln, 1981; Holsti, 1969; Krippendorff, 1980; Pope, Ziebland, & Mays, 2000). 

Analysis was inductive - categories “emerge from the material itself rather than be 

imposed a priori by a theoretical construct” (Guba & Lincoln, p. 240). After 

completing the initial interviews the thematic template used to organize the data was 

developed from natural groupings of information in the data. Written interpretation 

of the categories then allow for comparison with literature and the theoretical 

relevance of the information to be communicated to others (Burnard; Guba & 

Lincoln; Pope et al.).

Initially, 1 began the analysis by reading the transcripts a number of times to 

identify persistent themes. Notes were penciled into the margins to record my 

thoughts and make connective links to similarities and differences. I then duplicated
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copies of the transcripts and created an index card for each, and all, of the statements 

and interesting stories made by the participants that reflected in some way the 

themes that were developing in relation to the research question. By the process of 

constant comparison (Pope et al., 2000) I reviewed and filed the index cards several 

times until broad categories were constructed, for example “coming to diagnosis.” 

Created from the similarities and differences identified within the broad categories 

were subcategories such as “body changes,” “attending to changes,” and “personal 

awareness of diabetes.” The final thematic template is represented by the headings 

in Chapter 4. A complete copy of the interview transcripts was always on hand to 

review the greater context from which the vignettes originated. Pope and colleagues 

explain this, albeit somewhat old fashioned paper system, “can help the researcher to 

develop an intimate knowledge of the data” (p. 115). To ensure the categories were 

mutually exclusive and accounted for all data (Burnard, 1994; Guba & Lincoln,

1981; Pope et al.), I used the thematic template of categories and subcategories, and 

compared the complete data from each transcript to the themes for a logical fit 

(Burnard; Travers, 1997). From the categories of arranged data, a rich description of 

the findings was written to display the participants’ collective story. Minimal 

interpretation is offered so as not to lose the participants’ voices. Using extracts 

from the interviews helps to illustrate the nature of participants’ experiences and 

perspectives.
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Reliability and validity. Morse (1994) explains the major methods of ensuring 

rigor in qualitative work “are intricately linked with reliability and validity checks” 

(p. 230). This was achieved by strict commitment to the methodology outlined. The 

procedures of data collection ensured adequacy and appropriateness (Morse).

Careful documentation of the decisions required of data analysis contributed to the 

auditability of the methods. In qualitative research validity refers to the study’s 

ability to truly reflect the events as they exist in a natural setting and the meaning of 

participants’ experiences (Bernard, 1994; Morse). As the early stages of data 

analysis occur during data collection, second interviews allow participants the 

opportunity to clarify whether or not the researcher is interpreting the information 

already gathered in a way the participants intended (Pope et al., 2000). One 

difficulty encountered in the study was that interpretation and analysis of the data 

was not completed until after the second interviews. To assess whether my findings 

were valid 1 discussed my interpretations with the key informant and the outreach 

nurse. Though this process occurred while I was still in the process of writing it 

allowed me to verify the main themes and decisions I had made regarding 

similarities and differences in the information participants had provided. Reviewing 

the findings with the community outreach nurse allowed for verification of whether 

the interpretations 1 was making resonate with the experiences of Aboriginal clients 

with diabetes known to her. A further cheek of validity occurred when I tested the fit 

of the categories to the data (Burnard; Travers, 1997). Appropriate interpretation of
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the data is evident in the clarity of the written results, where the flow makes sense, 

and quotes of participants’ words are reflective of the line of reasoning presented. 

Summary

It is hoped that a rich description of the perspectives and experiences of urban 

Aboriginal people with diabetes about health services will help to find ways of 

offering meaningful and sensitive health programs to this population of the 

community. Presented in the following chapter are the findings of this study. The 

goal is for urban Aboriginal people to be able to identify with this work and that 

health professionals will use it as a guiding document in the development and 

ratification of health resources and services.
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Chapter 4: Participants’ Experience with Diabetes and Health Services

Few studies have explored the experiences of urban Aboriginal peoples with 

diabetes. As discussed in Chapter 2, urban Aboriginal people predominantly consult 

acute health services for their diabetes care, despite the availability of diabetes 

education clinics and community services committed to diabetes. This study was 

designed to find answers from Aboriginal peoples about their perspectives on 

diabetes and their experiences using health services. Participants were asked about 

how they experienced their coming to diagnosis and what it was like to take care of 

their diabetes. The participants described challenges from the time before they knew 

of their illness to daily life with diabetes and managing self-care.

Coming to Diagnosis

It is essential to understand participants’ perceptions of the events leading up 

to their diagnosis in order to grasp their experiences with diabetes. Body changes 

were participants’ first sign of wavering health. Participants relied on self-evaluation 

of their health to determine whether they should see a doctor. Two common 

approaches were evident in the interview transcripts. First participants did not visit 

the doctor unless they thought they were sick. Second participants were afraid of 

what a doctor might say about their symptoms and so were reluctant to go. 

Participants, in most circumstances, delayed seeing a doctor until their symptoms 

became unbearable and interfered with their daily lives. Family members and friends 

served as resource networks during this difficult time and in a few cases prompted
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the participant to see a doctor. All participants underwent similar diagnostic

procedures at a doctor’s office. Participants’ experiences of coming to diagnosis

contributed to their perceptions about diabetes, their understanding that diabetes is

controllable, and their knowledge of health resources available to assist them with

their diabetes care.

Body changes. All participants emphasized the insidious onset of body

changes when asked to recall the time they learned they had diabetes. Participants

said that in the very beginning they were uncertain about the change occurring to

their health. They made comments such as, “I didn’t know what was going on...I

didn’t know that I had diabetes.” Participants initially noticed an alteration to their

sense of well-being. Scott^ mentioned not feeling like himself.

When diabetes set into me, I didn’t know the symptoms....! really didn’t 
pay attention....! showed all the symptoms of being a diabetic, but ! 
didn’t realize. ...You know something is wrong with you, but you just 
don’t know what.

Change in participants’ bodies was the first tangible indication something was 

unusual. They describe feeling dizzy, tired, nauseous, thirsty, and cravings for 

sugary foods. Alone these disturbances did not cause alarm. Participants expected 

such indispositions to be short term. Most participants had not understood that 

collectively these symptoms are signs of failing health. They intervened with their 

own remedies before realizing their need for medical help. Marie described such a

Pseudonyms and gender variation have been used to protect the identity o f  participants.
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situation.

I ran into this problem of being thirsty all the time. I was drinking lots of 
water. I remember going to A&W and ordering those big 64 ounce mugs 
and I would drink that right down just to quench my thirst.

Marie assumed that being thirsty was from not drinking enough. Participants

interpreted the initial changes as a signal their body needed fluids, sleep, or food.

Beth recalled intense cravings. “I was craving for sweets...! couldn’t have enough.”

Similarly, many others indulged their appetites for sugary foods. These participants

did not suspect illness was the cause of their constant and unusual desires.

Few participants understood what was contributing to their bodies’ changes

and demands. Karen’s story is consistent with this progression of events. Although

fatigued by exacerbating problems she did not consider medical attention to be

needed at first.

I couldn’t do nothing but sleep. I get up, cook and then I was tired and I 
have to sleep after it so I can do dishes. That’s how tired I was. I was 
just strung right out....It was like that for quite a while before I went and 
seen the doctor.

This went on for two years. Seven of the eight participants lived with unpleasant 

diabetes associated symptoms for time frames ranging from a few months to years 

before diagnosis.

What was unclear to participants during the early stages of their bodies’ 

changes was their need for medical intervention. Scott said that to have any one 

symptom was nothing; it was easily excused at the time as “just an everyday thing.” 

The majority of participants were unaware of diabetes as an illness and unmindful
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that their body changes were signs of permanent health change. Participants, with

the exception of Ken, did not immediately attend to their body changes.

Attending to changes: Community awareness o f diabetes. Seven participants at

first dismissed changes they experienced as a reason to go see a doctor. Participants

said they became concerned about the persistence of their body changes, but they

had hoped with more time their ailments would “go away.” They were afraid

because they “didn’t understand the symptoms or the sickness.” Participants said

lack of diabetes awareness continues to be a problem for the Aboriginal community.

Ken explains more campaigns targeting this problem are needed. “A lot of the

people, they wouldn’t even think to get tested. You don’t know when you have it

and don’t feel different....There is not enough advertising in the community to make

[people] aware.” Participants talked about both the lack of understanding of the

symptoms of diabetes by the Aboriginal community and Aboriginal people’s lack of

awareness of the need to see a doctor for a health check-up. Scott expressed concern

for persons unable to identify body changes as signs of ill health.

They spend all of their life as a diabetic, but never bothered to look after 
it. They have spent all of their lives in the dark. Wondering why they act 
this way, act that way, because they never bother to check out, have 
themselves diagnosed with whether they are a diabetic or not.

Participants acknowledged an awareness of undiagnosed cases of diabetes in the

Aboriginal community. Pam explains that further to the problem of diabetes

awareness in the Aboriginal community. Aboriginal people underestimate their risk

for diabetes.
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They seem to think that they will never catch a disease. It is because 
nobody ever talks about it.. ..It is a big thing today, diabetes among 
Aboriginal people....They don’t seem to come forward and admit they 
have diabetes....So people really don’t make the connection.

The implication is that diabetes awareness campaigns do not personalize the disease

by emphasizing the risks and symptoms people are not able to see. Participants said

people with diabetes are afraid “of being criticised,” and for that reason do not talk

with others about their experience with diabetes. Scott points out that people with

diabetes are blamed for their illness. “The people I know most won’t announce that

they are diabetics....They try not to look like fools.” Ken speaks from experience.

“If you don’t tell anyone, it is only you who knows.. .so they don’t look down upon

you, but also so you are not treated differently.” This line of thinking illustrates poor

knowledge of diabetes at individual and community levels. It also reflects cultural

values of fitting in.

Participants’ statements allude to the possibility that Aboriginal people prefer

to know that their symptoms warrant treatment before going to a doctor. Scott said

he knew something was wrong with his health, but he “really didn’t pay attention.”

He was “curious to know if he had diabetes,” but had “no place to go to learn about

diabetes without being referred by a doctor.” Scott labeled this scenario “a Catch

22.” He did not want to see a doctor without knowing “what [he] was getting into.”

I have been hearing about diabetics and diabetes for 20 or 30 years or 
more. I didn’t know what it was. I didn’t know how a person became 
diabetic. I didn’t know if there was a cure. I didn’t know the symptoms. 
Mostly it was just a lack of knowledge.
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Scott was afraid of what the doctor might say. Diabetes was an unfamiliar illness

without a known cure. He said his lack of knowledge prevented him from seeing a

doctor right away. The experience of Pam and Marie support the finding that people

like to find out if they have diabetes before going to the doctor; people come to them

for advice and ask to “get cheeked out.” This placed these participants in the

difficult position of having to inform someone “You need to see a doctor.”

Personal awareness o f  diabetes. Participants’ awareness of diabetes as an

illness before diagnosis was a factor in their identification of body changes and

prompted their decision to see a doctor. Having a family member with diabetes

made participants familiar with the disease but not necessarily attuned to the

possibility they may develop the condition. This is evident in Pam’s story. “My

mother had it, so I kind of knew a bit about diabetes... but I thought I would never

get it.” Participants with a general awareness of diabetes gave no indication of

making changes to their lifestyles in order to prevent diabetes. Only Ken

participated in screening for early detection.

My grandmother was diagnosed with diabetes and my brother was 
also.. ..I wanted to be tested on a regular basis....1 had been asking 
faithfully for approximately 10 years....! would have it done yearly 
because of the history of our family.

Ken’s knowledge about diabetes was initially learned from family members’ shared

experiences. He had incentive to monitor his health, and to pay attention to diabetes

awareness promotions, such as “the ads on the TV.”

Family members with diabetes provided Scott with support for his concerns
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about unrelenting body changes. Scott said he knew something was wrong with his

body; changes including “kidneys fill up faster, muscle cramps, being tired and

lacking energy more often than not.” He dismissed these body changes because he

wanted to know more before going to a doctor. Scott went to visit his family upon

learning of his mother’s and sisters’ diagnoses.

I explained to them I wanted to be checked out for sugar diabetes. They 
questioned me about it. They asked me to describe the symptoms I had.
And I told them, “I don’t know what kind of symptoms you are looking 
at, but I will explain to you what I am going through.” And 1 did, and 
they said, “That is the early warnings of sugar diabetes.”

Scott said his body changes accounted for many of the symptoms of diabetes that his

family described to him. He went to a doctor and asked to be tested for diabetes. In

all the above three cases, information from family members about diabetes

supported the participants’ decisions to see a doctor.

Beth, Marie, Karen, Laura, and Ann all lacked personal acquaintances with

diabetes at the time of their diagnoses. Karen’s situation illustrates the impact of this

factor on her diabetes awareness. “I heard about it, but 1 didn’t think that I would get

it. 1 don’t think I would have known because none of my family had it.” Karen’s

lack of family members with diabetes meant that she did not learn about the disease

through family discussions. Karen “[does not] know how to write or read much,”

and said she never learned about diabetes via the newspaper, pamphlets, or other

written forms of diabetes education. Marie “heard about diabetes but didn’t know

anyone who was.” She explained that had there been somebody “around that [she]
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knew with diabetes, as an example” she may have made the connection between her

body changes and signs of being sick. Beth, Laura, and Ann were in similar

situations, however they had never heard of diabetes. The trigger for these five

participants to seek medical advice did not occur until they were no longer able to

tolerate the changes in their body, and their declining health resulted in problems

affecting their capacity to perform activities of daily life.

Seeking help. Participants were conflicted as to how to remedy their situations

and were reluctant to disclose their discomforts. Many were not accustomed to using

health services and based their decisions to see doctors on their prior health care

experiences, and on what information was known to them about experiences of

family members and friends. Karen’s story provides an example.

Karen knew she was unwell. She felt alone and was unaware that other people

experienced similar health concerns. She said she did not have the resources to

determine what to do.

Other diabetics, they don’t know who to go to. Like me, I was all by 
myself for a couple of years before I found out. I know that I wasn’t 
feeling good, I know that there was something wrong, but I didn’t know 
what it was.

Karen found she was no longer able to take care of herself or her home because of

her body changes. Her poor state of health was noticeable to others by this time.

A friend of mine came to visit me and she asked me, “How come you 
are so tired all the time?” I said, “I don’t know and I just get the shakes 
like nothing.” She told me, “I am a diabetic, and you sure sound like you 
are one, go see your doctor.” I did.
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Karen went to see a doctor at the urging of her friend. She had previously been 

afraid to find out what was causing her to be ill and was reluctant to go. “I just wish 

I would have seen the doctor sooner. If I knew those things, I would have went and 

seen the doctor right away.” In hindsight Karen expressed regret for her delay.

Some participants said they were reluctant to see a doctor about their body 

changes because they could not afford to; either they did not have medical 

insurance, did not have transportation, or were concerned about the costs, such as for 

medication, associated with being inflicted by chronic illness. Participants with 

financial constraints during the time of their developing symptoms said they tried to 

ignore their discomforts. Marie only considered seeing a doctor about her body 

changes when advised to do so by a colleague. “My co-worker was the one who told 

me to go see the doctor because she was worried about me.” Marie spent her 

childhood years living by traditional means on the Prairies. Her family was poor and 

could not afford doctor services. She said that, as a result of her upbringing, she 

“didn’t pay much mind to doctors,” and was unfamiliar with going to the doctor. 

Marie, on a tight budget, had not paid for her medical insurance as a young adult.

She was not able to see a doctor until she could afford to have her medical insurance 

reinstated. Ann, like Marie, initially could not afford to see the doctor. “My medical 

ran out and I never paid for it right away because I was only working part time.”

Life circumstances caused Ann to take over a year to re-establish the medical 

insurance she needed before seeing a doctor. These participants are non-status
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Aboriginal persons and must pay for their medical premiums like most other 

residents of British Columbia. They, like many people, did not pay their premiums. 

Other participants said “it is not uncommon” for Aboriginal people not to have 

medical insurance or to be “scared of diabetes because they look at the expense.” 

Tolerating discomforts or denying one’s symptoms may be a learned personal health 

practice.

Prior experiences with the health system. Participants said being 

uncomfortable with going to the doctor was one reason they delayed doing so until 

absolutely necessary. Marie said simply, “People don’t like doctors.” Many 

participants spoke of events that they or others had experienced that depict 

discrimination. Fear of being emotionally vulnerable outweighs the potential of 

receiving help for their health condition for people who have been demoralized 

during past experiences with health services. Pam talked about her concern for 

Aboriginal people who suffer discomforts and disabilities rather than seek medical 

attention. “Our people stay away from hospitals. You know they don’t want to be 

turned away.” Pam explains, the individual “loses their trust for doctors” and feels 

their “pride has been taken” when refused treatment. Pam said Aboriginal people 

continue to face discrimination in the health care system, and for this reason there is 

a tendency for some Aboriginal people to avoid going to doctors or other health 

services, “because they fear the same thing will happen to them.”

I don’t even like going myself because of stuff that has happened....!
was really suffering there, and 1 just walked away. I just said, “Forget it;
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I don’t have to put up with this.” ...It is minorities, not only to 
Aboriginal people but to minorities.

She is at times reiuetant to go to the doctor or hospital herself having undergone

such “degrading experiences.”

Misdiagnosis was another form of discrimination participants expressed

concerns about. A fear of the health system has risen for Scott from hearing such

stories.

1 prefer people to know that 1 am a diabetic because...if they see me go 
into a coma or faint...somebody who can give paramedics the answers 
they need “he’s a diabetic” so that they treat me right....Whether it’s a 
paramedic or the doctor or a nurse, they may not recognise the 
symptoms of diabetes and they could misdiagnose you. That’s more or 
less what 1 am worried.

Scott’s fear of health professionals misdiagnosing hypoglyeaemia as alcoholism is a

very common reality for Aboriginal persons with diabetes (Kwan, 2003; S.

Thiessen, personal communication, July 24, 2003). Having others aware of his

illness provides Scott with a sense of security were he to have an acute health

problem and be unable to communicate with health care providers.

Problematic experiences influenced participants’ perceptions regarding future

use of other health services. Negative memories and unsatisfactory care were

deterrents to the participants’ attention to health care needs. Laura’s experience

provides the best example.

Laura said she “wasn’t feeling good for the longest time” but did not see a

doctor right away because she lived in a rural community without doctors’ services
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and a 1.5 hour drive from the nearest hospital, and the closest doctor. Her personal

practice was to go to the doctor only when absolutely necessary. Laura’s signs of

illness escalated from nausea to include “convulsions” before she went to the

emergency department at the nearest hospital. The emergency department staff was

unable to tell her what was making her ill; “They didn’t say anything about my

diabetes. They didn’t know....They didn’t find out I was diabetic.” Two months

later Laura and her husband moved to an urban center. Her symptoms worsened, and

still Laura refrained from going to a doctor because she did not think anything could

be done to help her.

I got really sick....One morning my sister phoned me and I was talking 
away, but not sensible at all. She said to me, “Are you okay?” and I said, 
“Yeah,” but I wasn’t okay. I don’t even know how to describe it.

Laura said her health had deteriorated to the point where she no longer knew what

she was doing. “I was walking back and forth. I couldn’t keep still. I was talking

away about nothing.” Her sister and husband recognized Laura’s urgent health crisis

and took her to the emergency department of a second hospital. “Right away the

doctor knew that I was a diabetic. My sugar was high....They did blood tests and I

found out the next day that I was diabetic.”

Laura, given the symptoms she presented, should have received a thorough

medical history, physical examination, and appropriate blood tests upon her first

visit to an emergency department. The result would have been earlier diagnosis and

avoidance of disability, discomfort, and depression. Laura’s deteriorating health was
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not recognized when she first went to the hospital emergency department. She no 

longer perceived these persistent, worsening symptoms as legitimate reasons to go 

to the doctor. Experiences like Laura’s deplete Aboriginal people’s confidence in the 

health system and reinforce behavior of delaying seeking medical advice until crisis 

stage. Aboriginal people, unless presenting a critical health problem, perceive they 

will be turned away by health care providers. This contributes to the practice of 

crisis-oriented health care; visiting the emergency department of a hospital for 

conditions that if addressed earlier, may possibly have been addressed in a doctor’s 

clinic.

Experience o f  diagnosis. Participants’ dates of diagnosis occurred over a 25 

year span; the first was in 1971 and the most recent was in 1995. Participants, with 

one exception who was diagnosed in the 1990s, did not indicate having been 

encouraged to be appropriately screened as people at risk of diabetes at an earlier 

date; only when participants reported symptoms and/or concerns were they tested. 

All participants went to see a doctor about their health troubles. They received blood 

glucose tests to confirm their diagnosis.

The procedure for diagnosis was similar for all participants. A number of 

participants said they felt uncomfortable due to the lack of information provided. 

They did not recall verbal explanation and opportunity for clarification regarding the 

diagnosis procedure. Scott and Ken best describe their experience of the procedure 

for the blood glucose tests. Ken recalls one of the first times he was tested for
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diabetes. “I didn’t understand at that time....I remember going down and having to

take my blood, then staying at home, and then having to go back down again.”

Scott’s experience is similar.

They just told me to come in at a certain time... .There is no eating or 
drinking after midnight. You show up, they drain some blood out of you 
and then say come back in a couple of hours.. ..Certain things I have no 
control over... .They say you have to do a test then go away and do 
something else, and then come back for another test. That takes up a 
whole day, and to me that is a day of work that I have lost....They keep 
telling you, “you got to wait, you got to wait!’’...Three, three tests in the 
one day... .Mostly it was lack of knowledge on my part. ...I didn’t know 
the procedures and I didn’t know anything about being a diabetic... .Plus 
the taking of blood, you get some bad experiences.

Scott found the diagnosis procedure unexpectedly time consuming. He said his lack

of control over the situation and absence of information regarding diabetes and the

protocol for diagnosis was particularly demoralizing. This experience was typical of

the diagnosis process, though not all participants’ experiences were as burdensome.

Many participants said they were “scared,” particularly of “the needle,” or frustrated

by having “no control” over the timing for the lab work to be done and subsequent

interference with their schedules. Participants were notified of their diabetes

diagnosis directly by their doctor, but the information participants received about

diabetes and the management of their illness varied.

Taking Control

The process by which participants began taking control of their diabetes 

reflected their individual experiences of coming to diagnosis and their beliefs about 

their illness. Participants said their first challenge was accepting their diagnosis.
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Many found this difficult because they did not understand the cause of diabetes,

“how a person gets diabetes.” They said the common understanding was diabetes or 

“Sugar Siekness” was “something to do with eating too mueh sugar.” Participants 

required time to emotionally adjust to the news of their illness. Scott expressed his 

frustration.

How did I become a diabetic? This is the part I couldn’t understand.
Even to this day I am wondering how I beeame a diabetic. They have 
explained how a person is diagnosed as a diabetie....They say, “You’re a 
diabetic.”. . .Somewhere in the explanation is how you beeame a 
diabetie....When they explain...it seems...contradictory....They say that 
there is no eure.. .they say that there is people out there who recover 
from diabetes... .How ean that be if there is no cure?

Scott feels unconfident not having all the answers about his illness. Other

participants said they were confused and shocked to have diabetes beeause they had

not understood they were at risk. Pam explained that while her mother had diabetes,

she was “in denial,” thinking that she “was too young to get a disease like that.”

Partieipants without diabetic family members had assumed they would not get

diabetes. Ann said, “I don’t really know where it started from; no one else in my

family had it.” Now aware that “diabetes runs in families,” many partieipants were

scared their children and grandchildren may develop the disease. Partieipants were

taken aback by the number of Aboriginal people with diabetes, having known few, if

any, personal acquaintances with diabetes at diagnosis.

Partieipants said the fear they experienced around the time of diagnosis was

the product of not knowing what was going on or how they would eare for their
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health. Ken explains sueh feelings are part of the process of accepting the news of

diabetes diagnosis. “Emotionally diabetes is just like being diagnosed with cancer or

MS or any other thing. It depresses you. ...You need lots of guidance and support.”

Participants said they first had to go through the process of grieving the loss of their

health, and then periods of denial, anxiety, anger and depression before they were

ready to begin to learn about diabetes and self-care. Pam describes her experience.

I had a poor-me attitude for a while there... .1 felt maybe I could wish it 
away... .That didn’t work... .1 had to do something... .1 had it and had to 
accept it....I just had to understand it... .After the shock wore off, then I 
looked at it as just another thing in life to overcome.

She found the more she learned about diabetes the more in charge she was of her

health. The time to adjust to the news of diagnosis varied for each participant. They

said concern about further health deterioration motivated them to become informed

about diabetes. Participants said they came to realize acceptance of a diabetes

diagnosis precedes a person’s ability to restore harmony in their life.

Loss o f  traditional lifestyle. Taking control of their diabetes also involved

partieipants making a connection to their health and illness beliefs, particularly the

traditional Aboriginal role of food. Participants looked to their history. They

reflected upon traditional Aboriginal ways of life, events of childhood, and changes

imposed on Aboriginal culture that influenced their health. Pam explains that when

Aboriginal people led a traditional way of life they ate healthier and were more

active.
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Our old people, you know they never had diabetes or something like 
that. It just wasn’t there because of the way they ate...the 
diet.. .activities.. .and even the walking, walk for miles.. ..People were in 
pretty good physical shape.

Participants perceived a strong connection to the traditional way of life and good

health. Scott recalled life “spent living in the bush.” He said “where I grew up our

family survived by eating healthy.” Scott said his family never experienced illnesses

like diabetes until they were acculturated within Euro-Canadian society. Similarly

Pam attributed the decline of Aboriginal people’s health with a change from

traditional Aboriginal lifestyle.

We don’t take the time anymore....We are so dependent on the modem 
way of living. This is why these sicknesses catch hold real fast.... We 
used to walk to town, fifteen miles, to get groceries and then we would 
carry them home....We don’t even walk to the store anymore. We drive 
to the store even if it’s just down at the corner.

The components of lifestyle needed to stay healthy are perceived to be lost with

progression from traditional ways o f life to the approach of modern society.

Pam and Scott believed that their residential school experiences are in part

responsible for their having diabetes. Pam described the relationship between

residential school, lifestyle change, and health.

In residential school... the food was very scarce. There was a lot of food 
there, but we weren’t given the opportunity to eat that food. So we ate 
all we got. The kids that went to residential school, they would always 
sit down and eat all their food.

Pam said the dietary habits of her youth carried over to her life as an adult;

overeating encouraged by fear of going hungry. “We are sitting ducks.... All of a
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sudden you have all this food and you just start gorging yourself. ..I think that has a

part in the siekness.” Participants talked about how Aboriginal people, including

themselves, learned to rely on the conveniences of modem society and were taught

this was a superior way to live. Ken explained the diet change his family

experienced moving to urban society.

I don’t believe it is the lifestyle, I think it is the different changes in 
diet.. .we aren’t used to the refined foods. ...A lot of urban natives don’t 
have access to the wild foods. ...My ancestors.. .lived off the land; they 
didn’t have the sugars or the sweet stuff or anything like that.

Ken felt it is wrong to say that persons’ lifestyles are not healthy; to Ken this

statement is interpreted as Aboriginal people are choosing to do harm to themselves.

What needs to he conveyed are that convenience foods, sedentary lifestyle, and

indulgencies of modem society are unhealthy choices. Scott said, “Too much of a

good thing is hard for First People’s bodies.” Participants made connections

between the changes in food preferences and the role of food in Aboriginal

community life with changes in health. Further, no longer having to physically work

for their food, and never before having to create activity specifically for the purpose

of exercise, participants perceived that Aboriginal people’s health began to

deteriorate following adoption of the sedentary lifestyle of modern society.

Experience o f  Health Care and Diabetes Education

Participants said they received little information about caring for their health

when they were informed of their diabetes diagnosis. They described the advice

received from their doctors as “general information” to diet, exercise, and watch
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their weight. All participants said that their doctors “did not explain diabetes too

well” at diagnosis, just told them they “had diabetes.” A doctor’s prescription for

hypoglycaemic medication was the familiar treatment. Participants were either

provided a referral to attend diabetes education at a later date, or the diabetes

education referral was not received at all. Those diagnosed in the 1970s said they

did not receive diabetes education referrals until five or more years later. According

to Marie the diabetes education clinic was not operational at that time. Participants

said the diabetes education clinic was where they learned about their illness.

Participants spoke about the suitability of health services for Aboriginal

people with diabetes. Participants said services were not relevant to their life

circumstances and their individual needs. They found health professionals’

encouragement of patient autonomy to be limited.

Relations with health care providers. Participants, in general, perceived that

health care providers did not reinforce the need to follow a diabetes care regimen in

order to maintain long term quality of health. The result was participants did not

“get serious” about their diabetes right away. Ken describes his perception of the

meeting where his doctor told him he was diabetic.

He led me to believe that it wasn’t a big deal because it wasn’t severe 
and my numbers weren’t that high. ...He didn’t play a part of stressing 
the fact of how dangerous it can be... .It wasn’t a problem it seemed.... I 
wasn’t severe enough to have to start on pills or insulin, or anything like 
that.

Ken said it was because of his doctor’s relaxed approach that he “didn’t really deal
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with it.” Participants said their doctors’ attitudes towards diabetes set the precedent 

for how they should behave. Marie explained it was difficult for her to make 

lifestyle changes without the reassurance and understanding of others. “Nobody 

cared. I should have cared but, I didn’t care. My doctor...wasn’t supportive at all.” 

Participants lacked motivation to begin self-care at news of their diagnosis.

Participants said they disliked being told by health care providers “what to do” 

and “what not to do.” This made them feel unworthy of participating in treatment 

decisions. They found diabetes care recommendations to be complicated and 

unmanageable. Scott describes his reaction to the diabetes care plan he was 

prescribed. “They set up a very rigid schedule of maintaining your blood sugar level, 

your medication, adjusting your food intake, your exercise....There is to be 

excessive change.” Scott was overwhelmed by his care plan and said that “having to 

take two pills.. .three times a day” distracted him from paying attention to his diet. 

Participants said problems establishing effective communication with health care 

providers made it difficult “to ask simple questions” about their self-care plans. Pam 

explains how interactions with authoritative health care providers are detrimental to 

self-care.

Disrespect. It always comes back to that. When I don’t get respect.. .1 
may not listen... .The ones that are the most helpful, really care... .The 
ones who I feel respect by as a person not just because I have a 
condition.

Pam said it is easy to be discouraged from following self-care recommendations 

when health care providers do not listen to the patient’s perspective and
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individualize the care plan appropriately.

Since their diagnosis a few participants consulted health professionals who 

routinely provided support and guidance that assisted them in managing diabetes 

care. These participants reported better control of their health. Ken explains how a 

new doctor introduced change to his self-care behavior using an approach that gave 

Ken the confidence he needed to take responsibility for his health. “My doctor is 

very encouraging and spends a lot of time with me each visit. That was what really 

got me on track....A motivator. And so I started exercising again and watching my 

weight.” Ken felt valued and cared for by this doctor, “where the patient is 

someone.” His new doctor asked him about his diabetes each time he visited, rather 

than just treating Ken’s presented complaint. Ken suggested that his doctor’s 

encouragement was what enabled him to take responsibility for his diabetes self- 

care.

Accessibility. A primary concern of participants was the accessibility of health 

services for Aboriginal people with diabetes. Participants said that there “isn’t much 

out there” in the community where they could receive help with their diabetes. They 

also felt they were restricted in where they could go for help. Ann said, “There is 

lots of people out there that don’t go nowhere. The people 1 know with diabetes, 

they got nowhere to go. Like older people, like me.” Participants explained that 

older Aboriginal people tend not to seek help with their diabetes because they do not 

realize such services exist; “they don’t know there is help.” Karen’s concern that
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people with diabetes are unaware of the community resources available to assist 

them in their self-care indicates that health care providers may not be informing and 

encouraging clientele to access such opportunities.

Those participants who sought community resources found the process to be 

discouraging. Scott shared his experience of trying to find diabetes resources and a 

program where he would feel welcome. “Everywhere I go it is not being posted or 

offered....A person has to search and find the information....There needs to be a 

place to visit, get information, and talk.” Scott found that services for people with 

diabetes were fragmented throughout the city. He and other participants suggested 

that all persons with diabetes should receive clear notice of community diabetes 

program opportunities. Ken, active in the health community, felt that he was not 

always “up to speed with what is going on.” A community outreach nurse confirmed 

that there is poor communication of scheduled diabetes events among health 

agencies and professionals. All participants said advertisement of diabetes programs 

and events requires better visibility.

Some participants had difficulty coordinating health appointments with their 

personal schedules or arranging transportation. Responsibilities of work and family 

interfered with some participants’ abilities to attend daytime appointments; they 

requested evening and weekend health care and diabetes education opportunities. 

Participants cited lack of transportation to be a common reason why Aboriginal 

people can not access health services. Beth said the determining factor of her
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decisions to attend diabetes education or health appointments is whether she has 

transportation.

I have to ask somebody to drive me, because I can’t walk any 
more....They had a meeting here for diabetes, but I don’t go because 
there was no way to get there. I wasn’t going to get a taxi to go; it’s too 
much for me....If I really have to go to the doctor’s office I get a taxi.

Beth’s mobility is restricted by her illness. She is restricted on a limited income

from spending money on transportation except in emergencies. Participants said

delivery of health care and diabetes education services from a central location and

providing transportation to persons with limited means or mobility for getting to

these services would improve accessibility for Aboriginal peoples.

Feeling welcome. Participants felt out of place attending diabetes education

programs in acute care facilities. They said such a location was not relaxed; the

noise of medical announcements loom in the background. Pam said, “A hospital is

too big. There are too many things happening.” Participants described the hospitals

as “sterile” and “smelly,” making them uncomfortable attending programs there.

Participants said they felt intimidated among the health care professionals and

unsuitably placed with acute care patients in hospital settings.

Pam felt out of place as the only Aboriginal person in a group diabetes

education program. “I was the only Native person there....It was very difficult for

me.” She encountered only one other Aboriginal person at the diabetes education

program. Pam said that she felt she did not belong, and the situation interfered with

her learning. She suggested that offering a clinic for a group of Aboriginal people in
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a community setting may facilitate attendance.

So you feel like you are part of something and you are not excluded in 
any way because of how you look and things like that.... When you have 
a warm gathering in a circle, and see smiling brown faces, I think people 
feel more comfortable.

Participants felt that a familiar environment and equality among peers would make

learning possible. Ann said, “It would be nice for our people to be able to go into a

place and they all got diabetes, and they are talking about it”; indicating that other

participants have similar wants.

When participants were not individually invited to a diabetes program they

assumed they were not welcome or that health professionals did not think it was

necessary they attend. Beth said, “They never ask me to go anymore, so I just don’t

go. If they would ask me I would go. The last one I went to was four years ago.” She

enjoyed attending the information sessions but did not want to overstep boundaries

of politeness and ask to be there. Other partieipants said they stopped attending

diabetes education when they no longer received referrals from their doctor or a call

back from the diabetes educators.

Some participants believed that because a program was so busy, there was

limited room for persons who had attended in the past. They found appointments

with doctors and diabetes educators restricted by tight scheduling. Ann described

this rush in her experience first learning to administer her insulin.

To teach me how to give myself a needle. ..I did it on an orange and then 
I did it on my body and I hurt myself. It wasn’t enough time, because 
there is me and then they are seeing somebody else....Not even an hour;
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about 35 minutes....I learned it all on my own sinee then.

Ann understood that the nurse at the diabetes clinic had a busy schedule, but felt she 

required more instruction. Participants said they felt rushed by health professionals 

to learn skills and were not given the time they required to establish comfort and 

confidence.

Other partieipants perceived that when they and other Aboriginal people were 

not referred to a diabetes program or welcomed back, it was because the health 

professionals were biased against Aboriginal people. Pam said Aboriginal people 

perceived health workers to be insensitive to the needs of Aboriginal people, “they 

don’t have time to spend with all their clients... it comes across this way.” Marie 

indicated health care workers are quick to assume that Aboriginal people do not 

want to attend the programs for persons with diabetes. “I keep my appointments. 

That is very important. You have to keep your appointments, otherwise they look at 

your record and say, ‘She or he doesn’t care.’” With limited resources and long 

waiting lists, Marie said persons who are unreliable and miss their appointments 

may not receive a referral again. The implication is that health professionals stop 

inviting Aboriginal people rather than investigate why Aboriginal people are not 

attending.

Health literacy. Participants expressed difficulty in the interviews finding the 

words to talk about health concerns. When participants were asked, “What is 

diabetes?” they said they did not know, and described their symptoms or their self-
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care plan. Beth said, “There isn’t much I could say, because I don’t really know.”

Comments like this indicate a lack of language to describe their experiences and

explain their concerns. They eonsidered conversation with health care providers to

be intimidating; “There is sometimes I ean’t understand. It’s too complicated, the

words, I don’t know what they are talking about.” Participants said the language

used to present diabetes information was sometimes too difficult for Aboriginal

people to understand. Karen said this problem becomes worse as a person ages and

has diffieulty hearing. Participants said the majority of diabetes information was

received in written form; people with difficulty reading found this information to be

unhelpful. Pam explains that health literacy barriers can deter Aboriginal people

from attending diabetes education opportunities.

A lot of our people... don’t speak English very good... or can’t read or 
write... .They should have an interpreter there to help these people so 
that they can have their concerns heard... .That is why the old people, 
they don’t go.

Participants labeled situations like the one just described as “threatening” and

“complicated,” and the learning environment uncomfortable.

Participants asserted that community awareness will improve with delivery of

diabetes education by methods meaningful to Aboriginal people.

Keep it down to simple understanding, because our people have a hard 
time understanding it. If they don’t understand they are not going to say 
anything. ...They are just going to let it go.. ..If [health workers] don’t 
take the time to explain to someone who has difficulty learning.. .the 
person will feel the health worker is in a rush or on a time 
limit....Aboriginal people will say they understand when really they 
don’t.
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Para said the language used should be simple to help people understand, but, more

importantly, health care professionals needed to invest the time and be patient

finding ways to help people comprehend the message.

Learning practical self-care skills. Partieipants found the information about

diabetes overwhelming and they often were unable to apply the information they

received in their self-care routines. Scott said “It is not just understanding all the

concepts of being diabetic... the big question is how.” Participants were able to

reiterate facts about diabetes, but lacked practical self-care skills. Ken described

what he learned about diabetes at a diabetes education program. “Sugar levels are

too high in your blood and your pancreas can not develop enough insulin for it.. ..If

you don’t treat your diabetes and keep your blood sugars at a proper level.. .other

problems could arise.” Ken found that information like this did empower him with

an interest to take care of his diabetes, but does not provide him with skills to

improve his self-care routine. Pam shared her experience after being advised to

purchase a blood glucose meter.

When I first got my machine, I was reading it and I didn’t know how to 
operate it. So I didn’t use it. It just sat there for a long time. One day I 
started thinking that I better use this thing but, I had to get educated first.

Pam said she could not get an accurate reading but did not feel comfortable going

back to her doctor or a diabetes educator to ask for help. Participants said people

who have difficulty understanding written instructions and technology need to be

shown how to use their blood glucose meter, as well as how to calibrate it and
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perform general maintenance. Pam could not be assured of obtaining true readings 

without such instructions; she was discouraged and did not monitor her blood 

sugars.

Successful learning methods. Participants said that they needed to learn some 

amount of new information each time they attended a diabetes education program in 

order to pique their interest, while a repeat of basic diabetes care was necessary to 

fine tune and make corrections to their self-care plans. They said programs became 

tiring when the same information was repeated by the same instructors in different 

settings. Participants preferred it when the diabetes educators addressed issues 

specifically relevant to the class and used practical demonstrations to convey their 

message. They requested “hands-on” and “visual learning” opportunities to learn 

self-care activities. Karen described the content of a movie she saw at the Aboriginal 

health clinic. “The movie shows you how to cook. Boiling things mostly, not fry 

foods, and how there is quite a few different ways.. ..They even show you how to 

look after your feet.” Karen understood the things she needed to do for herself after 

watching the short video. Instead of the nurse telling her what to eat Karen learned 

from observing skills in the video; it showed her how to get the task done. Karen 

was then able to apply the demonstrated life skills into her self-care plan.

Participants who have a proficient understanding of English said illustrative teaching 

was appropriate for all audiences. Ken said he found the simplified “low literacy 

format” a faster way to leam. “It is very informative and leaves an impression not
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easily forgotten.” Participants expressed partiality for demonstration and practice 

activities to deliver disease-specific and diabetes care information.

One way participants have been able to make sense of diabetes and find ways 

in which to better care for their health is to talk with others who have diabetes. Pam 

said.

If somebody comes to me that knows they have diabetes then I try to do 
the best to help as a friend. I try to show them my own respect for 
diabetes... .1 talk about and I share my sickness and look towards better 
ways to healing myself.

Pam went on to say, “Somebody who has been through it them self really

understands what they are talking about.” Participants said sharing has helped them

achieve greater understanding of their illness which enables them better control.

Scott explained the advantage of learning this way is that “other diabetics especially

people that have adjusted both mentally and physically to being a diabetic” can

provide information health educators may not emphasize.

Participants easily associated with “role models” and acquired support from

other people with diabetes because “they know what it is like.” Karen went five

years before learning through a friend that help was available from a nurse at the

Aboriginal Health Clinic, and, by referral, to the diabetes education clinic at the

hospital. She trusted the advice of her friend. “When I see her she always asks how

my diabetes is doing and stuff. If 1 don’t feel good she says, ‘try this,’ and ‘do this,’

stuff like that. She has been a diabetie for many years.” Karen said there are mental

benefits in addition to physical benefits of sharing with other diabetics.
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It gives you courage and stuff like that. ‘Cause well 1 know 1 am not the 
only diabetic. There is quite a few people who is diabetic, and they are 
going through the same thing 1 do....Before 1 felt sorry for myself, and 
then they started talking to me and 1 know 1 am not alone.. . .It give me 
lots of support.

Participants said they found sharing their experiences of diabetes with other people 

had the social health benefit of enlisting those people’s support and understanding.

Follow-up. Participants said that after receiving therapeutic guidelines from 

their doctor or learning new information at a diabetes education program they were 

left to their own devices to adapt and maintain their self-care routine. Beth explains 

she failed to keep to her diabetes care plan. “At the start 1 really tried to follow what 

they told me to do, but after a while 1 just didn’t care anymore. 1 ate whatever 1 

want, and even gaining weight which 1 am not supposed to.” There was no 

opportunity to go home, practice, and get feedback on her progress. Participants said 

they did not receive the necessary guidance, continued adjustments and 

readjustments to see through the recommendations. Pam said, “There needs to be 

follow-up. ...They can’t expect for the people to go about the recommendations on 

their own.” Participants said they were unaware of opportunities in the health or 

community settings to get basic assistance with their diabetes self-care plans and 

support during difficult times.

Participants said during initial diabetes education, the two or three day 

orientations to diabetes provided by diabetes educators, the educators “go over 

everything” so the clients could “digest the information.” Some participants were
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asked back approximately a year later to a one-day workshop. The problem for

participants was that between these opportunities they progressively forgot

information and became discouraged. They found that subsequent appointments

followed a standard format with information similar to what was received the first

year. For example, participants taking insulin require annual recertification

confirming their ability to administer the medication and use a blood glucose meter.

Frustration occurs having to repeat something participants know when the time

could be better spent learning something the person does not know. Participants

suggested that what would have been more helpful was for educators to ask

participants what they would like reviewed, allow opportunity for questions to be

asked of the educators, and then teach some new up-to-date information and skills.

Participants were invited to make appointments for one-to-one consultation

with a dietitian or nurse as needed. Ann tried to access the diabetes nurse for a

second appointment to discuss her concerns.

You have to have an appointment because they are so busy. Sometimes 
you can’t see them for at least two weeks. I phone the nurse at the 
diabetes clinic if I have a problem, but you can never reach her. It is 
always the answering machine, and they don’t return your call until the 
next day.

What Ann needed was to talk to someone she trusted, knew to be resourceful about 

diabetes, and who could provide a solution to Ann’s concern and calm her fears until 

she could see one of the diabetes educators or her doctor. Ann’s and others’ 

statements in the transcripts indicated that participants were unaware of resources
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such as dial-a-dietitian, dial-a-nurse, and their local public health unit to help with 

answering urgent day-to-day problems concerning their diabetes and other health 

matters.

Cultural appropriateness. When participants talked about the appropriateness 

of diabetes services for Aboriginal people they identified concerns with regards to 

being provided a supportive learning environment and the content being relevant to 

and respectful of Aboriginal people. Participants said health care workers needed to 

take note of ways to “honor and respect” individuals using the health service and 

avoid speaking down to Aboriginal people. Pam said not all health workers were 

problematic, “they are just trying to do their jobs,” but instances happen. Health 

professionals “have to have a certain rapport, and accept people for who they 

are....Make sure they are comfortable, and heard.” Participants said health 

professionals tended to discredit the lay perspective of Aboriginal people. Referring 

to the reaction of a person with diabetes, Scott said, “They will think, ‘You don’t 

know what it is like.’” Problems arose when health care professionals did not see 

value in the Aboriginal culture and the pride in the “hard life” of the older 

Aboriginal people. Participants commented on the importance of professionals 

respecting Elders for their social and educational roles in Aboriginal society. Scott 

said, “First Nations people don’t like being told by younger people that they have to 

change.” Pam said the older people “are so used to being independent,” and that in 

educational settings it is important for this to be accepted.
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Life experience, as a part of our culture we look to elders to be our 
educators and to share their experiences....It is nothing against the 
young nurse, but they haven’t that experience.. ..When the old people 
have to give that up, that is where some of the difficulty is.

Pam said when the older people are no longer respected for their contribution they

feel worthless and devalued. She explained Aboriginal people’s health concepts

need to be appreciated for being “based on generations of knowledge” and different

from the health concepts of professionals which are learned through academic

training.

Participants advocated that health professionals needed to “be sensitive in how 

teachings are worded” in order to make Aboriginal people confident and interested 

to learn. Scott said, “Present information in a way Aboriginal people can understand 

without insulting their integrity.” All too familiar to Ken was the memory of 

diabetes education poster campaign that “show a Native sitting on a couch, with a 

big fat beer belly and a bottle sitting in his hand watching T.V.,” with the caption he 

recalls, “You are probably going to get diabetes.” Ken said that just annoyed people 

and turned them off the campaign. People did not pay attention and the message 

never got through. Pam cautioned about making assumptions about people, “they 

generalize that Aboriginal people are all the same.” Pam said health care 

professionals on more than one occasion treated her like “an addict” because she is 

Aboriginal. She said the health professionals’ assumptions annoyed her; had they 

bothered to ask they would have learned that Pam does not consume alcohol or use 

recreational drugs.
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Cultural considerations. Participants indicated that holistic health practices

and traditional ways of learning would benefit diabetes programs for some

Aboriginal people. They felt Aboriginal people would be better able to identify with

diabetes awareness and education programs with these methods. Participants point

out that “[cultural protocol] varies with tribes”; indicating diversities of Aboriginal

cultures must be considered for health programs to be culturally suitable. Adapting

diabetes programs to traditional Aboriginal health practices would not be suitable to

every Aboriginal person. Pam and Seott acknowledge that some Aboriginal people

would be more comfortable with Euro-Canadian health practices. Pam best

described the holistic approach.

The holistic way.. .you look at everything. How diabetes affects us 
emotionally, mentally, physically, spiritually, psychologically, and even 
intellectually. ...It affects us in all areas. It doesn’t just affect our body. It 
affects every part of our being and our vision. It affects our whole life.

Pam went on to say the holistic approach to her diabetes care “makes it a lot easier.”

She learned such skills from Elders, Healers, and attending workshops. The

traditional Aboriginal method offered motivation and goal-oriented solutions to the

emotional experiences that participants said were often not addressed by the diabetes

resources and health care services in the community.

Participants said Aboriginal people would traditionally learn about health

issues from their peers at the community level. The Aboriginal community works

together to look after itself, and this, Scott said, is why “everyone has to

participate... mostly it is just sharing the knowledge.” Talking about diabetes is an
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important aspect of the holistic approach. Pam said, “Our people are talkers, mostly 

oral history, and are taught mostly oral. That is our background, our culture.” When 

people talk about challenges and successes with diabetes they provide to one another 

advice, recommendations, and guidance. Ken explains which people would 

traditionally be teaching about diabetes. “Native elders should be involved, and 

native people who have diabetes should be able to address some of the information 

as well.” Participants said the Native approach goes beyond an informative process. 

Emotional and spiritual needs are enveloped as well. “It is open with a Native 

prayer.. .standing in a circle and holding hands to give [them] spiritual strength.” 

Participants said “Native prayer,” opportunities to share with one another, “the 

talking circle,” and learning from all generations are aspects of traditional healing 

that would be helpful. They reiterated that it is important such discussions be 

allowed to take place without the limitations of appointments and time restrictions.

Pam and Ann both said they incorporated traditional medicine in their own 

diabetes self-care plan. The traditional healing practices participants spoke about 

included praying about their sickness, participating in healing ceremonies, diets that 

incorporate traditional foods, chewing on roots, and brewing teas from medicinal 

plants to help keep their bodies cleansed. Pam explained how Aboriginal people 

historically shared responsibility for the health and well-being of community 

members and the care of the aged and ill. Traditional healers were consulted for 

spiritual, mental/emotional, and intellectual advice as well as for physical concerns.
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Offerings were made out of respect and to acknowledge the healer’s gift, but 

payment for the service was not required. Pam found that in her experience doctors 

were skeptical of traditional healers and discredited holistic care practices. A 

community outreach nurse confirmed that this attitude of discrediting traditional 

healers continues among many health professionals. Aboriginal people are afraid to 

tell a medical doctor about using traditional remedies because “they don’t want to 

stop the traditional healing...the spiritual.” Pam said Aboriginal people have “a 

history of being ridiculed about their use of herbs and spirituality” in the care of 

their health, and felt that health professionals “did not value one’s perception of their 

state of health.” Half of the participants said they would like to see health 

professionals accept traditional Aboriginal medicine and approaches to healing as 

complementary to mainstream health care and have it incorporated into teaching 

about diabetes self-care.

Participants wanted the problems of lack of available and suitable diabetes 

awareness and resources for the Aboriginal community to be corrected. Participants 

took the opportunity during this research to express their concerns and their wishes 

for betterment for the Aboriginal community. Karen said she saw a benefit to herself 

and other Aboriginal people with diabetes in her opportunity to tell her diabetes 

experience to a student. “Students like you...it is very important that you learn...and 

it is really helpful...like what you are doing, that is how you would be helpful to 

older people, like what you are doing with me, just talking to them.” When asked if
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he had any comments or questions about the interview process Scott said, “Ail these 

interviews...that you check with First Nations people, that is good.” Participants 

said they felt it is important Aboriginal people with diabetes be asked which services 

and supports helped them and what issues need improved upon. This research 

provided them with such an opportunity.

Challenges to Self-Care

Diabetes affects the physical, emotional, social, financial, and spiritual aspects 

of the person. Most of the assistance participants received from health care providers 

was for episodic and acute health concerns. They felt a lack of support for the 

complex, repetitive and not easily resolved social-health aspects of their diabetes 

self-care. Participants said diabetes presents a challenge to overcome and 

incorporate into their lifestyle. They said they needed assistance to gain an 

advantage over obstacles in way of their self-care success: managing lifestyle 

modifications, overcoming barriers adhering to treatment regiments, and managing 

the conflicting demands of everyday life.

Few participants had clear understanding of the relationship that exists 

between diabetes, medication management without diet and exercise, associated 

health problems, and mortality. Many loosely followed the recommended diabetes 

diet and exercise because they had been prescribed hypoglycaemic medication or 

insulin. Scott said he initially just wanted a quick fix, “just get on the medication,” a 

solution he thought would require minimal effort. Beth did not bother with the
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knowledge she learned through diabetes education programs “because [she] figured 

the pills [she] was taking would help.” All but one participant used a blood glucose 

meter to receive feedback in their day-to-day diabetes self-care. However only three 

participants said they monitored and charted blood sugar levels, and modified 

insulin, eating and exercise in combination to establish a fine-tuned routine. The 

others thought pharmaceutical management of diabetes less tedious than the 

complexities of diet, exercise and medication balance. In contrast, Ken explains that 

being prescribed medication is a reminder he could improve self-care of his 

diabetes.

It is more severe because I have to be on pills....If you are not given the 
prescription to medication, a person has a tendency to think, “Oh, it is 
not that bad.”...What happens is you don’t feel sick or feel any different, 
so why do you have to do all this stuff. Without medication, it doesn’t 
seem real.

Ken alludes to the silent nature of diabetes; when blood glucose levels are stable 

there are no symptoms and the medications associated with illness are not required. 

Pam and Karen agreed with Ken, saying that they perceive a prescription to 

medication as a reminder to focus more efforts on the diet and exercise components 

of their diabetes self-care.

Many participants had chronic diseases secondary to diabetes such as cardiac 

and renal conditions. This made it more challenging for them to follow diet and 

exercise recommendations. Karen’s story provides an example. She used to walk a 

lot to help control her blood glucose levels; now she no longer has the endurance.
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The most helpful thing for me is to watch what I eat and take my 
medication on time....I used to do the exercise, I used to walk. Now I 
can’t even walk across the street... .Since I had open heart surgery I get 
tired so easily.

Like Karen, the little walking that Beth could once do now causes her too much 

pain. “Since those veins that they took off of my legs I ean’t walk a block....My legs 

hurt so bad. Before it never bothered me, not until I had this surgery.” Other 

participants with multiple chronic conditions had similar concerns related to their 

secondary ailments. All participants faced tests of willpower sticking to a diet plan, 

diffieulty achieving daily exercise, and restrictions of a structured lifestyle.

Personal reactions. Mood swings and periodic depression were hard for 

participants to avoid. Participants experienced feelings of deprivation, and fear of 

indefinite and invasive medication.

Participants said they encountered bouts of depression. Marie said she 

experienced more difficulty with mood swings and depression in the first few years 

following diagnosis than she does today. “When you are a diabetic you can be pretty 

miserable to be around....You have spells...get upset all the time for no 

reason...anger and depression.” Her spells were reactions to high and low blood 

sugar levels. Keeping diabetes under better control minimizes suffering in this way. 

Ann talks about feeling despair. “Sometimes I feel so down.. .sitting there feeling 

sorry.. .just waiting to die.” These low times Ann experienced were associated with 

episodes of poor blood sugar control, intensifying symptoms, and health 

complications.
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Participants struggled with motivation, time management, and the frustration

of having to structure their life plans around meal times and exercise schedules.

Beth, Laura, and Ann each said they frequently cheat on their diets and do not

exclude the foods they like, particularly high sugar treats. Ken said his troubles

occur when he is under emotional stress, “Sometimes I will do it out of spite; I am

not allowed to have it so I am going to have it.” Karen said she dislikes the repetitive

flavour of her diet. “It gets tiresome, what I eat, and I have to be careful all the time.

I get discouraged.” The restrictions of diabetes therapy elicited feelings of

deprivation, and in reaction to these emotions participants at times overate or ate

foods not recommended. This repetitive challenge to diabetes self-care resulted in

the participants avoiding diet changes and exercise schedules, delaying their ability

to take control of their diabetes.

Associating insulin with increasing severity of illness and fear of needles

diverted participants from recommended therapy. Beth, Marie, Laura, and Ann all

said they at first were “scared to death” of the thought of self-administering needles.

Laura’s story depiets the trauma experienced when informed she required insulin to

control her diabetes.

I ran away from my needle for about six months. I didn’t even know 
what I was going to do. I hate needles to start with....I didn’t take my 
needle for a week and I went into a diabetic coma.

Laura said she learned from her experience never to miss a dose of insulin. She

laughed during this part of her interview and said, “Now [the needle] is nothing, just
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nothing to me now.”

Social circumstances. Diabetes and its emotional challenges affected 

participants’ social interactions. Ken said the difficulty is in part because a person 

with diabetes can never escape their illness. “It is like a little person sitting on your 

shoulder and nagging at you all the time.” Participants said that because of the 

changes to their lifestyles they experienced difficulty and discomfort interacting 

socially at home or with friends. Ken said family members could not understand the 

emotional and physical difficulties the person diagnosed with diabetes was 

experiencing.

If the family doesn’t understand they can’t support the person with 
diabetes. I am often criticized because I am not dealing with diabetes, 
but they don’t know what it is like....The criticism is more hurtful than 
good, but they think they are helping me.

Ken’s family unintentionally placed an extra burden upon him, creating an

uncomfortable situation in his self-care management. Socializing and preserving

healthy personal relationships were especially hard for participants. Marie spoke of

her experiences. “If I got to go out to supper with my family....They would invite me

over and I would have to wait an hour.. .two hours. I can’t do that, I have to eat.”

Participants could no longer eat and drink the same foods as family and had to

strictly follow meal schedules. They had greater difficulty socializing publicly and

with friends. Marie did not change her social behavior at first; “Everybody is eating

and drinking; I went a few times and it wasn’t good for me.” Participants felt out of

place and perceived themselves to be difficult guests. Ken said “it is my perception.
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I feel different”; he knows his friends do not intentionally treat him differently. He 

said they “don’t understand the struggles that the person with diabetes is going 

through,” and do not know what to say or how to act around the person with 

diabetes.

Participants either said managing diabetes conflicted with their employability 

or that being employed made it difficult to find the time for self-care. Participants’ 

work environments contributed to physical and emotional stress, adversely affecting 

their health. Many lost their ability to work because of diabetes. Shift work was 

particularly problematic because of the difficulties establishing a routine. The 

experience of Arm provides an example; she explained why she could no longer 

work. “The job is shift work, and I don’t get to eat right. I get so tired and I don’t eat 

for hours. That’s what drove my sugar right up.” The conditions of Ann’s 

employment did not allow her to schedule small meals throughout her workday. She 

was unable to keep her blood glucose under control. After long work days, 

participants said they did not “have the energy; not only physically but mentally as 

well,” for diabetes self-care. Work stress and time management difficulties 

eompounded already poor health and reduced blood sugar control.

Expense o f  self-care. As discussed in Chapter 2, good health is costly; a 

decrease in health problems is observed with increasing income. Persons with low 

income and no financial security have increased stress in life and decreased time and 

energy for preventative health behaviour. Financial barriers are one reason
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Aboriginal persons may not adhere to treatment recommendations. All participants

commented on the costs of self-care; diabetic food, medication, and exercise.

Participants emphasized that the expense incurred with diabetes competed

with the costs of basic needs including food, shelter, and clothing. For some

participants, diets recommended for diabetes management required participants to

purchase foods beyond their means. Laura was both frustrated and insulted when

told she should attend a shopping tour class.

A meeting for diabetics and heart disease where somebody takes us 
around in the grocery store and tells us what to buy. I didn’t go for that 
because I know what I can buy. I know what I can eat and what I can’t 
eat. It is costly to buy those things. It is a waste of time and money to 
me.

Laura was accustomed to a limited selection of foods she was used to cooking and 

knew she could afford. She was afraid to experiment with new foods on her minimal 

income. Laura could not afford to waste food or she would not have enough to eat. 

She said it would be helpful for the dietician to watch what she buys and then make 

healthy recommendations still within her budget.

Participants’ reactions to paying for exercise were similar. They could not 

afford extras including user fees and gym memberships. Beth said, “I am not 

spending money on exercise...I wouldn’t have no money for it.” Exercise 

opportunities were associated with user fees or costs of appropriate attire, a great 

expense during winter months. Transportation to exercise locations and costs 

associated with access to community leisure services exceeded participants’ budgets.
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Two participants did not have “status” designation and did not receive medical

benefits to assist with the cost of medication and health care supplies required for

diabetes self-care. Ann could not afford her rent and household expenses let alone

exorbitantly priced medication.

I only get $376 every two weeks....I am having problems paying my 
bills. . .I gotta buy pills again and bottles of insulin.... All my needles and 
stuff. It is all so expensive....! need these pills bad. Ninety-eight dollars 
1 paid for them last time. I can’t afford to get them.

Her income was less than her bills. She was very ill with an infection. Ann opted not

to take her insulin as she could not afford to pay for it. Her blood sugars became

extremely elevated and her body unable to heal. Suffering in pain, Anne did not

have energy or willpower and found it extremely difficult to solve her own health

crisis. Participants in financial need were not always aware of services or were

intimidated by forms required to get assistance with health care expenditures.

Summary

Participants’ experiences living with diabetes ranged from the frightening 

shock of diagnosis to the daily challenges of maintaining control of their diabetes, 

and their experiences of health services. They emphasized the need for greater 

diabetes awareness and availability of suitable resources for the Aboriginal 

community. Most significant was the call for self-management support. Identified 

were ongoing issues of cultural desideratum that need to be overcome by way of 

considering Aboriginal culture, history, and socio-economics. In the following 

discussion, the potential for doing so in consideration both of these data and
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published literature is explored.
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Chapter 5: Discussion and Conclusions

The objective of this study was to explore urban Aboriginal peoples’ 

perspectives on diabetes and their experiences using health services. The input of 

urban Aboriginal people was sought because of that population’s high risk for 

diabetes, low utilization of existing resources, and above average rate of diabetes- 

related morbidities. One of the findings was that participants’ patterns of health 

services utilization, both in coming to diagnosis and in support of their diabetes self- 

care, related to their prior experiences with health services and their socioeconomic 

circumstances. Further, lack of resources and information appropriate to 

participants’ needs created difficulties in their making lifestyle changes for diabetes 

management.

This study is one of only a few (Gregory et al., 1999; Hagey, 1984; Travers, 

1997) designed to gain an understanding of urban Canadian Aboriginal people’s 

perceptions about diabetes and their health care experiences. Qualitative 

methodology allowed the participants to express, in their own words, their 

experiences, feelings and thoughts. This process brings participants’ voices into the 

results. However, this technique has limitations.

Notably, in qualitative studies, the researcher’s personal experience and 

interests affect the interpretation of the results. To counteract this, I took note of my 

own expectations and assumptions before and during the interviews. Findings that 

emerged from the first interviews were validated with participants during the second
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interviews. Furthermore, as the interviews took place over five years before the 

writing of the final report, services may have changed. This does not seem to be the 

case, however. Confirmation that the study findings remain current was verified in 

the year prior to writing by one participant who works in the health care sector and 

by a community outreach nurse from the study community.

It was anticipated that with English being a second language for most 

participants there may be some limitation on the information received. This seemed 

to have occurred in two ways. Firstly, there was a lack of depth in some of the 

participants’ responses. Secondly, participants’ use of silence during the interview or 

lack of answer to a question may not have to do with their lack of opinion regarding 

the interview question but have more to do with language or with respect for health 

care professionals and a desire not to criticize them.

Generalizations cannot be made from the study due to the small number of 

participants and the tenets of qualitative methodology which attends to meaning in 

experience rather than representiveness. The themes addressed are limited to the 

scope of the research questions. It was not the intention of this researcher to measure 

the success of Aboriginal liaison and employee cultural sensitivity programs of the 

health region, or to evaluate diabetes education resources. The results however 

provide insight into issues underlying the success of urban Aboriginal people’s self- 

care o f diabetes and what health services are needed to assist them in self-care.
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Navigating Health Resources

In general, participants of the study felt powerless when navigating health 

services and as a result, they became accustomed to problems created by having 

diabetes. The majority of participants did not seek services of a doctor at first signs 

of health change because they were not socialized to bring their early concerns to the 

attention of a doctor in an effort to prevent greater health problems. They had 

difficulties using the Canadian health care system; what experiences they did have 

were not always pleasant. Participants’ health beliefs were mainly comprised of 

information handed down from extended family. Consistent with Shestowsky 

(1995), participants’ sources of information about health and related services were 

most often informal networks. Participants also said that they made limited use of 

diabetes resources including education clinics and community organizations, a 

finding consistent with prior studies examining urban Aboriginal people’s 

experience of health services (Gregory et al., 1999; Shestowsky).

The results indicated that participants’ lack of confidence when going to the 

doctor may relate to prior experiences of not being taken seriously; some instances 

were described as humiliating and discriminatory. Generally people will make fewer 

health care visits when they do not feel accepted as a result of discrimination, and 

thus leave symptoms untreated until they become unbearable (Rambo, 1984). 

Literature supports the finding that Aboriginal peoples’ lack of familiarity in using 

health services relates to a history of encountering degrading experiences including
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restricted access to services. Browne and Fiske (2001) found similar results in a 

reserve community in northwest Canada. As the result of years of sociopolitical 

pressures to be unassertive when dealing with issues of personal health, as well as 

perceiving their health eoncems were not taken seriously by health care providers. 

Aboriginal women “may wait until their condition was severe before seeking 

services” (p. 134). Browne and Fiske link the “paradoxical situations” of Aboriginal 

people’s health encounters to the history of Aboriginal peoples in northwestern 

Canada; specifically residential school exploitations, colonial legacy in health and 

social service sectors, lack of regard for Aboriginal people’s socioeconomic 

circumstances, and negative stereotyping. Participants stated in the present study 

that they continue to encounter discriminatory attitudes on part of some health care 

providers to this day, consistent with other research exploring urban Aboriginal 

people’s experience of health services (Hagey, 1984; Shestowsky, 1995).

Few participants went for health check-ups prior to their diagnosis with 

diabetes. This tendency to not make preventive doctor visits is exacerbated by a 

shortage of doctors; such is the case in Northern British Columbia. Episodic health 

care does not encourage the development of a rapport between client and doctor, and 

reduces opportunities for diabetes screening. In such situations it is more difficult 

for the doctor to diagnose chronic illness and harder for the client to aceept news of 

a diagnosis. Further, the first access to the health system does not need to be a 

doctor. Diabetes screening could be provided by a nurse.
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Participants were shocked when told they had diabetes; some had not realized 

they were at risk for diabetes prior to diagnosis. As in other research, among both 

Aboriginal (Gregory et ah, 1999) and non-Aboriginal (Adriaanse et al., 2002) people 

with diabetes, participants who had family members with diabetes were more likely 

to have some knowledge about diabetes before diagnosis. All participants had pre

diagnosis symptoms of diabetes in contrast with the findings by Sunday and Eyles 

(2001) whose participants had not experienced classic symptoms. Participants in the 

present study said awareness among the urban Aboriginal community of diabetes 

risk factors, symptoms associated with illness, and the value of early diagnosis 

continue to be limited.

Some information sources about diabetes and lifestyle choices unintentionally 

give the message that the patient is to blame for his/her illness (Garro, 1995). 

Participants made associations between shame, personal fault for diabetes, and the 

perception that diabetes care is the individual’s responsibility. Such perceptions 

appear to deter members of the urban Aboriginal community from openly discussing 

diabetes. Though some participants indicated they shared their diabetes experiences 

with others, they all said diabetes was not commonly talked about in the community, 

inhibiting both the dissemination of diabetes awareness and support for persons with 

diabetes. Participants found it difficult to maintain health routines without support. 

Diabetes patient-education often occurred in isolation from family and community, 

and few participants had family and friends take an interest in healthy lifestyle
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changes. Similar to other Aboriginal people with diabetes, as reported in research by 

Boston et al. (1997), Sunday and Eyles (2001), and Grams et al. (1996), participants 

in the present study expressed frustration that family, friends, and members of the 

community critique their diabetes care practices.

Participants found the usual methods for delivering health information 

unsuitable for urban Aboriginal people with language and literacy limitations.

Health care providers’ reliance on lectures about abstract concepts to convey 

diabetes information restricts some participants’ learning what they must do to care 

for their health. Language and literacy difficulties interfere with understanding 

health terminology as well as application of the teachings (Dutton, 1992; 

Shestowsky, 1995). Written materials in particular were perceived to be problematic 

both for diabetes awareness and for providing information on self-care to diabetic 

clients. People who have difficulty reading avoid newspapers, booklets, and 

pamphlets; they lack confidence in their own comprehension and are made 

uncomfortable by unfamiliar health concepts and terminology. Written health 

messages, as a result, often go unheard. Gregory et al. (1999) and Farkas (1984) 

similarly found the provision of pamphlets on diabetes to urban Aboriginal clients 

problematic because of literacy problems and the fact that reading was not the 

preferred method to learn. The results of the present study indicated that when 

information was not easily learned or applied to daily life, participants were less 

likely to return to the program or follow recommendations for diabetes management.
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For many participants, the lifestyle changes required by diabetes were 

perceived as drastic and overwhelming, and beset by problems related to 

participants’ socioeconomic circumstances. Most affected by income was 

partieipants’ access to health services. Those with jobs experienced difficulty taking 

time from work, and in some instances lost wages, which interfered with their ability 

to coordinate health appointments. In cases where participants received social 

assistance, some ehose not to attend health appointments and diabetes education 

programs because they could not afford transportation, or perceived they would not 

be able to afford to put into practice what they expected to learn. Costs of foods 

required for diabetic diet and diabetic supplies, not to mention costs of 

transportation and exercise, competed with the person’s other expenses. Travers’ 

(1997) research on urban Aboriginal peoples’ experiences of diabetes also revealed 

that costs of recommended foods were of concern to persons on social assistance. 

Bell (1991) found the basic support allowance of the government of British 

Columbia’s social assistance program was insufficient to cover the minimum cost of 

a nutritionally adequate diet. Bell found that after paying for food, there was no 

money left over for the purchase of household supplies, or personal care and 

clothing expenses, which are also meant to be covered by the basic support 

allowance.
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Interactions with Health Care Providers

Participants’ responses to diagnosis and initiation of self-care were, in part, 

reflections of their interactions with health care providers. For example, the ways in 

which participants were informed by their doctors of the seriousness of diabetes and 

the strategies to tighten metabolic control and reduce incidence of complications 

affected partieipants’ understanding of how to live a healthier longer life. Further, 

when health professionals did not ask the partieipant for input into decisions about 

their diabetes care, the expectations were perceived as unrealistic. Participants’ 

frustration over failing health led to poor satisfaction with their health care providers 

and increased life stress, which in turn further deereased their self-confidence and 

success managing diabetes.

Participants found that when doctors explained the prognosis of diabetes they 

understated the seriousness of the illness. Consistent with the study by Travers 

(1997) the findings of the present study showed terminology such as “borderline 

diabetes” and suggestions that elevated glucose levels are not a serious problem 

allowed participants to dismiss the importance of lifestyle changes. In the present 

study participants said their doctors did not explain well the preventative role of diet 

and exercise; prescriptions of medications to manage symptoms of diabetes were 

perceived to be the common treatment. This finding perhaps indicates that doctors 

either expected information on lifestyle change would be received by participants 

through the diabetes education clinic or assumed that Aboriginal clients would not
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follow lifestyle change recommendations. As in other studies (Daniel et ah, 1999; 

Travers), some partieipants were not referred by their doctor to diabetes education. 

“Being denied access to diabetes education meant being denied the opportunity to 

prevent the progression of diabetes and to enhance well-being” (Travers, p. 8). Some 

participants were not informed that additional support was available through other 

health resources. The health services most participants received appear to fall short 

of the clinical practice recommendations for continuing diabetes education and 

follow-up doctor visits to take place every two to four months (Harris, Meltzer, & 

Zinman, 1998; Young et al., 2000).

Most participants stated that they did not make requests for services to meet 

their needs when not satisfied with the care received. For example, few would ask to 

go to the diabetes education clinic for an update. Some participants lacked 

knowledge of the help that is available to assist them in managing diabetes. When 

information about care options is misunderstood they may be too embarrassed to ask 

for elarification. The tendency of mainstream health practitioners is to interpret the 

Aboriginal person’s reluctance to speak o f health needs as resistant and non- 

assertive behavior (Browne & Fiske, 2001). In contrast, researchers and participants 

suggest that Aboriginal people’s non-confrontational approach is the product of 

socialization; they fear that ehallenging the health professional’s authority will be 

perceived impolite and offensive (Browne & Fiske; Sunday & Eyles, 2001). Further, 

when a few participants approached health or social assistance providers about their
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financial concerns and health they encountered resistance. This finding relates to the 

eommon misunderstanding on the behalf of service providers, including health 

professionals, that all Aboriginal people receive free medical care, medications, and 

related expenses (Browne & Fiske; Maidman, 1981; RCAP, 1996).

Difficulty communicating their problems and concerns to health professionals 

left participants feeling intimidated. This trend has been found in a number o f other 

studies. Partieipants perceived health professionals to be judgmental of participants’ 

circumstances, and felt that they were not given opportunities to discuss concerns 

about their health and have a say in self-eare. Other researchers exploring the 

experiences of Aboriginal people labeled similar experiences “feeling dismissed” 

(Browne & Fiske, 2001, p. 133), and “rushed” (Gregory et ah, 1999, p. 109). 

Shestowsky (1995) found urban Aboriginal people perceived health care providers 

to be “distant, uninterested in the Aboriginal client” (p. 24). As in other studies 

(Cosby & Houlden, 1995; Gregory et al.; Hagey & Buller, 1983), participants in the 

present study perceived the diabetes care guidelines received from health care 

providers to be “rule-bound” (Gregory et al., p. 109) causing participants to feel as if 

they were being told what to do and what not to do. This finding is not unique to 

Aboriginal people. Callaghan and Williams’ (1994) study of people’s perceptions of 

living with diabetes in England found that if patients believed they were not 

considered individually by their care providers they would “simply go away and do 

what they think is best for them[selves]” (p. 136). When people feel alienated and
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lack confidence, they often will just agree with the health care provider so as not to 

disappoint or feel different or embarrassed (Rambo, 1984).

Participants did not find health care providers took time to verify what the 

participants understood. The health care provider’s agenda often did not match the 

participants’ perceived needs. As in other studies (Cosby & Houlden, 1995; Gregory 

et al., 1999; Garro, 1995) when participants did not understand the rationale behind 

their health care provider’s recommendation for diabetes care they either chose to 

ignore what the health care provider told them, or stopped making an effort to 

change their lifestyle when, after trying to follow the recommendations, they saw no 

improvement to their health. These problems may result in avoidance of required 

health services (Callaghan & Williams, 1994; Shestowsky, 1995), and are made 

worse by lack of follow-up with the same care provider (Cosby & Houlden). 

Avoidance and not following diabetes care recommendations are often interpreted 

by health care providers as poor compliance. When health care providers are 

perceived as critical by clients, they are less likely to work as a team. Health 

professionals need to shift their approach “from what should be done to what the 

individual feels might help” (Dufton, 1992, p. 123).

In contrast, a few participants experienced relationships with health 

professionals that involved shared decision making; increased involvement in 

decision making increased participants’ satisfaction with their provider, success with 

diabetes care, and positive health outcomes. When health care providers
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acknowledge the parts of a participant’s lifestyle that are positive, this conveys to 

the participant that they are making progress. By allowing the participant to identify 

improvements to their diabetes care that they feel comfortable and confident 

making, change becomes acceptable. Those participants who said they made 

decisions with their doctor or a diabetes educator about their health care were more 

successful in their disease management. As described by Browne and Fiske (2001) 

and Gregory et al. (1999), participants were motivated by health professionals who 

conveyed respect for participants’ decisions by taking the time to further elaborate 

on diabetes information, answer questions, and provide emotional support. 

Implications

The findings revealed the need for greater efforts towards community-based 

education and health care services aimed at 1) reduction of diabetes risk, 2) 

screening, 3) early diagnosis, 4) symptoms management, and 5) prevention of 

disease progress. Based on the results, implications for programs and services as 

well as health care providers are presented.

Implications for programs and services. As discussed in Chapter 2, a 

fundamental problem of the current health system is that services are not adequate to 

meet the health resource needs of people with chronic disease. This problem was 

found to be true for the participants of this study. Recent advances towards health 

care systems change through application of the chronic disease prevention and 

management model appear to be positive steps that may offer solutions to the unmet
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needs of urban Aboriginal people with diabetes. The study findings indicate 

participants would benefit from self-management skills development through 

partnership between patient and health care provider, with support of self

management education groups.

Participants desire community-based health resources in coordination with 

culturally appropriate learning practices. The findings of this study support other 

reports (BCPHO, 2002; Bobet, 1998) which recommend that campaigns target the 

Aboriginal community to increase awareness of Aboriginal people’s risk for chronic 

illnesses and promote healthy food choices and physically active lifestyles as means 

of prevention. Increased community-wide awareness of diabetes and healthy 

lifestyles has been seen in other community-based intervention research (Daniel & 

Gamble, 1995; Heffeman et al., 1999) and may be an outcome of community-based 

self-management education opportunities. Thus far studies of chronic disease self- 

management programs have focused on outcomes for participants (McGowan, 2002; 

McGowan, 2004).

Self-management education groups offer participant-directed content and 

delivery (IHI, 2002b) and thus can be structured according to urban Aboriginal 

people’s expressed needs, including the degree to which cultural attributes are 

incorporated. As in other urban Aboriginal studies (Gregory et al., 1999; Travers, 

1997), participants in the present study desired to try traditional foods and traditional 

healing approaches in diabetes management. Standard diabetes education materials
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are designed for middle-class Caucasian clientele and adaptations, for Aboriginal 

clients include simplified language and cultural symbolism at best. Such minimal 

alterations of the materials do not make them culturally suitable. One concern is that 

to treat all Aboriginal peoples as one does not acknowledge their cultures’ 

diversities, which is demeaning (Farkas, 1984; RCAP, 1996). Further, the study 

findings indicate that teaching methods and materials need to be frequently 

evaluated and revised according to Aboriginal clients’ learning needs and health 

literacy levels. The Institute of Healthcare Improvement (2002b) recommends that 

health care professionals “have focus groups from the community help select 

teaching tools appropriate for the population” (p. 60).

Participants typically found health care providers taught too much information 

at one time. “Diabetes education programs often offer intensive education over the 

course of a few days. While efficient for the educators, this format may not be best 

for learning and the development of self-care behaviors” (Dufton, 1992, p. 124). 

Additionally, participants expressed too much emphasis was placed on the 

physiology and symptoms of diabetes, with little or no mention of the underlying 

causes. Other studies concur that clarifying the etiology of diabetes might help 

understanding how to manage diabetes (Garro, 1995; Gittelsohn et al., 1996; Grams 

et al., 1996). More frequent diabetes education sessions (Dufton), such as with the 

patient-directed self-management education format (IHI, 2002b; McGowan, 2002;
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McGowan, 2004) facilitate better patient self-care. Opportunities for self

management education should continue throughout the client’s lifetime.

Participants desired opportunities to learn about diabetes, develop self

management skills and receive support, and wanted education sessions to be open to 

family, friends, and community. These desires can be addressed within self

management education groups. As in other studies (Fuller, 1991; Gregory et al., 

1999; Hagey, 1984; Shestowsky, 1995; Travers, 1997), participants in the present 

study requested healing circles and teachings by and for Aboriginal people with 

diabetes. These activities encourage the discussion of personal experiences with 

diabetes, provide opportunities to learn ways of coping, and relieve feelings of 

isolation and uncertainty. Recently a self-management education program surfaced 

in the study community; seven participants from the Nechako-Fraser Junction Métis 

Elder Society were enrolled in the summer of 2003. This initiative is ongoing 

(McGowan, 2002) and, based on the experiences of other Aboriginal communities 

(Diabetes Healing Trail, 2004), will likely prove successful.

Lastly, the study findings indicate multidisciplinary collaboration is important 

to meet the holistic needs of urban Aboriginal people. Participants said that 

professionals of allied health services should share client information and together 

customize resources to clients’ needs. The chronic disease management model 

promotes use of systems for patient management and communications between a 

patient’s health care providers. Further, health services in support of diabetes
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management need to be integrated with resources respectful of Aboriginal people’s 

socioeconomic circumstances and cultural values. One way to achieve this goal is to 

deliver interdiseiplinary services through community-based primary health care 

clinics (RCAP, 1996; Shestowsky, 1995; Wagner et al., 2001). In the past year the 

Central Interior Native Health Society in Prince George has taken sueh an approach 

to delivery of elient services. The health eare system is in transition and approaches 

to services to Aboriginal people with diabetes may have improved in some areas. 

Nevertheless, the issues presented in this thesis remain important.

Implications for health care providers. Some general implications for health 

care professionals emerge from this study. The findings emphasize the importance 

of health care providers’ participation in chronic disease management initiatives and 

related professional development opportunities to learn how to help patients achieve 

self-management. First, similar to other reports (RCAP, 1996), the findings of the 

present study indicate the need of Aboriginal people to be recognized as experts in 

their own health and health care. Second, to problem solve their self-care routines 

participants are in need of convenient access to health care professionals for advice 

and support. Third, discrepancies between clinical practice guidelines for diabetes 

care, including screening and diagnosis, and the average level of health care most 

participants of this present study received could be improved upon if health care 

providers adopted chronic disease management tools and resources. Fourth, health 

professionals need to become more knowledgeable about and supportive of clients’
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use of community resources.

The findings also revealed that health care providers could improve their 

knowledge of local Aboriginal people’s cultures and traditions, socioeconomic 

circumstances, and health issues and challenges. Other reports suggest this may help 

promote sensitivity and responsiveness to Aboriginal people and their needs 

(AHABC, 1999; RCAP, 1996). This is an important area of study for students of the 

health care professions; however, in-service education, preferably delivered by 

members of the local Aboriginal community, is necessary to keep health eare 

providers up to date.

Implications for Further Research

At the same time health services in Canada are undergoing restructuring to 

better meet the demands of clients with chronic illness, restrictions on government 

spending requires redistribution of health care funds to maintain current programs. 

The results of this study suggest that diabetes-related health resource needs of urban 

Aboriginal people in Prince George are not being met by existing health services. 

Further research should include a larger scale needs assessment. Evaluation projects 

of interventions such as community-based self-management education programs 

may provide opportunities for collection of qualitative and quantitative data while 

supporting the Aboriginal community in addressing a gap in health resources.
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Conclusions

This study explores some key issues relevant to urban Aboriginal people’s 

experiences with diabetes and with health services. The findings confirm that 

Aboriginal people encounter difficulties accessing health services as result of soeial, 

cultural, and economic circumstances. Further reinforced is the need for changes to 

the health care system that will result in improvements to health status for people 

with diabetes. The findings indicate that participants would attend diabetes 

education programs and services more often if they were of better quality, patient 

centered, and culturally relevant. There is need for health services to be driven by 

clients’ perspectives and expressed needs rather than the disease process. The study 

points towards the important role of family and community in health and wellness 

initiatives. Another implication of the study is for community-based holistic 

approaches to health care that involve integration of multidisciplinary programs and 

services. It is hoped that the findings might inform the process of program improve 

aimed at providing Aboriginal people opportunities to be better informed about 

diabetes and empowered to increase their participation in decisions concerning their 

health.
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Interview Questions 

1 ) Tell me about the time when you learned you had diabetes?

2) How would you describe diabetes?

3) How did you learn about diabetes and about how to manage your diabetes?

4) If you have received any help for your diabetes from a health care provider

a) describe the types of things you found most helpful?

b) describe the types of things you found least helpful?

5) Describe any difficulties you have with caring for your diabetes?

6) What would make it easier for you to manage your diabetes?

7) What effect has diabetes had on your family and friends?

8) What kinds of programs/ services do you believe are needed in Prince George 

for Aboriginal people with diabetes?
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Explanation to Participants o f the Study

My name is Gillian Tyson. I am a community health graduate student at the University 

of Northern British Columbia. I am presently conducting a study in partnership with 

the Central Interior Native Health Society (CINHS).

The purpose of this study is to gather and record information about the perspectives of 

urban Aboriginal people on appropriate diabetes health education and support services. 

This will be done by interviewing urban Aboriginal people with diabetes who live in 

Prince George. This study will benefit urban Aboriginal people by providing 

participants who are members of the urban Aboriginal community with an opportunity 

to express their point of view and expectations regarding this study topic. The 

information from these interviews will assist health care agencies like the CINHS to 

make future recommendations and plans for urban Aboriginal diabetes health education 

and support services.

I would like to invite you to participate in this study. To recruit participants I have 

asked the CINHS nurse to review this letter with you.

Participating in the study will involve two interviews approximately one and a half 

hours each. During these interviews I will ask you questions about your diabetes and 

your experiences with health education and support services. Additionally, I will be 

asking for your impressions and expectations about diabetes health education and 

support services which you feel would be appropriate to urban Aboriginal people in 

Prince George.
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The interviews will take place at the CINHS at a time convenient for you. With your 

permission interviews will be audio taped and journal notes will be taken.

Transcriptions of what was said in the interviews will be made. Your name will not be 

associated with the study. Pseudonyms will be used to replace any names, places, or 

other identifying features that appear on the interview tapes; the tapes will be 

transcribed and coded to ensure there in no identifying information on the transcripts. 

During the study the tapes and transcripts will be stored in a secure place by the 

researcher. The only persons who will listen to the audio tapes or read the transcripts 

will be the researcher and her supervisory committee from UNBC. Following the 

successful defence of the researcher’s thesis the tapes will be confidentially stored at the 

CINHS. With your permission these tapes will be used by the CINHS to assist in the 

possible development of a future diabetes health education and support programme for 

urban Aboriginal people.

If you agree to do the interviews your participation will be voluntary. You may 

withdraw at any time without repercussions. You may stop the audio tape at any time as 

well as refuse to answer questions. Your participation will have no effect upon the 

treatment or care you receive from the CINHS. You will remain anonymous in the 

study.

Following the study you will receive a photocopy of the final report. Additionally, a 

presentation will be made by the researcher to the urban Aboriginal community and the 

Central Interior Native Health Society in which you will be invited to attend.

If you are interested in participating in this study please inform the CINHS nurse. She 

will take your name and phone number so that I may contact you to schedule and 

interview time. If you have any questions or require more information please ask that I 

call you. You are welcome to keep this letter.

Thank you for your time.
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Informed Consent and Agreement to Participate

A Study of Urban Aboriginal People’s Perspectives 
about Appropriate Diabetes Health Education and Support Services

The aim of this study is to collect information about the views of urban Aboriginal 

people for suitable diabetes health education and support services. This study will 

benefit the Aboriginal people in Prince George by giving them the opportunity to share 

their point of view, expectations, feelings, and experiences about:

a) their diabetes,

b) the diabetes health education and support services, and

c) what diabetes health education and support services they feel would be 

helpful to urban Aboriginal people in Prince George.

This study will help health care agencies, like the Central Interior Native Health 

Society, to make plans for better diabetes health education and support service programs 

for Aboriginal people in Prince George.

I have agreed to participate in the two interviews for this study. I have been told about 

the study and what is expected of me. I understand that 1 will be asked questions about 

my diabetes and experiences with diabetes health education and support services. I will 

also be asked about my view and feelings regarding the diabetes health education and 

support services that I think would be helpful to urban Aboriginal people. I have been 

told that the interviews will take place at the Central Interior Native Health Society 

(CINHS) and will last around one and a half hours each. I am aware that the interviews 

will be audio taped and the university student researcher will take notes.

I am aware that there are no risks or benefits for me in this study. My name will not be 

used in the study. I understand that during the study the tapes and written information 

will be stored in a locked cabinet by the researcher, Gillian. The tapes will be destroyed 

after five years. I understand that my participation is voluntary. I may withdraw at any 

time without penalty. I also know that I may stop the tape as well as refuse to answer 

any questions. I have been informed that my participation will have no bad effect on 

the treatment or care I receive from the CINHS. If 1 want to have the CINHS nurse with
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me in the interview I may ask to do so at this time. I understand that no one will be told 

that I was in the study.

I have read and agree to this letter. I have been given a copy of this letter.

Date

Signature of participant

Date

Signature of Researcher (Interviewer)

If you have any questions about the study please feel free to contact the Gillian through 

the Central Interior Native Health Society or at the UNBC address below. If you should 

ever have any questions about your rights as a participant in this study, please contact 

the Dean of Graduate Studies at UNBC (phone number; 960 5555).

Gillian Tyson (Graduate student researcher) 

c/o Community Health Programme 

University o f Northern British Columbia 

3333 University Way 

Prince George, B. C.

V2N 4Z9

If you would like a summary of the results please print your mailing address on this 

page.

Name ______  ____________________________________________

Mailing

Address ____________________________________
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MEMORANDUM OF AGREEMENT
Research Partnership between the Central Interior Native Health Society and Gillian Tyson, 

Community Health Graduate Student, University of Northern British Columbia

Proposed research project
Urban Aboriginal people’s perspectives about appropriate diabetes health education and 
support services.

Studv purpose
Diabetes has been identified as a problem of epidemic proportion for Aboriginal people 
throughout Canada that is further compounded by a lack of adequate diabetes programmes, 
services and resources for Aboriginal peoples (Lillie, 1992). In a study of patient 
perspectives of diabetes care and education Wikbald (1991) reports that educating and 
supporting people with diabetes to manage their disease in the context of their daily life are 
among the most important goals to achieving successful diabetes care. With prevalence 
rates on the rise, the timing for special health education and support services which support 
urban Aboriginal people in British Columbia to deal with the everyday dilemmas 
surrounding diabetes is of utmost importance. This is a descriptive qualitative exploratory 
study of the perspectives of urban Aboriginal people of Prince George about appropriate 
diabetes health education and support services which will serve as a preliminary step 
towards developing effective diabetes programmes.

Research relationship
On June 18, 1997 the Central Interior Native Health Society’s Board of Directors endorsed 
the partnership between the CINHS and the researcher so that the researcher may pursue the 
above proposed research project for the purpose of the partial completion of the 
requirements of a M.Sc. in Community Health and in a working relationship with the 
CINHS staff. It is envisioned that the results of this study will help Aboriginal 
organizations in Prince George (including the CINHS) to determine if an urban Aboriginal 
diabetes healing program is warranted, and if so, to identify some of the parameters to be 
further investigated in the process of program development. Consistent with the strategic 
plan of the Central Interior Native Health Society, this research will, in addition to being a 
starting point for the development of new programs which are appropriate to urban 
Aboriginal people, defend and support proposals to grant agencies for funding, and provide 
information to help to expand program service to match the needs of urban Aboriginal 
people who are not currently clients of the CINHS.

Protection of the interests of the Central Interior Native Health Societv and the researcher 
The Central Interior Native Health Society and the researcher have identified a number of 
shared concerns which this document will clarify and confirm:

1. Research product
The Central Interior Native Health Society will receive one bound copy and one electronic 
(computer disc) copy of the research report (researcher’s thesis).

2. Ownership of data
Following completion of the research project and the successful defence of the researcher’s 
Master’s thesis, the CINHS will retain ownership of the primary data collected including 
interview surveys and audiotapes. Nevertheless, the CINHS will provide access to the 
research student and other authorized representatives of UNBC to the data to be used for the 
purpose of replication or reanalysis of data used in the thesis. The data collected during the


