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Abstract 

As the size of Canada’s elderly population continues to grow, so will the demand for palliative (or end-of-

life) health care services, which strive to improve the quality of life of those suffering with life-

threatening illness. Unfortunately, access to palliative care is inconsistent across Canada, especially 

among those residing in rural settings who, unlike urban residents, encounter additional geographical and 

financial barriers to care. Access to culturally-sensitive palliative care, particularly for Indigenous 

peoples, can also be challenging in these settings. Therefore, the goal of my thesis is to understand health 

care providers’ (HCP) perspectives on barriers to palliative care delivery in rural Canadian settings and to 

identify their suggestions for delivery improvement in these regions. To achieve this goal, I analysed forty 

semi-structured interviews capturing the perspectives of formal and informal HCPs from four rural and/or 

remote communities with limited palliative care resources. Barriers to palliative care delivery were 

initially coded using Penchansky and Thomas’ five dimensions of access (i.e. availability, affordability, 

acceptability, physical accessibility, and accommodation), however a recently added sixth dimension of 

access (i.e. awareness) became the primary focus of this analysis. Next, barriers to Indigenous palliative 

care were identified according to three palliative care environments (i.e. community, hospital, and home). 

A supplemental quantitative analysis was also conducted exploring the association between Indigenous 

identity and short- and long-term healthcare service use, as well as reasons for unmet health care needs, 

using three cycles (2012-2014) of the Canadian Community Health Survey. Findings indicate that barriers 

to palliative care delivery, via palliative care awareness, stem from limited palliative care 

knowledge/education, communication, and coordination among HCPs, and suggest that inadequate 

palliative care awareness may jeopardize initiatives striving to address barriers to the original five 

dimensions of access. The barriers to palliative care delivery among Indigenous peoples were also shown 

to differ between palliative care environments, and suggested that improving cultural sensitivity among   

HCPs could address these barriers. To improve rural palliative care delivery HCPs suggested 

implementing community-led and community-specific initiatives that enhance HCP knowledge, 

communication, and coordination of culturally-sensitive palliative care within different environments to 

ultimately encourage equitable access for all Canadians.    
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Chapter 1 

Introduction 

1.1 Introduction 

Aging is a natural part of life. As humans, we are familiar with the life cycle from birth to 

death, as well as the physical and emotional growth one experiences in between. Although most 

Canadians live for several years in good health, it is common for health status to deteriorate later 

in life. Seniors (those age 65 and older) often struggle with additional acute and chronic health 

conditions that require specific health care services adapted to meet their unique needs. In 

Canada, the senior population is expected to rise to over 10.4 million by 2036 (Government of 

Canada, 2016b), a substantial jump from approximately 5 million Canadians who were 

considered senior citizens in 2011. These seniors are likely to live longer than previous 

generations and will subsequently become chronic health care system users (Canadian Institute 

for Health Information, 2011). Senior Canadians currently use disproportionately higher 

quantities of hospital, home, and continuing care services compared to non-senior Canadians, 

raising concerns that Canada’s health care system will reach service capacity if it does not adapt 

accordingly (Canadian Institute for Health Information, 2011). Fortunately, federal governments 

have acknowledged this demographic shift in the Canadian population and have considered how 

to improve the provision of health care services for seniors in the future (Canadian Institute for 

Health Information, 2011). 

The prevalence of chronic and life-threatening illnesses is greater among senior 

Canadians compared to younger Canadians, given that age is a risk factor for disease. Health care 

providers (HCP) attempt to deliver curative treatment to reduce or completely eradicate the 

disease. There are instances, however, where it may be inappropriate to solely administer curative 

treatment, especially for those who are at an advanced stage of disease, experience extreme pain, 

or when there are more disadvantages than benefits to invasive treatment (Canadian Hospice 
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Palliative Care Association, 2017a; Canadian Virtual Hospice, n.d.). In these instances palliative 

care, which according to the Canadian Hospice Palliative Care Association strives to relieve 

suffering and improve quality of life, is a commonly considered alternative and/or 

complementary method of care (Canadian Hospice Palliative Care Association, 2017a; World 

Health Organization, n.d.). With a focus on providing emotional, social, and spiritual support, as 

well as pain and symptom management, palliative care can help patients (also known as ‘clients’) 

maintain their strength and dignity, especially at end-of-life (Health Canada, 2007). Canada is an 

international leader in palliative care delivery and has strived to improve awareness and access to 

palliative care, as evidenced through the creation of the Canadian Hospice Palliative Care 

Association (in 1991) (Canadian Hospice Palliative Care Association, 2002) and the Canadian 

Strategy on Palliative and End-Of-Life Care Report (in 2007) (Health Canada, 2007). 

Despite advancement in policy in this area, access to palliative care services across the country is 

inconsistent. Only 16%-30% of Canadians at end-of-life can access and use palliative care 

services when needed; a prevalence suspected to be lower in rural settings, where service 

availability is limited (Canadian Hospice Palliative Care Association, 2014). Given the unique 

physical and financial challenges rural residents experience, such as long distances to health care 

facilities, additional costs for travel and accommodation, and isolation from home communities, it 

is not surprising that rural Canadians continue to be underserved in palliative care (Allan, 

Waskiewich, Stajduhar, & Bidgood, 2009; Collier, 2011; Romanow, 2002). At present, there is 

no national policy or strategy that specifically focuses on palliative care in Canadian rural 

settings. It is possible this void has perpetuated the fragmented progress and lack of direction 

witnessed among past and current rural palliative care initiatives, and highlights the need for 

additional research supporting evidence-based policy development in rural palliative care in 

Canada.  

Perspectives, attitudes, and beliefs concerning palliative care and end-of-life are also 

known to vary from culture to culture. Within Canada, these different representations and 
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understandings of end-of-life are evident between Indigenous and non-Indigenous peoples. 

Indigenous peoples1 in Canada, commonly recognized as three groups – First Nations, Metis, and 

Inuit – practice diverse spiritual and cultural traditions at end-of -life. For instance, to facilitate a 

peaceful journey after death, some First Nations communities partake in smudging or sweet grass 

burning ceremonies (Kelly et al., 2009). These customs are often unfamiliar among non-

Indigenous HCPs, and often contrast predominantly biomedical approaches to death and dying in 

hospital settings (Hampton et al., 2010). This has made accommodation for Indigenous end-of-

life traditions challenging within these environments, and has not only restricted holistic and 

culturally-appropriate representations of palliative care, but has also ostracised Indigenous 

interpretations of death and what it means to die well (Ellerby, McKenzie, McKay, Gariépy, & 

Kaufert, 2000; Hampton et al., 2010). 

Fortunately, research seeking to understand the Indigenous palliative care experience 

have been conducted in the past and continues to be a growing body of literature today (Hampton 

et al., 2010; National Aboriginal Health Organization, 2002; St. Pierre-Hansen, Kelly, Linkewich, 

Cromarty, & Walker, 2010). However, despite these contributions, further insight into the end-of-

life needs of Indigenous peoples, particularly in rural settings where unique setting-specific 

barriers can impede access to palliative care, is required in order to meet the growing demand for 

additional palliative care services from Indigenous peoples and Canada’s aging population as a 

whole. Thus, the goal of this thesis research is to enhance our understanding of rural palliative 

care for Indigenous and non-Indigenous peoples in Canada, by exploring the HCP perspective on 

barriers to delivering palliative care and suggestions for improving these barriers in rural settings.  

                                                           
1 The Indigenous peoples of Canada are referred to as the “Aboriginal Peoples of Canada” within Section 

35(2) of the Constitution Act (1982). This thesis document uses the term Indigenous instead of Aboriginal 

to acknowledge the United Nations Declaration of the Rights of Indigenous Peoples for First Nations, 

Metis, and Inuit peoples and the history these groups share with other Indigenous peoples around the world. 

While distinguishing between these groups is outside the scope of this thesis research, it is recognized that 

each group is unique and that their relationship with Canadian health services can differ.  
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1.2 Research Objectives 

The scope of palliative care in Canada has evolved to include formal (e.g., professionals) 

and informal (e.g., family members) health care providers (HCP) from multidisciplinary 

backgrounds, who collaborate as a team to provide comfort during end-of-life (Canadian Hospice 

Palliative Care Association, 2013). However, in rural settings there is a limited availability of 

HCPs, as well as physical, financial, and human resources, which can make delivering 

comprehensive palliative care a challenge (Robinson et al., 2009). Furthermore, cultural 

differences between rural clients are often overlooked and poorly accommodated in these settings 

(Goodman et al., 2017). Although there are notable peer-reviewed studies exploring rural 

palliative care delivery, a greater understanding, through qualitative inquiry, of how rural 

providers who deliver palliative services perceive barriers to care has the potential to enhance 

how palliative care is provided in the future.  

 

This thesis research sets out to accomplish four objectives:   

1) Identify, document, and understand HCPs’ perspectives of the barriers to delivering rural 

palliative care services and their suggestions for improvement; 

2) Differentiate HCPs’ perceived barriers to delivering rural palliative care services among 

Indigenous peoples in different palliative care environments and their suggestions for 

improvement; 

3) Compare trends in health care service utilization and unmet health care needs among 

rural Indigenous and rural non-Indigenous peoples in Canada; and  

4) Provide recommendations for improving rural palliative care delivery for Indigenous and 

non-Indigenous peoples  

In order to meet Objective 1 and 2, I thematically analysed qualitative interview data 

capturing HCP perspectives on rural palliative care delivery in four rural communities with 
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limited palliative care resources. To achieve Objective 3, I conducted statistical analyses (i.e. 

proportions and regressions) on quantitative data capturing health care utilization measures on the 

rural Canadian population. Last, to meet Objective 4, HCP suggestions for improvement gleaned 

from my qualitative findings were used to formulate recommendations for improving rural 

palliative care delivery for all Canadians. Additional details on the methods used to achieve all 

four objectives are provided in the next chapter. 

A brief literature review of Canadian rural health, health care accessibility, and rural 

palliative care follows, along with a critical appraisal of two complementary studies, research 

contributions to the literature, a positionality statement, and finally, an outline of this thesis. 

1.3 Literature Review 

In 1990, the World Health Organization (WHO) developed a public health strategy 

encouraging governments around the world to implement national palliative care programs into 

existing health care systems (World Health Organization, 1990, 2002). In light of this strategy 

and the growing need for end-of-life services globally, palliative care is becoming an increasingly 

important public health issue (Higginson & Koffman, 2005; Stjernswärd, 2007). This section 

presents a literature review of three areas of research foundational to this palliative care thesis 

work – rural health, health care accessibility, and palliative care. This thesis research also focuses 

on Indigenous peoples, specifically those who reside in rural settings, therefore these three areas 

are explored through an Indigenous lens as well. First, an overview of rural health in Canada is 

provided. Here, I define rurality, as well as examine the health status of rural Canadians and, 

more specifically, rural Indigenous peoples. Second, I explore health care accessibility by 

highlighting several definitions of access and reviewing the literature on health care accessibility 

among Indigenous peoples. Last, a review of palliative care in rural Canadian settings is 
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provided. I discuss the origins of palliative care in Canada, how it is defined, and how it is 

delivered in rural settings in general and specifically among Indigenous peoples.  

1.3.1 Rural health in Canada 

Canada is home to approximately 36 million people (Statistics Canada, 2016). 

Approximately 90% of Canada’s land mass is considered rural, with between 19 percent and 30 

percent of Canadians residing in these areas (Bollman & Clemenson, 2008; Kulig & Williams, 

2011). These percentages, however, depend on the definition used, given that a universal 

definition for the term “rural” does not exist (Kulig & Williams, 2011). Many researchers have 

attempted to define rurality using various approaches that identify and measure technical, social, 

and cultural characteristics, such as geographical distance from an urban centre (Pitblado, 2005; 

Williams & Cutchin, 2002). Despite differing representations and understandings of rurality, 

there are four commonly used definitions: (1) census rural, (2a) Rural and Small Town (RST) or 

(2b) Metropolitan Influenced Zones (MIZ), and the Organization of Economic Co-operation and 

Development (OECD) (3) rural and (4) predominantly rural region (see Table 1.1). For this thesis 

research, the OECD definitions of rural and predominantly rural regions are used.  

Table 1.1 Definitions of Rurality  

(1) Census rural: refers to “the population outside settlements with 1,000 or more with a 

population density of 400 or more inhabitants per square kilometre” (Statistics Canada, 2017)  

(2a) Rural and Small Town (RST): refers to areas outside of Census Metropolitan Areas 

(CMAs) (“total population of 100,000 or more with 50,000 or more in the urban core”) and 

Census Agglomerations (CAs) (“total population of 100,000 or more with 10,000 or more in 

the urban core”) (Statistics Canada, 2009) 
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(2b) Metropolitan Influenced Zones (MIZ): refers to the proportion of workers who travel 

from towns and municipalities to larger urban centres. “The categories are Strong MIZ 

(where 30% or more of the workforce commutes to an urban core), Moderate MIZ (where 

5% to 29% commute to any urban core); Weak MIZ (where greater than 0% but less than 5% 

commute to any urban core) and No MIZ (where there are no residents commuting to an 

urban core)” (Statistics Canada, 2009) 

(3) OECD Rural region: refers to “communities with less than 150 persons per square 

kilometre. This includes the individuals living in the countryside, towns and small cities 

(inside and outside the commuting zone of larger urban centres)” (du Plessis, Beshiri, 

Bollman, & Clemenson, 2001, p. 6) 

(4) OECD Predominantly rural region: refers to “census divisions with more than 50 

percent of the population living in OECD rural communities. This includes all census 

divisions without a major city” (du Plessis et al., 2001, p. 6) 

 

While urban metropolitan cities are often thought to embody a wide array of cultures and 

backgrounds, rural Canadian communities can also be characterised by their unique 

demographics. For instance, rural settings generally have a lower proportion of immigrants and 

visible minorities, yet have a greater proportion of Indigenous individuals compared to urban 

settings (Kulig & Williams, 2011). Furthermore, socio-economic status tends to be lower in rural 

regions compared to urban regions, along with rates of employment and levels of education 

(Kirby & LeBreton, 2002; Laurent, 2002), however it is important to note that these rates can 

vary between provinces and territories, and vary between north and south lines as well as regional 

districts. Interestingly, the average age of rural residents can also depend on where they reside in 

Canada, where—for example—there is a greater proportion of elderly residents in Atlantic 
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Canada and a greater proportion of youth in the Arctic regions of Canada (Laurent, 2002). This 

speaks to the heterogenous nature of rural environments and the need for research and policy to 

acknowledge differences between communities, regions, and other jurisdictional boundaries when 

developing interventions. Two Canadian researchers, Lavergne and Kephart (2012), explored 

these differences in detail and their influence on the health of rural Canadians. They found that 

there were substantial variations in the health status of rural Canadians, echoing the call to better 

understand the diversity and complexity of rural setting characteristics and shed light on 

identified health patterns (Lavergne & Kephart, 2012).  

Laverne and Kephart’s study, among others, seems to indicate that rural health trends can 

be dependent upon the demographic attributes that uniquely characterise these settings. For 

example, rural Canadians generally have greater levels of obesity, high blood pressure, and 

depression, as well as lower levels of self-perceived health than urban Canadians (Canadian 

Institute for Health Information, 2006; Mitura & Bollman, 2003). They also tend to have a shorter 

life expectancy and higher mortality rates compared to the national average (Canadian Institute 

for Health Information, 2006; Kirby & LeBreton, 2002). While these trends depict a 

comparatively poorer health status among rural residents, there are attributes unique to rural 

settings that serve to bolster the health of these communities. To illustrate, one report found that 

rural Canadians were more likely than urban Canadians to report a “sense of belonging”, which 

could positively contribute to their mental health and social well-being (Caxaj & Gill, 2017; 

Kulig & Williams, 2011). Overall, it is clear the heterogeneity displayed within and between rural 

communities may play a major role in determining the health status of the Canadians who live 

there, and thus a tailored approach to understanding health disparities among these rural 

populations is required.  



 

 
 

9 

1.3.1.1 Indigenous rural health 

Health disparities are not only present between urban and rural Canadians, but also 

between Indigenous and non-Indigenous peoples. Canada’s history of colonialism and 

discrimination towards Indigenous peoples continues to greatly influence their health status. Prior 

to contact with Europeans, Indigenous peoples, a cohort of many nations, inhabited what is now 

considered Canada for thousands of years (Dickason & Newbigging, 2010). To maintain their 

health and well-being they had various cultural, spiritual, and medical practices that were 

physically and socially connected to their natural environment (e.g. lands and waters) (Castleden, 

Hart, Cunsolo, Harper, & Martin, 2016; Waldram, 2006). They were first encountered between 

the 15th and 16th century by British and French settlers who, seeking wealth and resources, created 

temporary settlements along the St. Lawrence River and Maritime regions (Dickason & 

Newbigging, 2010). European-introduced diseases dramatically reduced the size of Indigenous 

populations, effectively weakening their ability to resist ‘cultural genocide’ (Waldram, 2006). 

Churches and the federal government also founded residential schools, where Indigenous children 

who were removed from their families were taught patriarchal Victorian values, while forced to 

renounce their cultures, languages, and beliefs (Dussault & Erasmus, 1996). The Indian Act 

(1876), which continues to regulate virtually every aspect of many Indigenous peoples’ lives, also 

facilitated conformity to Canadian ideals, yet distinguishes Indigenous peoples as distinct from 

other Canadians (Government of Canada, 1985b). The failed attempt to introduce the White 

Paper (1969), a document intending to abolish the Indian Act and establish equality between 

Canadians and Indigenous peoples, encouraged the federal government to reconsider Indigenous 

rights through reconciliation and constitutional recognition (i.e. Constitution Act, 1982, Section 

35) (Dussault & Erasmus, 1996; Government of Canada, 1867, 1985b). 

In 2008, the federal government issued an official apology to all former Indigenous 

students who attended residential schools, recognizing the gravity of their actions on the past, 

present, and future generations of the Indigenous community (Indigenous and Northern Affairs 
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Canada, 2010). The Indian Residential Schools Settlement Agreement initiated emotional, 

psychological, and monetary reparations for those harmed by residential schools, as well as the 

creation of The Truth and Reconciliation Commission of Canada (TRC) (Truth and 

Reconciliation Commission of Canada, 2015). The TRC seeks to uncover and share the truth 

about residential schools with all Canadians, and makes strong recommendations for achieving 

Indigenous-settler reconciliation (Truth and Reconciliation Commission of Canada, 2015). A 

recent decision to implement the United Nations Declaration on the Rights of Indigenous Peoples 

(UNDRIP), one of many TRC recommendations, indicates that the federal government, in 

collaboration with Indigenous peoples, continues to pave the road towards justice and 

reconciliation (Government of Canada, 2016a). 

While the current federal focus on Indigenous reconciliation is a step in the right 

direction, Indigenous peoples continue to display significant health disparities compared to their 

non-Indigenous counterparts today (King, 2010; National Collaborating Centre for Aboriginal 

Health, 2013). Canada’s colonial legacy has disrupted traditional ways of knowing and being as 

they relate to health and wellness among First Nations, Metis, and Inuit peoples. As a result, 

inter-generational systems of health knowledge, unique to the socio-economic circumstances and 

Indigenous traditions of each community, have been partly or entirely lost. These missing 

expressions and interpretations of wellness understood by Indigenous peoples, along with early 

contact settler-introduced communicable diseases, such as measles and tuberculosis, federal 

assimilation strategies, including residential schools and the Sixties Scoop, as well as late contact 

settler-introduced chronic diseases due to changes in lifestyle and risk exposure (e.g., diabetes) 

have greatly contributed to the disproportionate burden of ill-health carried by Indigenous peoples 

for decades (“Chapter 3 Social Determinants of Health Among First Nations, Inuit, and Métis”, 

2013). They also tend to experience higher levels of maternal morbidity and mortality, obesity, 

hypertension, diabetes, cardiovascular diseases, and infectious diseases, such as HIV and 

tuberculosis, compared to non-Indigenous peoples (Gracey & King, 2009). These important 
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health issues have been shown to be “directly and indirectly associated with or related to social, 

economic, cultural, and political inequities” (Adelson, 2005, p. S45) or, in other words, the social 

determinants of health. Despite these recognized contextual connections to health, attempts to 

understand and resolve Indigenous health disparities have sometimes omitted to consider the 

cultural and societal context unique to and between Indigenous peoples in different environments 

(i.e. status and non-status, on and off-reserve, urban and rural settings, etc.) (National 

Collaborating Centre for Aboriginal Health, 2013), as well as Indigenous interpretations of health 

and wellness (De Leeuw, 2017; Sherwood & Edwards, 2006). Incorporating Indigenous 

knowledge systems on health, including holistic understandings of well-being, as represented 

through the First Nations medicine wheel (i.e. physical, emotional, mental, and spiritual elements 

of wellness) for example, along with implementing cultural traditions and ceremonies, such as 

pow-wows, sweat lodge ceremonies, and community feasts, will enhance efforts to restore 

Indigenous health in Canada in a culturally-appropriate way (King, Smith, & Gracey, 2009; 

Pirisi, 2015; Settee, 2007). 

1.3.2 Health care accessibility in Canada 

In December 2012, the United Nations General Assembly passed a resolution on 

Universal Health Coverage (UHC), setting a global priority to establish health systems that 

provide affordable, high-quality health services for all (United Nations, 2012; Vega, 2013). 

Defined by the WHO as “health financing systems [where] all people have access to services and 

do not suffer financial hardship paying for them” (World Health Organization, 2010, p. ix), the 

fulfillment of UHC is not only a challenging endeavour internationally, but in Canada as well. 

Despite implementing the Canada Health Act in 1984, which outlines Canada’s health care policy 

to facilitate reasonable access to necessary heath care services without barriers (Government of 

Canada, 1985a); many Canadians are unable to access appropriate care when needed (Bryant, 

Leaver, & Dunn, 2009; Giblon & Bauer, 2017; Kasman & Badley, 2004; Peiris, Brown, & Cass, 
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2008; Sanmartin & Ross, 2006). This is particularly evident among rural Canadians, who face 

more barriers to access, such as inadequate physician recruitment, poor resource availability, and 

greater distances to care, than their urban counterparts (Laurent, 2002). While rural health 

research has sought to better understand barriers to accessing health services in these settings, 

varying interpretations and conceptualizations of “access” has made addressing these barriers 

complex (Gulzar, 1999). The following section will outline several definitions of access to health 

care in the literature, along with the definition used for this thesis research (see Table 1.2).    

Table 1.2 Definitions of Access 

Authors Definition 

Bashshur, Shannon, & 

Metzner, 1971 

 

Accessibility as the functional relationship between the population and 

medical facilities and resources, and which reflects the differential 

existence either of obstacles, impediments and difficulties, or of factors 

that are facilitators for the beneficiaries of health care 

Donabedian, 1973 
Accessibility comprising the concept of degree of adjustment between 

resources and populations 

Salkever, 1976 
Accessibility combining attributes of the resources and attributes of the 

population 

Aday & Andersen, 1974 Access as entry into the health care system 

Penchansky & Thomas, 

1981 
Access as the degree of ‘fit’ between patient and provider characteristics  

Dutton, 1986 
Utilization viewed as the product of patient characteristics plus provider 

and system attributes 

Frenk, 1992 

Access as the ability of the population to seek and obtain care. 

Accessibility is the degree of adjustment between the characteristics of 

health care resources and those of the population within the process of 

seeking and obtaining care 

Margolis, Carey, Lannon, 

Earp, & Leininger, 1995 

Access as the timely use of personal health services to achieve the best 

possible outcomes 

Haddad & Mohindra, 2002 Access as the opportunity to consume health goods and services 
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Shengelia, Murray, & 

Adams, 2003 

Coverage: probability of receiving a necessary health intervention, 

conditional on health care need. Utilization: quantity of health care 

services and procedures used 

Peters et al., 2008 

Access viewed as including actual use of services. A clear emphasis is 

given to consider both users and services characteristics in evaluation of 

access. The notion of fit between users and services is identified. 

Adapted from Patient-centred access to health care: conceptualising access at the interface of health 

systems and populations, 2013, p. 3 (Levesque, Harris, & Russell, 2013, p. 3) 

 

For decades, researchers have strived to define the concept of access in comprehensive, 

yet applicable ways. Generally, healthcare definitions of access include what is being accessed, 

such as a service, a provider, or an institution, and a patient’s experience in using necessary 

services when required (Daniels, 1982; Whitehead, 1991). However, the factors determining the 

use of services by patients, the characteristics of providers or health care resources, and the 

process of care delivery have also been used to define healthcare access in the past (Ansari, 2007; 

Gulzar, 1999). Still others have defined access using financial factors (e.g. costs), or as a function 

of supply and demand, where supply factors include health service characteristics, such as 

availability and location, and demand factors include population characteristics, such as burden of 

disease and need (Gulliford et al., 2001; Mooney, 1983). This thesis research uses Penchansky 

and Thomas’s (1981) definition of access to health care2, which they defined as a “general 

concept which summarizes a set of more specific areas (i.e. dimensions of access) of fit between 

the patient and the health care system” (Penchansky & Thomas, 1981, p. 128). It is the interplay 

between these five dimensions of access - (geographic) accessibility, availability, 

accommodation, affordability, and acceptability - and how well they fit, that determines whether 

patients can successfully access appropriate services (Penchansky & Thomas, 1981) (see Table 

1.3). In other words, the ‘degree of fit’ between patients and their providers/healthcare system is 

                                                           
2 Penchansky and Thomas’ definition is used for this thesis research because it provides a set of 

comprehensive dimensions that: 1. have been validated using patient satisfaction data; 2. are suitable for 

addressing the research question; and 3. have been utilised as an analytical framework in previous 

accessibility studies.  
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dependent upon how accessible, available, accommodating, affordable, and acceptable health care 

services are to the community.  

Table 1.3 Five Dimensions of Access 

DIMENSION DEFINITION 

Affordability 
The direct and indirect costs incurred by the patient and whether that 

patient is able and willing to pay these costs 

Accessibility 
The geographic location of health care services and a patient’s ability to 

travel (including time and distance) to receive care 

Accommodation 
The organization of health care services (i.e. hours of operation, 

telephone services, etc.) to meet the needs and preferences of the patient 

Acceptability 
The patient’s level of comfort with the personal characteristics (e.g. age, 

sex, ethnicity, social class) of their health care provider, and vice versa 

Availability 
The presence of existing services (i.e. personnel, facilities, and 

specialized programs) and their ability to meet patient needs 

 

1.3.2.1 Health care accessibility among Indigenous peoples 

It is particularly challenging for Indigenous peoples to access health care services that are 

adequate and culturally appropriate or, in other words, ‘fit’ their characteristics and expectations. 

In fact, how and where health care services are accessed can vary between and within Indigenous 

groups based on their Indigenous identity, their place of residence, and/or their health care service 

provider, which has jeopardized universal access for Indigenous peoples (Health Council of 

Canada, 2005; Waldram, 2006). For instance, the provision of health care services may fall under 

federal, provincial, territorial, or community jurisdiction. The First Nations and Inuit Health 

Branch of Health Canada is responsible for public health care services and health promotion 

activities for on-reserve First Nations and Inuit peoples residing in Inuit communities, however 

the Metis are not eligible and must therefore seek provincial or territorial health services (Health 

Canada, 2003; Health Council of Canada, 2005). Registered First Nations and certain Inuit 

populations in Canada are also eligible for non-insured health benefits, which includes coverage 

for medications and dental services (Health Canada, 2003). In general, determining eligibility for 

services as well as those responsible for delivering these services can be complicated, and may 
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ultimately make it more difficult for Indigenous peoples to access health care services than non-

Indigenous peoples. Echoing this sentiment were approximately 40% of respondents in the 2008-

2010 First Nations Regional Longitudinal Health Survey who stated they believed the general 

Canadian public had better access to health care services than they did (First Nations Information 

Governance Centre, 2012). However, one study exploring the use of health care services by First 

Nations in Manitoba, found that while Registered First Nations3 people had a higher premature 

mortality rate, they also had a higher rate of physician visits compared to all other Manitobans 

(Martens, Sanderson, & Jebamani, 2005). Many studies have cited barriers to accessing health 

care among Indigenous peoples, such as experiences of discrimination, racism, and stigma, poor 

cultural competency among HCPs, restrictive hospital policies, and inadequately-sized hospital 

rooms, which have exacerbated the health inequalities they face (Goodman et al., 2017; Habjan, 

Prince, & Kelley, 2012; Hampton et al., 2010; National Aboriginal Health Organization, 2002). 

To improve access to culturally-appropriate health care, other studies have shown that services 

that are owned, managed, or tailored to Indigenous peoples, by culturally-competent HCPs in 

settings open to Indigenous representations of wellness and healing, are required (Hayman, 2010; 

The Institute On Governance, 1997).  

1.3.3 Palliative care in Canada 

Over the years, many international and national organizations have defined and 

conceptualized palliative care and hospice care. While various definitions of palliative care exist, 

the WHO provided an internationally recognized definition for the term: “an approach that 

improves the quality of life of patients and their families facing the problems associated with life-

threatening illness, through the prevention and relief of suffering by means of early identification 

                                                           
3 According to Indigenous and Northern Affairs Canada “registered Indians (First Nations) are people who 

are registered with the federal government as Indians, according to the terms of the Indian Act. Registered 

Indians are also known as Status Indians”. The passing of Bill C-31 restored registered status to many First 

Nations people who had previously lost their status over time under the terms of the Indian Act (Indigenous 

and Northern Affairs Canada, 2011). 
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and impeccable assessment and treatment of pain and other problems, physical, psychosocial and 

spiritual” (World Health Organization, n.d.; 2002 revised definition). The Worldwide Palliative 

Care Alliance, another international organization, defined hospice care as “end-of-life care 

provided by health professionals and volunteers [who] give medical, psychological, and spiritual 

support.” (Connor & Sepulveda Bermedo, 2014, p. 6). In Canada, the Canadian Hospice 

Palliative Care Association (CHPCA) has recognized the complementary principles and norms of 

practice inherent in both palliative care and hospice care, and thus created the universal term 

“hospice palliative care”, which is generally accepted across the country. Given that this thesis 

work is situated within a Canadian context, the CHPCA definition is utilized (see Table 1.4).   
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Table 1.4 Canadian Hospice Palliative Care Association Definition of Palliative Care 

Hospice palliative care aims to relieve suffering and improve the quality of living and 

dying 

Hospice palliative care strives to help individuals and families: 

• address physical, psychological, social, spiritual and practical issues, and their associated 

expectations, needs, hopes and fears 

• prepare for and manage self-determined life closure and the dying process 

• cope with loss and grief during the illness and bereavement experience. 

Hospice palliative care aims to: 

• treat all active issues 

• prevent new issues from occurring 

• promote opportunities for meaningful and valuable experiences, personal and spiritual 

growth, and self-actualization 

Hospice palliative care is appropriate for any person and/or family living with or at risk 

of developing a life-threatening illness due to any diagnosis, with any prognosis, 

regardless of age, and at any time they have unmet expectations and/or needs, and are 

prepared to accept care. 

Hospice palliative care may complement and enhance disease-modifying therapy or it 

may become the total focus of care. 

Hospice palliative care is most effectively delivered by an interprofessional team of 

health care providers who are both knowledgeable and skilled in all aspects of care within 

their discipline of practice. Providers are typically trained by schools or organizations 

governed by educational standards and are accountable to standards of professional 

conduct set by licensing bodies and/or professional associations. 

 (A Model to Guide Hospice Palliative Care: Based on National Principles and Norms of 

Practice, 2013, p. 6-7) (Canadian Hospice Palliative Care Association, 2013)  
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Palliative care is a relatively new medical specialty, having been made officially 

accessible to the Canadian public for the first time approximately 40 years ago, however informal 

and unstructured health care for the terminally ill has been delivered since time immemorial. 

While religious organizations delivered palliative-like care to terminally ill people during the 18th 

and 19th centuries, it wasn’t until the establishment of St. Christopher’s Hospice in London, the 

world’s first modern hospice, when hospice (palliative) care was officially delivered. St. 

Christopher’s was developed by Dr. Cicely Saunders, a British nurse and social worker who 

strived to understand the experiences of the terminally ill, and document the physical, mental, 

social, and emotional aspects of pain at end-of-life (Lutz, 2011). Driven by her philosophy that 

“constant pain needs constant control” (Clark, 2007, p. 431), Saunders encouraged health care 

providers in the USA and Canada to take initiative in developing programs, institutions, and 

eventually a medical speciality, in hospice care in their respective countries (Lutz, 2011). In 1975, 

inspiration from the British hospice movement materialized in Canada, when the first palliative 

care unit opened in Winnipeg at St. Boniface Hospital, with another in Montreal at Royal Victoria 

Hospital, opening shortly afterwards (Hospice Society of the Columbia Valley, n.d.). Balfour 

Mount, considered Canada’s pioneer in hospice and palliative care, was the first to use the term 

“palliative care” (instead of “hospice care”), which stems from the Latin meaning “to cover or 

cloak, as in to care for” (Hospice Society of the Columbia Valley, n.d.). As palliative care 

services and education became more prevalent, the Canadian Palliative Care Association (now 

the Canadian Hospice Palliative Care Association (CHPCA)) was created in 1991 to address the 

growing need for a national voice on hospice palliative care (Canadian Hospice Palliative Care 

Association, 2017b). Since that time, the CHPCA has developed various national strategies and 

guides, such as A Model to Guide Hospice Palliative Care: Based on the National Principles and 

Norms of Practice, seeking to improve the delivery of palliative care services across the country 

(Canadian Hospice Palliative Care Association, 2017b).  
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1.3.3.1 Rural palliative care 

Great progress in developing and delivering palliative care has been made since the 

practice was first introduced in Canada. While the organizational structure of palliative care can 

vary from province to province, and even region to region, the expansion of these services 

nationwide has granted suffering Canadians the opportunity to improve their quality of life at 

end-of-life (Williams et al., 2010). Unfortunately, Canadians who reside in rural communities are 

less likely to benefit from this opportunity, given that access to palliative care is often sporadic 

and incomplete in these settings (Downing & Jack, 2012). Several systematic reviews on rural 

palliative (or end-of-life) care have documented the development and provision of rural palliative 

care services compared to urban care, the challenges faced when delivering rural palliative care, 

and the models and frameworks used to better understand palliative care in these settings (Bakitas 

et al., 2015; Downing & Jack, 2012; Evans, Stone, & Elwyn, 2003; Rainsford, Macleod, & 

Glasgow, 2016; Robinson et al., 2009; Wilson et al., 2006a). While the international scope of 

these reviews, which captured studies primarily from the USA, Canada, and Australia, provided a 

comprehensive review of rural palliative care literature globally, a review of rural palliative care 

in Canada has not yet been published. Therefore, to further situate this thesis work, the following 

paragraph provides a brief review of Canadian literature exploring palliative care in rural settings.  

Patterns in palliative care service use and delivery have been shown to differ between 

rural and urban settings. Canadian studies exploring urban/rural comparisons have corroborated 

international study findings that indicate there is a greater prevalence of urban residents using 

palliative care services than rural residents (Goodridge, Lawson, Rennie, & Marciniuk, 2010; 

Lavergne, Johnston, Gao, Drummer, & Rheaume, 2011). Indeed, one study conducted by 

Lavergne and colleagues (2015), went beyond a simple comparison of palliative care program 

enrollment (PCP) between urban and rural regions, and investigated whether demographic, 

geographic, and socioeconomic factors (predictors of PCP enrollment) differed between these 

settings as well. Using a Nova Scotian administrative health and census dataset, they found that 
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those who were female and were residents of a census metropolitan area (i.e. urban setting) had 

greater odds of being enrolled, whereas those who were farther away from a PCP had lower odds 

of enrollment. Interestingly, upon stratifying the analysis by district, these researchers found that 

PCP enrollment varied and that no consistent relationships with geographic or socioeconomic 

factors were found; pointing to a need for additional research exploring this phenomenon.  

The rural-urban dichotomy has also been researched through caregiver perspectives on 

delivering and accessing palliative care services for loved ones. One study found that both rural 

and urban caregivers perceived palliative care as accessible, however rural caregivers reported 

needing additional physical support compared to their urban counterparts4 (Brazil, Kaasalainen, 

Williams, & Dumont, 2014). Another study found caregivers reported low levels of burden and 

high levels of social support, regardless of setting (Brazil, Kaasalainen, Williams, & Rodriguez, 

2013). Although it appears that there are some similarities in rural and urban caregiver 

experiences, the barriers that prevent access to palliative care services in these settings can be 

quite different. Robinson, Pesut, and Bottorff (2010) conducted focus groups with rural formal 

(professional) and informal (volunteers and family members) palliative care providers to 

illuminate rural palliative care experiences and issues. As discussed in both Canadian and 

international literature (Kelley, Sellick, & Linkewich, 2003; Vorst et al., 2006; Wilson et al., 

2006), they found access to palliative care services were often limited due to inadequate physical 

and human resources, long geographic distances, and harsh weather conditions. Overall, access to 

palliative care services varied between rural communities, indicating that it may be necessary to 

consider the geographic, cultural, and health factors unique to each rural community when 

establishing palliative care services.  

                                                           
4 There were no significant differences noted between groups for emotional or informational support. 
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1.3.3.2 Rural palliative care among Indigenous peoples 

The literature also indicates that delivering palliative care among Indigenous peoples 

requires a tailored and culturally-appropriate approach. While many international studies 

(particularly in Australia) have explored palliative care services through an Indigenous lens, there 

are only a handful of Canadian researchers who have delved into understanding Indigenous 

perspectives and beliefs concerning palliative care within a rural Canadian context (Castleden, 

Crooks, Hanlon, & Schuurman, 2010; Castleden, Crooks, & Sloan Morgan, 2009; Hotson, 

Macdonald, & Martin, 2004; Kelly et al., 2009). One qualitative study, conducted by Kelly and 

colleagues (2009), explored the perspectives of recently bereaved Indigenous family members on 

rural hospital-based end-of-life care. Their findings indicated that positive communication 

between providers, clients, families, and interpreters, compassionate and respectful caregiving, 

and larger rooms to accommodate familial gatherings were helpful in ensuring a positive end-of-

life experience. Another qualitative study, by Hotson and colleagues (2004), corroborated these 

findings within a northern Manitoba context, in addition to identifying that there was a noted 

preference among Indigenous peoples to die in their home community, rather than in a city. A 

desire to practice traditional ceremonies at end-of-life among some Indigenous groups, such as 

smudging (a cleansing smoke created by burning sweet grass or other sacred medicines) 

ceremonies within some First Nations communities (Hampton et al., 2010), was also highlighted 

in a third qualitative analysis exploring the challenges in palliative care perceived by community 

members, health professionals, and health educators from three rural communities in British 

Columbia (BC) (Castleden et al., 2009). Overall, these Canadian studies captured similar 

perspectives on rural Indigenous palliative care to those documenting perspectives on Indigenous 

palliative care irrespective of setting (Davy et al., 2015; Kelly & Minty, 2007; Thomas, Wilson, 

Justice, Birch, & Sheps, 2008), which may suggest that rurality is only a minor determinant 

influencing Indigenous end-of-life needs. However, it is important to remember the obstacles to 

providing palliative care in rural settings, such as poor availability and geographic accessibility 
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(McRae, Caty, Nelder, & Picard, 2000; Wilson et al., 2006), still remain. Therefore, as suggested 

in a study by Castleden et al. (2010), which explored provider perceptions of rural Indigenous 

palliative care in BC, additional research exploring the specific challenges to Indigenous 

palliative care in rural settings is required, in order to understand how to optimize culturally-

sensitive care in these environments.  

1.4 A case for utilising social epidemiology and health services research in this thesis 

Miquel Porta, author of A Dictionary of Epidemiology (2016), defined ‘epidemiology’ as 

“the study of the occurrence and distribution of health-related events, states, and processes in 

specified populations, including the study of the determinants influencing such processes, and 

the application of this knowledge to control relevant health problems” (emphasis added, Porta, 

2016, p. 95). He further defines ‘determinants’ as “the geophysical, biological, behavioral, social, 

cultural, economic, and political factors that influence health” and defines ‘health-related events, 

states, and processes’ as “outbreaks, diseases, disorders, causes of death, behaviors, 

environmental and socioeconomic processes, effects of preventive programs, and use of health 

and social services” (emphasis added, Porta, 2016, p. 95). The emphasized text within these 

definitions point to the epidemiological foundation underpinning my thesis research. Although 

etiologic associations between an exposure and outcome using quantitative techniques is 

traditionally explored in this field, this research utilizes a qualitative approach to study the 

geophysical and socio-cultural determinants influencing the use of health (i.e. palliative) care 

services. To do so, methods in social epidemiology, a branch of epidemiology guided by theory 

(Honjo, 2004) that specifically examines the social determinants of health and how they may 

affect the health status of populations (Oakes & Kaufman, 2006), is appropriate.  

Social epidemiology, despite a heavy emphasis on statistical associations between social 

exposures and health outcomes, is quite amenable to qualitative approaches. Oakes and Kaufman 

(2006) state that qualitative social epidemiology can “tell the story of the exposures and outcomes 
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in the specific socio-historical context in which they actually occurred rather than in an abstract 

and idealized context defined by statistical models” (Oakes & Kaufman, 2006, p.15). Given that 

my thesis objectives strive to identify and better understand the barriers to palliative care, in 

general and more specifically among Indigenous peoples, it is clear that social epidemiological 

qualitative methods are appropriate for situating the research phenomenon within a Canadian 

historical, cultural, and geo-physical context. While this research includes supplementary 

descriptive and analytical analyses, which also explore a social ‘exposure’ (i.e. Indigenous 

identity) and health outcome (i.e. health care service utilization and unmet health care needs), the 

qualitative sections of this thesis remain the focal point of this work. Indeed, social epidemiology 

and the application of qualitative methods to address research objectives within this field, is 

relatively uncommon; therefore, this research will not only serve to address gaps in Canadian 

palliative care literature, but will also contribute another example of scholarly work in this area.  

As emphasized in the definition of ‘epidemiology’ above, the study of the use of health care 

services can be conducted utilizing epidemiological methods. Denise Oleske, an established 

epidemiologist and author of Epidemiology and the Delivery of Health Care Services: Methods 

and Applications argues that epidemiology is a useful discipline not only for understanding how 

health care services are used, but also for how they are delivered (Oleske, 2010). She designed an 

epidemiologic model to assist health care providers in effectively aligning services to patient 

needs, outlining the major factors that contribute to the utilization of health care services, and 

ultimately the health status of the population. An adapted version of this model has been provided 

below (Figures 2.1 and 2.2) to demonstrate how the first and second parts of the qualitative study, 

along with the supplementary quantitative analysis address an epidemiologic phenomenon (i.e. 

health services research).5     

                                                           
5 Epidemiology and the Delivery of Health Care Services: Methods and Applications by Oleske, Denise M. 

Reproduced with permission of Springer in the format Thesis/Dissertation via Copyright Clearance Center.  
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Figure 1.1 Epidemiologic Model of Thesis Research (A)  
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Figure 1.2 Epidemiologic Model of Thesis Research (B) 
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1.5 Critical Analysis of Two Complementary Studies 

This section presents a critical analysis of two major studies complementary to this thesis 

research. The first study utilizes qualitative methods to explore Indigenous Elders’ perspectives 

and advice for non-Indigenous HCPs on delivering end-of-life care to Indigenous families. This 

study provides Indigenous suggestions on how to appropriately deliver end-of-life care, which 

complements findings presented in this thesis work which highlights non-Indigenous suggestions. 

Using quantitative methods, the second study compares health status, health behaviour, and 

health care utilization estimates between off-reserve Indigenous and non-Indigenous populations 

in Canada. The methods employed by this study complement those utilised for the supplementary 

quantitative analysis presented within this thesis, which facilitates the comparison of estimates 

between survey cycles. The research objectives, methods, and findings are discussed for each 

study, along with an analysis of their strengths and limitations.  

1.5.1 Qualitative study: Completing the Circle: Elders speak about end-of-life care with 

Aboriginal families in Canada (Hampton et al., 2010) 

This article explores perspectives and advice Aboriginal6 Elders would like to share with 

non-Aboriginal health care providers concerning the provision of end-of-life care to Aboriginal 

families. It is the authors’ objective to transform these oral traditions into an academic and 

medical context, easily accessible to researchers and health care staff.  

This qualitative study utilized a community action research methodology, conducted by 

an Aboriginal and non-Aboriginal research team with guidance from two Elders. Five Elders 

from culturally diverse First Nations (Cree, Saulteaux, Anishinaabe, Metis, and Lakota/Dakota) 

were purposively recruited at pow wows in southern Saskatchewan to participate in open-ended 

interviews seeking their knowledge on sacred Aboriginal customs at end-of-life. As a respectful 

                                                           
6 The term ‘Aboriginal’ was used within the study instead of the term ‘Indigenous’, therefore ‘Aboriginal’ 

will be used for this analysis piece.  
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token and abiding by tradition, the authors presented Elders with tobacco, cloth, and an 

honorarium during the recruitment and interview phase, to thank Elders for their participation. 

Interviews were videotaped and later subjected to a narrative analysis to extract holistic themes 

and concepts. Ownership, Control, Access, and Possession (OCAP®) principles7 were followed 

during both data collection and analysis phases, thus encouraging Elders to review content and 

give approval prior to study publication (i.e. member-checking). Last, Aboriginal and non-

Aboriginal research assistants conducted three rounds of narrative analysis, establishing themes 

that resembled the journey taken by a dying individual.  

This study presented six themes: Realization; Gathering of community; Care and 

comfort/transition; Moments after death; Grief, wake, funeral; and Messages to health care 

providers. Of these themes authors discovered that familial and communal gatherings as well as 

spiritual rituals, such as burning sweet grass in order to conduct a smudging ceremony, are crucial 

for some Aboriginal peoples during this time. Furthermore, death was not regarded as the end-of-

life, rather as a transition to the other side or a completion of their life circle on Earth. Elders 

expressed the need for HCPs to show compassion, collaborate with traditional healers, and refrain 

from racial or discriminatory behaviour. From these findings, it is clear that existing guidelines 

are culturally inappropriate and can present barriers between western and Aboriginal models of 

care. This article expressed the need to restructure hospital policies in favour of cultural needs, 

and suggested cross-cultural education and materials for HCPs as a starting point. Analogous to 

the Aboriginal tradition of storytelling, this study generated themes that presented the stages of 

death in narrative form, and uniquely incorporated knowledge translation in the form of a video. 

A clear and transparent description of the authors’ data collection and analysis procedures is one 

                                                           
7 The Ownership, Control, Access, and Possession (OCAP®) principles were established in 1998 to outline 

how First Nations research should be conducted, managed, used, and protected. These principles highlight 

the importance of giving First Nations communities ownership and control over how their data is collected 

and shared (First Nations Information Governance Centre, 2017) OCAP® is a registered trademark of the 

First Nations Information Governance Centre (FNIGC) (www.FNIGC.ca/OCAP). 
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major strength of this study. By outlining study inclusion criteria (i.e. definition used for “Elder”), 

the appropriate cultural protocols for approaching and thanking participants (i.e. gifts and 

honorarium), and adhering to OCAP® principles (i.e. Aboriginal research members, Elder 

guidance throughout collection and analysis phases), the authors demonstrated their awareness 

and sensitivity to the traditional and cultural protocols taken when conducting Aboriginal 

research. The authors also incorporated member-checking procedures to ensure that Elders 

reviewed interview content for verification and sensitivity, which establishes credibility of study 

findings.  

Unfortunately, study authors did not explicitly reflect on their own personal biases as 

researchers and how their positionality could have influenced the data collection, analysis, and 

interpretation process. Although OCAP® principles were followed, it is unclear whether there 

were procedures outlining informed consent and confidentiality to participants during the study. 

Authors stated there was no preparatory conversation before conducting interviews, which is 

usually when researchers verify that informed consent is understood and given by participants. 

Prior to discussing findings, however, it is mentioned that Elders requested to be identified by 

name, which implies that confidentiality was not guaranteed. Furthermore, the authors did not 

explain why they decided to recruit only five Elders and did not elaborate on whether they 

reached data saturation with this sample. Despite these limitations, this study is an important 

contribution to palliative care literature and will be useful for HCPs who deliver palliative care 

among Aboriginal peoples.   
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1.5.2 Quantitative study: The health of the off-reserve Aboriginal population (Tjepkema, 

2002) 

This study investigated and compared the health status, health behaviour, and health care 

utilization trends among off-reserve Aboriginal8 and non-Aboriginal populations in Canada. A 

total of 123,994 respondents (ages 15 and above) from Statistics Canada’s 2000/2001 Canadian 

Community Health Survey (CCHS) was used to conduct a descriptive and multiple logistic 

regression analysis for the following four health outcomes: fair or poor health, one or more 

chronic conditions, long-term activity restriction, and major depressive episode in the past year. 

CCHS sample weights were used to produce weighted prevalence estimates proportional to the 

Canadian population, and were then age-standardized to facilitate an accurate comparison 

between Aboriginal and non-Aboriginal populations. Three multiple logistic regression models 

were analysed: an age/sex model, a socio-demographic model (i.e. geographic region, marital 

status, educational status, income level, work status), and a health behaviours model (i.e. physical 

activity, smoking status, body mass index, heavy drinking). These models were applied to 

produce odds ratio estimates for the same four health outcomes first analyzed to compute 

prevalence ratios.   

There were higher levels of self-perceived fair or poor health reported among the off-

reserve Aboriginal population compared to the non-Aboriginal population. These findings 

presented the same disparity after controlling for socio-economic and health behaviour factors, 

and stratifying according to geographic region (i.e. urban, rural, territories). Higher levels of 

chronic conditions were prevalent among off-reserve Aboriginal respondents compared to non-

Aboriginal respondents, however similar levels were reported among territorial residents. The 

                                                           
8 First Nations peoples who reside in communities outside of reserves, areas of land that have been 

designated for First Nations use and benefit, are considered ‘off-reserve’. Inuit and Metis peoples generally 

live off reserve, but may reside on negotiated land through land-claims or self-government agreements 

(McCue, 2015). The term ‘Aboriginal’ was used within the study instead of the term ‘Indigenous’, 

therefore ‘Aboriginal’ will be used for this analysis piece. 
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off-reserve Aboriginal population experienced long-term activity restriction and an episode of 

major depression in the past year 1.6 times and 1.8 times more than the non-Aboriginal 

population respectively. These descriptive cross-tabulations corresponded with the adjusted odds 

ratios computed for selected health outcomes. Off-reserve Aboriginal respondents had 

approximately 1.5 times greater odds of reporting any of the four health outcomes according to 

the socio-demographic model, and approximately 1.3 times greater odds of reporting any of the 

four outcomes according to the health behaviours model. For health care utilization ratios, a 

greater proportion of non-Aboriginal respondents had visited a general practitioner, an eye 

specialist, a different medical specialist (i.e. surgeon), and a dentist in the past 12 months, 

whereas a greater proportion of off-reserve Aboriginal respondents saw a nurse in the past 12 

months. A lower proportion of off-reserve Aboriginal respondents reported having a regular 

medical doctor compared to non-Aboriginal respondents and a greater proportion reported having 

an unmet health care need compared to their non-Aboriginal counterparts.  

This study has several (study design) strengths, including providing their definition of 

“Aboriginal” given that this term has many definitions and meanings for different people, 

contexts, and documents. The author also elaborates on how Aboriginal peoples were identified 

within the CCHS and discusses how the CCHS definition of Aboriginal peoples and data 

collection methods differ from those used within the Census. It was explicitly mentioned that 

caution should be taken when comparing data between the CCHS and Census due to these 

discrepancies. A detailed description of each health outcome and covariate as measured and 

categorized within the CCHS was provided for readers as well, which facilitates study 

reproducibility and enhances transparency. Creating three models adjusting for traditional, socio-

demographic, and health behaviours separately presents the opportunity to compare odds ratios 

between these models and determine how these grouped covariates uniquely explain Aboriginal 

and non-Aboriginal health status differences. 
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While there are interesting and important findings showcased in this paper, there are 

critical limitations as well. The CCHS is a self-report survey, therefore there is the potential for 

recall error and misinterpretation of survey questions, such as survey items that ask respondents 

to remember an event that occurred in the last 12 months (e.g. medical appointment) or survey 

items that could be misunderstood by different culture groups (e.g. unfamiliar with question 

topic). Reporting bias is another possibility, particularly concerning the self-identification of 

Aboriginal identity, where survey respondents may not feel comfortable self-identifying as 

Aboriginal for many reasons (e.g. past experiences of stigma and discrimination). This means that 

it is not clear how accurately CCHS Aboriginal respondents represent the off-reserve Aboriginal 

population in Canada. However, this study was the first to compare non-Aboriginal and off-

reserve Aboriginal proportions and odds ratios for health status, health behaviour, and health care 

utilization outcomes using CCHS data. Given that this study analysed the first cycle of the CCHS, 

the findings presented in this paper set the foundation for future analyses to explore the health 

inequalities identified among off-reserve Aboriginal peoples in more detail, as well as provide 

reference points for comparison. It is for these reasons that this study is important to this thesis 

research and helps support the interpretation of findings from the supplementary quantitative 

analysis.   

1.6 Positionality Statement 

As a student conducting research it is important to thoughtfully reflect on my 

positionality and how it may have influenced the research process. Positionality, which describes 

an individual’s world-view and “…reflects the position that the researcher has chosen to adopt 

within a given research study” (Savin-Baden & Howell Major, 2013, p. 71), can be shaped by the 

researcher’s experiences, academic training, culture, gender, race, and nationality, among other 
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aspects.9 A reflection on positionality can also include considering ontological and 

epistemological assumptions while collecting and analysing qualitative data (Savin-Baden & 

Howell Major, 2013; Sikes, 2004), and will be discussed in greater detail in the following chapter 

(Research Design and Methods). This statement will therefore focus on a personal reflection of 

my positionality as a graduate student researching rural palliative care among Indigenous and 

non-Indigenous peoples.  

Reflecting on my previous experiences prior to this research has been challenging yet 

insightful. Having grown up in a single parent home for part of my childhood, a strong sense of 

independence was cultivated within me at that time. A little later, during my teen years, a new 

addition to the family introduced the many joys and responsibilities that came with being a big 

sister. Other changes during this period, including moving to the suburbs and then to a small 

town, helped me learn how to quickly adapt and become comfortable with new people and 

environments. These early life events encouraged me to not only consider my future, but also 

reflect on my past and who I was as an individual. This required me to explore my family history 

and understand my cultural background as a first-generation Canadian. My mother and father, 

having immigrated from Jamaica and Trinidad and Tobago respectively as young adults, 

attempted to establish a new life here in Canada, my native country. Their hard work not only 

directly provided opportunities for my sister and I that they did not have themselves, but also 

indirectly encouraged me to pursue further education at university. 

As an undergraduate student at the University of Ottawa I was able to explore my 

academic interests in health sciences, as well as discover personal interests through extra-

curricular clubs and societies. While I did not (and still do not) consider myself a wealthy and 

privileged student, I recognize that some Canadian youth are not able to attend school in another 

                                                           
9 There is no standard or official method outlining the process of self-reflection or drafting a positionality 

statement. It is up to the researcher’s discretion to determine which aspects of their worldview they wish to 

disclose, as well as how their personal beliefs and perspectives have influenced their positioning towards 

their research.  
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city for four years like I did. I am also particularly aware that the opportunity to study away from 

home as a female person of colour (African-Canadian) was not always an option for those with 

similar characteristics in the past. With this in mind, I have come to truly appreciate my time 

spent at university, both inside and outside of the classroom. I have also realized that my 

Canadian and Afro-Caribbean heritage is the lens in which I’ve viewed and interpreted my 

academic experiences, and has fortunately not, in any explicit way, impeded my development as a 

researcher-in-training.  

It was around this time, while developing a greater understanding of my heritage, that I 

also became curious about the heritage of those who originally resided on Canadian territory – the 

Indigenous peoples. In the summer of my second undergraduate year I worked as a science 

educator and delivered free STEM (Science, Technology, Engineering, and Mathematics) 

summer camps in several hamlets across Nunavut. This was an eye-opening experience for me in 

many ways. I learned that access to basic necessities, such as reliable sources of clean water, 

nutritious food, and adequate shelter, was often difficult to provide and not necessarily 

guaranteed in these settings. I learned that extra-curricular opportunities for northern students 

were not always available, affordable, or geographically accessible to all youth. And I learned 

that access to comprehensive health care can be challenging, particularly during the winter 

months. I began to question why these discrepancies in access existed for Indigenous peoples, 

particularly in the northern and rural regions of Canada, compared to non-Indigenous peoples and 

how their Indigenous heritage and history evolved into what is seen today.  

As my undergraduate studies came to an end, I began searching for graduate supervisors 

who were involved with Indigenous health research. Dr. Heather Castleden, who conducts 

community-based participatory research with Indigenous communities, and Dr. Colleen Davison, 

who conducts research in northern remote and Indigenous communities, agreed to work with me 

to look more closely at health access issues among Indigenous peoples in rural settings and 

suggested this thesis topic in palliative care.  
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1.7 Thesis Organization 

This thesis has six chapters, two of which are organized in a ‘manuscript-style’ format 

and present findings from the qualitative analysis. The first chapter, the Introduction, presented 

the thesis research goals and objectives, a review of the literature, as well as a statement about my 

positionality. The second chapter, the Methods, outlines the methodology and research methods 

used to conduct both qualitative and supplementary quantitative data collection and analyses. The 

third chapter, Qualitative Study #1, is intended for academic publication and is therefore written 

in a ‘manuscript-style’ format. It presents barriers to delivering rural palliative care services as 

identified using a newly proposed sixth dimension of access – awareness – as a framework, along 

with Penchansky and Thomas’ original five dimensions of access. The fourth chapter, Qualitative 

Study #2, also written in a ‘manuscript-style’ format, thematically explores health care provider 

perspectives on Indigenous palliative care in three palliative care environments (i.e. the 

community, the hospital, and the home), perceived barriers to Indigenous palliative care delivery 

in these environments, and their suggested solutions. The fifth chapter, Supplementary 

Quantitative Results, explores the association between Indigenous identity and health care service 

use through a variety of descriptive and multivariate statistical analyses. The sixth and final 

chapter, the Discussion, provides an overview of findings and implications for each qualitative 

and quantitative study, describes the strengths and limitations of this thesis research, and 

recommends steps for future research.  
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Chapter 2 

Research Design and Methods 

2.1 Introduction 

The previous chapter provided an overview of rural health and health care accessibility in 

Canada, with a specific focus on palliative care and Indigenous peoples, in order to contextualize 

and justify the research objectives this project aspired to achieve. This chapter presents a 

description of the research design and steps involved in qualitative research preparation, data 

collection, and data analysis. This chapter also briefly describes the quantitative methods used to 

conduct a statistical analysis included to complement the qualitative findings.  

This two-part qualitative study was designed to explore the perceived barriers and 

solutions health care providers encountered when delivering palliative care in rural settings. The 

first part of this study explored this central objective by using a newly proposed sixth dimension 

of access – awareness – as a framework, along with Penchansky and Thomas’ original five 

dimensions of access. In the second part of this study, a more specific focus on barriers and 

solutions within three palliative care environments (i.e. the community, the hospital, and the 

home) among Indigenous peoples, was undertaken. An additional quantitative analysis of short-

term and long-term health care accessibility outcome measures, along with reasons for unmet 

health care needs identified using the five dimensions of access framework, among Indigenous 

and non-Indigenous peoples was also conducted. 

Thus, the overall goal of this thesis research was to approach my research topic, barriers 

to palliative care delivery, in a new and novel way by: 1. applying a recently modified health care 

access framework to verify its applicability, elucidate new perspectives, and compare and contrast 

previous literature in this area; and 2. exploring how and why environment can determine barriers 

that exist with respect to delivering palliative care among Indigenous peoples. The following 
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sections outline the research design and methods utilized to address these two research objectives, 

along with a brief description of the supplementary quantitative analysis design and methods. 

2.2 Research Design 

This thesis research utilized a qualitative study design to achieve the first two research 

objectives and a descriptive (non-experimental) cross-sectional design to conduct the 

supplementary quantitative analysis. The first objective of this qualitative research utilized a 

theory-guided qualitative study design to verify the applicability of the sixth dimension to the 

original five dimensions of access framework, while elucidating barriers and solutions to rural 

palliative care delivery. Given that the second objective of this qualitative research lacked an 

explicit theoretical framework guiding the analysis process, an inductive qualitative study design 

was used to determine the unique barriers faced when delivering rural Indigenous palliative care 

in specific environments. Both study design approaches are explanatory in nature, due to the 

primary goal of describing health care provider perspectives within their specific rural and 

palliative (environmental) contexts.  

Underpinning the direction and application of the qualitative study methodology were my 

epistemological and ontological perspectives. Epistemology, the study of “how we make 

knowledge” (Dillon & Wals, 2006), and ontology, the study and nature of reality (Dillon & Wals, 

2006; Ramey & Grubb, 2009), influence the way in which researchers view, interpret, and 

interact with the world and their research. My training in quantitative epidemiology and health 

sciences for the last six years has shaped my epistemological beliefs towards empiricism, where 

objective observation via human senses and experiences are thought to create knowledge. 

However, in recent years, exposure to different forms of scientific inquiry and research, including 

qualitative research, has influenced my ontological beliefs towards subtle realism, where it is 

believed that reality is constructed through our individual perspectives (Cohen & Crabtree, 2006) 

and that all researcher interpretations of the world are equally valid (Banfield, 2004). Being 
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explicit and transparent about my epistemological and ontological assumptions helps frame the 

context and lens through which this research (Doucet & Mauthner, 2012), and more specifically 

data analysis and interpretation stages, were conducted and presented.  

My epistemological and ontological perspectives also influenced the methods (or 

mechanism) used to generate, collect, and analyse qualitative data. Two research studies 

(conducted in 2010 and 2014) selected communities, collected interview data, and ultimately set 

the foundation for the qualitative secondary data analysis performed for this thesis research. It is 

possible the epistemological and ontological assumptions guiding the data collection process 

differed from the assumptions made while conducting my data analysis, given that those 

responsible for these research stages differed. As a result, investigators who participated in the 

data collection process were consulted during my data analysis stage to ensure that the integrity 

and context of collected data were preserved. During the analysis stage, the framework analysis 

method, which is not necessarily aligned with a specific epistemological, ontological, 

philosophical, or theoretical perspective, was utilized (Gale, Heath, Cameron, Rashid, & 

Redwood, 2013). This method effectively facilitated the identification of patterns and themes in a 

systematic manner, and was useful when deductively (i.e. using an existing theory such as the 

five dimensions of access) and inductively (i.e. identifying patterns of barriers to delivery within 

palliative care environments) analysing data (Gale et al., 2013).  

Qualitative research involves collecting qualitative data (in the form of text, audio/video 

recordings, or photographs, for example) from participants or through observation to build a 

comprehensive and contextual narrative of a specific phenomenon (Creswell, 2015; Denzin & 

Lincoln, 2005). Unlike qualitative research, quantitative research involves investigating specific 

hypotheses by conducting surveys and experiments to collect numerical data for statistical 

analysis (Kleinbaum, Kupper, & Morgenstern, 1982; Stoudt, 2014). These analyses can control 

for confounders, produce descriptive and analytical estimates (e.g. relative risk, odds ratios), and 

quantify associations for large numbers of people (Kleinbaum et al., 1982; Pourhoseingholi, 
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Baghestani, & Vahedi, 2012). While this thesis primarily focuses on investigating research 

objectives using qualitative methods, additional quantitative analyses were provided to 

supplement qualitative findings. These analyses explored health care service utilisation patterns 

among Indigenous and non-Indigenous peoples in rural settings between the years of 2012 and 

2014, when the qualitative interview data were collected. Although these analyses did not explore 

palliative care service use specifically, a description of the patterns in health care service use 

among rural patients was provided and offered a valuable perspective on barriers to health care in 

addition to the HCP perspective (see Figure 2.1).10 The following sections provide a description 

of the qualitative research preparation, collection, and analysis stages, along with details of the 

supplementary quantitative analysis.  

  

                                                           
10 This thesis research could be considered a concurrent nested mixed methods study where the two 

qualitative analyses are the primary focus and the ‘nested’ quantitative analysis explores a secondary focus 

on short- and long-term service use and unmet health care needs. It is important to note, however, that the 

supplementary quantitative findings featured in this thesis were requested by the Department of Public 

Health Sciences.   
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Figure 2.1 Research design diagram 
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2.3 Qualitative Research Preparation 

The interview data analysed in this thesis research were collected during a national 

palliative care study in 2014, funded by the Canadian Institutes of Health Research, seeking to 

“identify rural Canadian communities that are in need of, and are highly suitable for, expanding 

their palliative care service provision” (Giesbrecht et al., 2016, p. 275). An initial palliative care 

pilot study, conducted in British Columbia in 2010, informed the community selection and data 

collection process for the national study, and ultimately the analyses completed for this thesis. 

These two studies both involved one of my co-supervisors (Dr. Heather Castleden) and are 

described in detail below. 

2.3.1 Palliative Care Pilot Study in British Columbia  

As discussed in the literature review chapter (Chapter 1), there is an increasing need for 

palliative care services in Canada, particularly in rural and remote settings where services are less 

accessible than those in urban settings.(Allan et al., 2009; Collier, 2011; Romanow, 2002). 

Cinnamon and colleagues (2009) explored access to rural palliative care by developing and 

testing a geographic-information system (GIS)-based location analysis model in British Columbia 

(BC). This model, designed to assess a community’s palliative care need and suitability for new 

palliative care services, utilised three factors to identify suitable communities: population (i.e. 

total population within a one-hour catchment area), vulnerability (proportion of residents over the 

age of 65 years old within the catchment area), and isolation (travel time to the nearest palliative 

care services). This model was later refined to include an additional fourth factor, community 

readiness, where qualitative interview data on community awareness, training and education, 

telemedicine use, availability of family doctors, and community momentum, informed and 

improved the location analysis model. The model identified and ranked the suitability of 

palliative-care poor BC communities for hosting secondary palliative care service hubs (PCH), an 

organized network of palliative care providers who could deliver services to local rural residents. 
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For additional details on the final mixed methods model and its design see: Cinnamon, 

Schuurman, and Crooks (2008), Cinnamon, Schuurman, and Crooks (2009), and Crooks, 

Schuurman, Cinnamon, Castleden, and Johnston (2011).   

2.3.2 National Palliative Care Case Study 

The location analysis model was then applied across the country in 2014, to identify and 

rank rural Canadian communities who needed palliative care services and could support them (i.e. 

secondary PCH). To reiterate, the analysis involved: (1) identifying rural communities situated 

farther than a one-hour drive from primary palliative care services, (2) assessing palliative care 

need and suitability for a secondary palliative care hub using four factors: population, isolation, 

vulnerability, and community readiness, (3) and understanding the contextual information 

gathered for the top 20 communities ranked by the model. It is from this ranked list that four 

communities were purposely selected for qualitative data collection.11  

2.4 Qualitative Data Collection 

This section discusses the data collection steps and strategies utilized during the national 

palliative care case study in 2014. The following subsections describe the study population, how 

they were recruited into the study, how interviews were designed and administered, and important 

ethical considerations.   

2.4.1 Study Population and Recruitment  

This research identified four communities across rural Canada: Lloydminster, 

Alberta/Saskatchewan; Thompson, Manitoba; Fort Frances, Ontario; and Happy Valley Goose 

Bay, Newfoundland and Labrador. A total of ten interviews per community were collected (for a 

                                                           
11 This thesis work presents the findings from a secondary data analysis of the interview data collected in 

these four communities. It is therefore important to recognize that the limitations associated with secondary 

data analyses, including reaching data saturation for our new research questions on barriers to palliative 

care delivery, may also apply to this thesis work.  
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total of 40 interviews conducted) in the form of formal (paid) and informal (unpaid) palliative 

care service providers. Research participants included unpaid caregivers, home care workers, 

pastors, palliative care volunteers, hospital and regional health administrators, general 

practitioners, nurse practitioners, and social service providers.  

An opportunistic recruitment strategy was employed for this research and involved 

simultaneously sending physical invitation letters to existing and new contacts with publicly 

available contact information, as well as virtual research announcements through email, online 

bulletins, newsletters, and project website (see Appendix A: Letter of Invitation to Participate). 

Additionally, participants were asked to forward research invitations to others in their networks, 

particularly among those they believed would be interested in participating. This strategy 

successfully recruited a diverse yet purposeful sample of palliative care service providers for 

interviews. Those who participated in the study were mailed a $50 honorarium upon completion 

of their interview. 

2.4.2 Semi-structured Interviews 

All 40 interviews were conducted by phone and utilized a semi-structured guide, which 

featured pre-determined yet open-ended questions and provided participants with the opportunity 

to freely share their perspective (Dunn, 2010; Given, 2008). Within the interview guide the 

following topics were discussed: description of the community, experiences delivering palliative 

care, community health care priorities and challenges, current availability of palliative care 

services within the community and need for additional services, and the secondary PCH 

approach. Additionally, a series of 21 Likert scale questions requiring participants to rank levels 

of importance were included to contextualize and ultimately enhance our understanding of 

participant perspectives on community palliative care (see Appendix B: Interview Guide). All 

interview discussions were digitally recorded, transcribed verbatim, and imported into NVivo™, 

a qualitative data management and analysis software. Transcripts did not include dialogue 
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conventions or non-verbal cues (e.g. pauses, laughter, hand gestures), however the primary focus 

of a framework analysis is on interview content (Gale, Heath, Cameron, Rashid, & Redwood, 

2013).  

2.4.3 Qualitative Ethical Considerations  

Prior to conducting interviews, all participants were assured that their participation was 

anonymous; that is, their identities would not be revealed in any reports, publications, or 

presentations. To confirm that participants understood the study goals and intentions, a consent 

form along with a letter of information was completed, signed, and returned via email, fax, or 

letter mail before interviews were conducted (see Appendix C: Phone Interview Letter and 

Consent Form). At the time of the interview, each participant was asked whether they understood 

their rights as a study participant, as well as given the opportunity to ask clarifying questions 

and/or express concerns. Upon completing the interview and transcribing the content, each 

transcript was anonymized and stored in NVivo™ for subsequent data analysis. Any information 

containing personal identifiers (e.g. e-mails, consent forms, non-anonymized transcripts) were 

kept on a memory stick in the nominated principal investigator’s locked lab until February 2018. 

Ethical approval for this study was sought and granted by Simon Fraser University’s Research 

Ethics Board (SFU REB). I sought ethics approval from the Queen’s Health Science Research 

Ethics Board for the secondary data analysis I conducted, which was supervised by Dr. Heather 

Castleden, a member of the original national palliative care study. (see Appendix D: Health 

Science Research Ethics Board – Original Approval; Appendix E: Health Science Research 

Ethics Board – Renewal Approval; Appendix F: Simon Fraser University Research Ethics Board 

– Expedited Approval).     

2.5 Qualitative Data Analysis  

Following data collection is the data analysis and interpretation stage, which involves 

inductively and/or deductively processing qualitative data to identify connections, understand 
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phenomena, and describe experiences (Thorne, 2000). While this data set is available to the entire 

research team for different analyses that have been published elsewhere (see Giesbrecht et al., 

2016), what follows in the remainder of this section is my approach to the analysis for the 

purpose of this thesis research. Each stage of my data analysis process will be discussed in detail 

below, to increase credibility, transferability, dependability, and confirmability through research 

transparency (Baxter & Eyles, 1997). I analyzed interview data using NVivo™, a qualitative data 

analysis computer software designed to store, organize, and analyse qualitative data.  

2.5.1 Framework Analysis  

While there are various research methods and techniques amendable to qualitative data 

analysis, a framework analysis (a specialised form of thematic analysis) was considered 

appropriate for my engagement with the interview data. Used since the 1980s, the framework 

analysis method is a common approach for medical and health research analysis (Ayatollahi, 

Bath, & Goodacre, 2010; Elkington, White, Addington-Hall, Higgs, & Pettinari, 2004; Heath et 

al., 2012; Murtagh, Dixey, & Rudolf, 2006), and is well suited to address research questions 

concerning a priori issues, as well as provide contextual descriptions and interpretations of 

phenomenon (Gale et al., 2013; Srivastava & Thomson, 2009). Thus, interviews from all four 

communities were coded and thematically analysed using the framework analysis approach. The 

following sections outline the four framework analysis stages: transcription, familiarisation with 

interview transcripts, interview coding, and verifying and applying the analytical framework. 
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2.5.2 Familiarisation with interview transcripts  

I read all 40 interviews in their entirety to become familiar with interview content, as well 

as provide the opportunity to document initial thoughts, impressions, and connections between 

participant perspectives (i.e. memos documented throughout the analysis process).     

2.5.3 Interview Coding  

For Chapter 3, which specifically focuses on a newly proposed sixth dimension (i.e. 

awareness), codes and themes were determined using a deductive approach where the five 

dimensions of access framework, along with the proposed sixth dimension (i.e. awareness), were 

pre-selected as coding categories. Identified codes were descriptive in nature, and were therefore 

applied to interview data when research participants directly or indirectly discussed a dimension 

of access in Chapter 3. Within the ‘awareness’ code, a second round of codes were inductively 

determined based on participant perspectives rather than an a priori framework. In Chapter 4, 

which specifically focuses on HCPs perspectives of palliative care service provision for 

Indigenous peoples in their respective communities, I analysed a subset of interview data that was 

first coded with an ‘Indigenous’ code. This code represented instances where participants 

specifically mentioned or discussed Indigenous peoples in their community. The second round of 

coding applied descriptive codes, which represented the three prominent environments or settings 

in which participants highlighted barriers to Indigenous palliative care (i.e. community, hospital, 

and home). Upon completing the first and second application of codes to interview data for both 

chapters, additional third-level codes were then applied to facilitate the interpretation of 

similarities and differences between HCPs in different communities.  

2.5.4 Verifying and applying the analytic framework  

Prior to coding all 40 transcripts, four transcripts (1 per community) were selected to test 

the applicability and appropriateness of the five dimensions of access to our interview data. I, 

along with two other research team members independently reviewed and applied codes 
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representing the five dimensions of access to their assigned transcripts. It was at this point one of 

the research team members identified a sixth possible dimension—awareness—from the data. I 

re-reviewed the existing literature and discovered a recently published article (Saurman, 2016) 

that made a similar observation. We decided to add ‘awareness’ to our codebook, defining all six 

dimensions of access to facilitate consistent coding between members (see Appendix G: Five 

Dimensions of Access Codebook). To ensure coding reliability and applicability, a discussion of 

findings between all three team members took place and an inter-coder reliability statistic was 

computed (kappa statistic: 0.47).12 Establishing consensus on dimension codes through verbal and 

statistical methods was considered sufficient to continue coding the remaining transcripts. 

Additionally, there were regular consultations with research members from the 2014 national 

palliative care case study throughout the coding and analysis process, to receive feedback and 

guidance.  

2.6 Supplementary Quantitative Analysis  

In addition to the two-part qualitative study, a statistical analysis was conducted to 

supplement qualitative findings. The primary objective of this analysis was to determine whether 

rural (off-reserve) Indigenous peoples use health care services more or less frequently than rural 

non-Indigenous peoples, and to determine if health care use among these groups varied according 

to geographic location (i.e. provinces vs. territories). The second objective was to identify 

Indigenous and non-Indigenous reasons for unmet health care needs in rural settings. The sections 

below discuss the quantitative study design, data source, and study variables used to achieve these 

objectives.  

                                                           
12 Moderate strength of agreement (McHugh, 2012). 
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2.7 Quantitative Study Design 

A population-based cross-sectional design was used for this supplementary quantitative 

analysis. This design was used to capture a snapshot view (i.e. single point in time) of health care 

service utilisation among rural off-reserve Indigenous and non-Indigenous peoples and the 

reasons their health care needs went unmet from 2012 to 2014. Yearly prevalence estimates 

between the years of 2012 and 2014 were computed, along with 2012-2014 period prevalence 

estimates for primary outcome measures (i.e. short- and long-term health care service use). 

Prevalence estimates for secondary outcome measures (i.e. reasons for unmet health care needs) 

were only computed for the 2012-2014 period.  

2.7.1 Data Source  

The Canadian Community Health Survey (CCHS), which was first established in 2000 to 

address a growing need for Canadian data on health status, health determinants, and service 

utilization, was utilised for this supplementary analysis (Statistics Canada, 2015a). Primarily used 

for population health and surveillance research, the CCHS is a yearly voluntary cross-sectional 

survey whose data is used on a provincial and national level for governmental departments, social 

service agencies, and academic researchers (Statistics Canada, 2015a). Canadian residents 12 

years of age or older are sampled, unless they reside on reserve lands (or Indigenous settlements), 

are full-time members of the military, are institutionalized, and/or are residents of the Région du 

Nunavik and Région des Terres-Cries-de-la-Baie-James in Québec (Statistics Canada, 2015a). 

These exclusions, however, represent a small percentage (3%) of Canada’s total population 

greater than 12 years of age (Statistics Canada, 2015a). A multi-stage sampling strategy utilizing 

three sampling frames identifies those invited to participate in the survey. Approximately 40% of 

sampled households are selected according to an area frame, where households are selected using 

a multi-stage stratified cluster design (Statistics Canada, 2015a). Approximately 58% are 

randomly sampled from a list frame of telephone numbers stratified according to health region, 
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and approximately 1% is selected from a Random Digit Dialling frame (Statistics Canada, 

2015a).  

Given that the sampling strategy was consistent between cycle 2012, cycle 2013, and 

cycle 2014, these three CCHS cycles were combined using the pooled approach. The pooled 

approach involves combining micro-level CCHS data, along with bootstrap weight files, into one 

‘single sample’ dataset. This is beneficial because merging datasets will provide a larger sample 

size and will subsequently increase power to detect an effect, if one is present. Furthermore, given 

that yearly and period prevalence estimates (i.e. proportions) and logistic regression estimates 

(i.e. odds ratios) were computed, it was not necessary to scale original survey weights by a 

constant factor upon merging cycles (Thomas & Wannell, 2009). 

2.7.2 Study Variables 

While the CCHS microdata files for each cycle contained hundreds of variables 

corresponding to survey questions, only a select few variables were identified a priori for this 

quantitative analysis. The following sub-sections describe the exposure variable, the primary and 

secondary outcome variable measures, the covariates, and the effect modifier of interest (see 

Figure 2.2).   
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Figure 2.2 Causal diagram  

 

 

 

 

 

 

 

 

 

 

 

 

 

2.7.2.1 Exposure Variable  

The dichotomous exposure variable selected for this analysis was Indigenous identity (i.e. 

Indigenous or non-Indigenous descent) and was determined through the CCHS survey item that 

asked respondents whether they identified as a Status or Non-Status Aboriginal (Indigenous) 

person (i.e. First Nations, Metis, or Inuk (Inuit)).13 It was assumed that respondents who did not 

explicitly identify as Indigenous were in fact of non-Indigenous descent, although this may not 

have necessarily been the case (see Appendix H: Supplementary Quantitative Analysis Variable 

Descriptions).  

                                                           
13 In utilizing a dichotomous variable that combines all three Indigenous identities in Canada (the First 

Nations, Metis, and Inuit), the inherent variability between these three groups is lost. As a result, this may 

have reduced my ability to detect a significant difference (for outcome variables) between First Nations and 

non-Indigenous respondents, Metis and non-Indigenous respondents, and Inuit and non-Indigenous 

respondents.  
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2.7.2.2 Primary Outcome Measures  

To achieve the primary objective of the quantitative analysis, which was to explore health 

care service use among Indigenous and non-Indigenous peoples and determine whether use varied 

according to geographic location, two categories of service utilisation outcome measures were 

used. The first category was long-term service use, and asked survey respondents if, at the time of 

survey collection, they had a regular medical doctor (i.e. patients who are rostered/registered with 

a general practitioner). The second category was short-term service use, and asked survey 

respondents if, within the past 12 months, they visited: a general practitioner, an eye specialist, a 

medical specialist, a nurse, or a dentist. An additional survey question asking respondents if they 

had a health care need that went unmet within the past 12 months was also utilised. All primary 

outcome measures were dichotomous, and therefore required respondents to answer survey 

questions with a ‘yes’ or ‘no’ response. To determine whether health care service use varied 

geographically, an additional variable recording the province or territory of residence for each 

respondent was used.  

2.7.2.3 Secondary Outcome Measures  

To achieve the secondary objective of the quantitative analysis, which was to identify 

Indigenous and non-Indigenous reasons for unmet health care needs, a variable recording these 

reasons for those who responded ‘yes’ to having an unmet health care need in the last 12 months 

was used. If a health care need went unmet, respondents could declare one of the following 

reasons: not available in the area, not available at time required, long wait time, inadequate care, 

cost, too busy, didn’t get the chance, didn’t seek care, physician believed it was unnecessary, or 

other. Additionally, reasons for unmet health care needs aligned well with the five dimensions of 

access, which were considered ideal when interpreting both qualitative and quantitative findings: 

affordability (cost), acceptability (inadequate care), accessibility (unavailable in the area), 

accommodation (not available at time required), and availability (long wait time).  
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2.7.2.4 Covariates and Effect Modifiers  

According to previous literature, the following variables were identified a priori as 

potential confounders of the association of interest. For instance, the traditional covariates of sex 

and age, which may confound the association between Indigenous identity and use/access to 

health care services, were included in the statistical model. Modifiable socio-demographic 

factors, including marital status (Neighbors et al., 2007; Weinick, Zuvekas, & Cohen, 2000), 

education (Neighbors et al., 2007; Weinick et al., 2000), income (Neighbors et al., 2007; Weinick 

et al., 2000), and work status (Neighbors et al., 2007), have been shown to act as potential 

confounders in similar identity-service utilization relationships, and therefore were also added to 

the statistical model. Additionally, health-related factors such as physical activity, smoking, body 

mass index, alcohol intake, and perceived health were also considered potential confounders or 

precision variables, and were added to the statistical model. For example, there is a greater 

prevalence of cigarette use, heavy (binge) drinking, and obesity, yet a lower prevalence of weekly 

drinkers among Indigenous peoples compared to non-Indigenous peoples in Canada (First 

Nations and Inuit Health Branch, 2009; Katzmarzyk, 2008). These same health-related factors 

have also been shown to be associated with when and how frequently health care services are 

used (Bertakis & Azari, 2006; Jacobs, Rottenberg, Cohen, & Stessman, 2013; Kahende, Adhikari, 

Maurice, Rock, & Malarcher, 2009; Mc Hugh, O’Neill, Browne, & Kearney, 2015). Given that 

health care is independently governed and provided by each province and territory, the 

association between Indigenous identity and use/access to health care services may differ between 

regions, therefore effect modification by province/territory was explored (Bell & Dominici, 

2008). 

2.7.2.5 Quantitative Ethical Considerations  

To perform the statistical analysis, a Master’s student application was submitted to 

Statistics Canada requesting access to CCHS data (see Appendix I for completed Research Data 
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Centre Application Form and Appendix J for Research Data Centre Approval). When approved, a 

security screening process was undertaken and a microdata research contract with Statistics 

Canada was signed, to ensure the confidentiality of released microdata was maintained. Data 

were analysed on secure computers within the Queen’s Research Data Centre (RDC), and 

underwent a thorough vetting procedure prior to being released for public viewing. Although 

access to data was granted via Statistics Canada, statistical analysis officially began once ethical 

approval from the Queen’s University Health Sciences and Affiliated Teaching Hospitals 

Research Ethic Board (HSREB) was received.  

2.8 Quantitative Data Analysis  

Upon receiving access to cycles 2012 – 2014 of the CCHS, data cleaning procedures 

were conducted. This involved reviewing dataset metadata, removing all urban and youth (less 

than 18 years of age) respondents from datasets, and merging cycles 2012 – 2014 with bootstrap 

weights into one dataset using a common identifier. Once a pooled dataset was created, the 

response items for each outcome measure were reviewed. Exposure and outcome variables 

presented ‘yes’ and ‘no’ response items, along with ‘not stated’, ‘refused’, ‘don’t know’, and ‘not 

applicable’ response items. Given that dichotomous exposure and outcome variables were sought 

(yes vs. no response items), the remaining response items were either merged with the ‘no’ 

response item, marked as missing, or deleted from the dataset, according to the nature of the 

variable. Next, the linearity of three continuous variables (i.e. age, BMI, and physical activity) 

were tested using non-linear splines, and produced results suggesting these variables be 

categorized. Both ‘household income’ and ‘number of household residents’ variables were used 

to derive a new socioeconomic status (SES) variable, according to pre-determined categories used 

in similar health care utilisation studies (Kwong, Rosella, & Johansen, 2007; Kwong, Sambell, 

Johansen, Stukel, & Manuel, 2006). Last, the final pooled dataset was reviewed prior to 

conducting descriptive and analytical statistics.  
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Prevalence estimates, along with corresponding coefficient of variation (CV) values, 

were used to descriptively analyse outcome and covariate measures, by exposure (Indigenous or 

non-Indigenous identity), by cycle (2012, 2013, and 2014), and/or by geographic location 

(provinces and territories). The CV value14 indicates the level of uncertainty associated with an 

estimate, by computing the “ratio of the standard error of the estimate and the estimate itself, 

expressed as percentage” (Statistics Canada, 2015b). Once descriptive statistics were complete, 

multivariate logistic regression analyses were conducted. Covariates used in the statistical model 

were determined a priori based on academic literature, and therefore were not subject to 

backward, forward, or stepwise selection procedures. This allowed for an accurate comparison 

between regressions modelling different outcome measures (i.e. unmet health care needs, short- 

and long-term health care service use). Tests for collinearity and influential points were also 

performed on each statistical model. Next, to determine if effect modification was present, an 

interaction term representing provincial/territorial geography and the exposure variable, was 

tested for each outcome measure. If effect modification was present, the statistical model was 

analyzed for provincial and territorial respondents separately. All logistic regression analyses 

were subject to weighting and bootstrap procedures, to account for the complex sampling design 

of the CCHS, determine the quality of prevalence estimates computed (i.e. computing CV 

values), and produce population estimates (Gagné, Roberts, & Keown, 2015; Statistics Canada, 

2015a). Finally, to assess the goodness of fit for each model, a Receiver Operator Characteristic 

(ROC) curve was computed, where the area under the curve provided a measure of model fit (Zou 

et al., 2005). All descriptive and analytical statistics were computed using SAS (Version 9.4, SAS 

Institute, Cary, NC).   

                                                           
14 The coefficient of variation equation: 100 x (standard error of the estimate / estimate). 



 

 
 

66 

2.9 Indigenous Research Considerations  

It was important to consider the appropriate ethical conduct required when engaging in 

research concerning Indigenous peoples. The Panel on Research Ethics has developed the second 

Tri-Council Policy Statement: Ethical Conduct for Research Involving Humans, which features a 

chapter on “Research involving the First Nations, Metis, and Inuit peoples of Canada”. This Tri-

Council document establishes an ethical framework in which non-Indigenous researchers and 

Indigenous participants can forge respectful relationships and trust (CIHR et al., 2014). Although 

this study did not directly engage with Indigenous individuals15, great care has been taken in 

interpreting findings within the context of Canada’s cultural and historical Indigenous narrative. 

Indigenous community engagement was not required for this type of research, however culturally 

informed advice from my thesis supervisors, both of whom have lived experience working with 

Indigenous peoples, was sought throughout the study (CIHR et al., 2014).   

2.10 Chapter Summary 

In this chapter, the methods for the two-part qualitative study and supplementary 

quantitative analysis, such as the research study design, research preparation, data collection, and 

data analysis process, were described. The following chapters will provide qualitative research 

findings regarding barriers and solutions to delivering palliative care in rural settings in 

manuscript format. Chapter 3 will discuss these barriers and solutions through the application of 

Penchansky and Thomas’ original five dimensions of access, with a specific focus on the 

additional sixth dimension: awareness, and whether this newly proposed dimension is 

appropriate. Chapter 4 will explore barriers and solutions within three specific palliative care 

                                                           
15 Given that the focus of this research was on health care providers’ perspectives on barriers to palliative 

care delivery and the original research team did not specifically recruit for Indigenous participants, no 

additional ethical oversight was required. 
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environments – the community, the hospital, and the home – specifically among rural Indigenous 

peoples.  
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Chapter 316 

Improving Access to Rural Palliative Care in Canada: Applying 

Saurman’s Awareness Dimension to Penchansky and Thomas’ Theory 

of Access 

Abstract 

In Canada, the rural elderly population is increasing in size, as is their need for palliative care 

services in these settings. To better understand rural palliative care delivery, this analysis aims to 

identify awareness-associated barriers to delivering rural palliative care services, along with 

suggestions for improving service delivery from the perspective of local health care providers 

(HCP). A total of forty semi-structured interviews with various formal and informal HCPs were 

conducted in four rural and/or remote Canadian communities with limited palliative care 

resources. Interview data were thematically coded using Penchansky and Thomas’ five 

dimensions of access, however Saurman’s recently added sixth dimension of access – awareness 

– was also identified while coding and subsequently became the primary focus of this analysis. 

Identified barriers to palliative care awareness and suggestions on how to enhance this awareness, 

and ultimately palliative care delivery, corresponded with three key themes arising from the data: 

limited palliative care knowledge/education, communication, and coordination. Participants 

recognized the need for more palliative care education for both providers and clients to improve 

awareness of local palliative care resources and services. Strong, open lines of communication 

between providers, their clients, and administration were also suggested to cultivate a greater 

sense of palliative care awareness within the community. Last, efforts to coordinate palliative 

care initiatives and local resources were considered helpful in improving palliative care 

                                                           
16 Chapter Three is co-authored with Dr. Heather Castleden, Dr. Melissa Giesbrecht, Dr. Colleen Davison, 

and Dr. Valorie Crooks. This chapter will be submitted to the Journal of Health Services Research and 

Policy for peer review and possible publication. 
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awareness as well. These findings also suggest that identifying the barriers to palliative care 

awareness in rural communities may be foundational to addressing barriers to the original five 

dimensions of access. A more thorough understanding of these three areas of awareness 

knowledge, communication, coordination, as well as the connections between them, may help 

enhance how palliative care is delivered in rural settings in the future.  

3.1 Introduction 

Over the past thirty years, various frameworks have attempted to conceptualize health 

care accessibility, and have explored the meaning and concept of access in a number of ways 

(Andersen, McCutcheon, Ann Aday, Chiu, & Bell, 1983; Levesque et al., 2013). Despite 

advancement in this area, consensus on a concise universal definition of health care accessibility 

and the appropriate measures for evaluating its progress have yet to be achieved (Ansari, 2007; 

Gulzar, 1999b). Penchansky and Thomas were among the first researchers to propose a model for 

access to health care, which they defined as the ‘fit’ between a patient’s characteristics and 

expectations, and those of their providers or health care system (Penchansky & Thomas, 1981). 

They theorized that health care access could be divided into five dimensions: affordability, 

(geographic) accessibility, accommodation, acceptability, and availability. 

These dimensions are comprehensive, interconnected, and have been used as a guiding 

framework for a wide range of studies (Aberdein & Zimmerman, 2015; Mould-Millman et al., 

2015; Thorpe, Thorpe, Kennelty, & Chewning, 2012) exploring health care accessibility within 

various contexts and populations (Ansari, 2007). According to Penchansky and Thomas, all five 

dimensions should be equally balanced and function in harmony if optimal access to care is to be 

achieved. It is only very recently that another scholar, Saurman (2016), who considered this 

framework to be useful but incomplete, identified an additional dimension – awareness – for 

assessing whether access has been achieved. Saurman evaluated access to an emergency mental 

health care program and found that interviewed patients and providers demonstrated a poor 
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awareness of the program’s existence, purpose, and target population, despite displaying 

sufficient evidence of access in other ways (Saurman et al., 2011; Saurman, Kirby, & Lyle, 

2015). Upon reflecting on these findings, Saurman stated that “a service maintains awareness 

through effective communication and information strategies with relevant users (clinicians, 

patients, the broader community), including consideration of context and health literacy” 

(Saurman, 2016, p. 37). Furthermore, Saurman suggested that awareness can influence access 

from both a health care services and patient point of view. For instance, health care services can 

appropriately address community needs if they are aware of those needs, and patients can benefit 

from local services if they are aware they are available (Saurman, 2016). Ultimately, Saurman 

proposed that awareness might greatly improve our ability to enhance health care accessibility for 

all, and should be applied as a sixth dimension whenever the original five dimensions are used to 

“develop, implement, or evaluate health care services and understand issues of access more 

generally” (Saurman, 2016, p. 38). 

Access to health care is particularly challenging in rural settings (Weinhold & Gurtner, 

2014). While definitions of rurality vary, for the purpose of the study described below, ‘rural 

lands or rural areas’ are defined as geographic areas with a population density less than 150 

people per square kilometer and ‘predominantly rural regions’ include geographic areas with 

more than 50% of the population residing on rural land (du Plessis et al., 2001). Taking into 

consideration Canada’s aging demographic, of which a large proportion reside in rural areas, it is 

no surprise that greater attention has been placed on palliative care services in recent years 

(Dandy & Bollman, 2008). Palliative care is generally understood to be a health service that 

provides symptom and pain management, as well as emotional, social, and spiritual support to 

terminally ill clients who seek comfort at end-of-life (Canadian Hospice Palliative Care 

Association, 2014). Unfortunately, access to palliative care is inconsistent across Canada, 

especially among those residing in rural settings who, unlike urban residents, encounter additional 

geographical (e.g., distance to facility) and financial (e.g., cost of transportation) barriers to care 
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(Romanow, 2002). As the percentage of the aging population in rural Canadian communities 

continues to grow, the delivery of high-quality palliative care services in these areas will become 

a greater priority for health care providers (HCP) and their clients (Dandy & Bollman, 2008; 

Miedema, 2013). 

The purpose of this paper is to explore HCPs’ perceived barriers to delivering palliative 

care in four rural Canadian settings and to document suggestions for improvement they have 

identified as helping to address inadequate access to palliative care in these regions. Although 

these HCP perspectives are analyzed using Penchansky and Thomas’ five dimensions of access as 

a framework, our paper primarily focuses on Saurman’s proposed sixth dimension – awareness – 

to further our scholarly understanding of access to care in this area. A greater understanding of 

awareness as a dimension of access may not only provide new insight on barriers to rural 

palliative care delivery, but also on how the original five dimensions influence palliative care 

access in these settings. With this knowledge, relevant palliative care interventions can be 

developed to address inadequate access in rural communities. 

3.2 Methodology 

3.2.1 Study Design  

This analysis utilizes transcribed interview data from a mixed-methods pan-Canadian 

study that identified rural communities in need of additional palliative care services. The first 

phase of the study refined a quantitative secondary palliative care hub siting model designed to 

assess the suitability of implementing new palliative care services in rural communities across 

Canada by considering population (i.e., community size), isolation (i.e., travel time to nearest 

palliative care service provider), vulnerability (i.e., community residents over the age of 65 years 

old), and community readiness (i.e., palliative care visibility) factors for each community (Crooks 

et al., 2011). The model identified and ranked a total of 20 communities with inadequate 

palliative care services yet with suitable community infrastructure and interest in developing 
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these services, from which four communities were purposefully selected for the second phase of 

the study. In this phase, community case studies involving semi-structured interviews with HCPs 

were undertaken (Giesbrecht et al., 2016). The purpose of the interviews was to gain a greater 

understanding of HCPs’ perspectives concerning suitability and responsiveness to secondary 

palliative care hub services, as well as their experiences with providing palliative care. The 

questions featured in the interview guide captured rich qualitative data amenable to several 

analyses (Castleden, Crooks, Hanlon, & Schuurman, 2010; Castleden, Crooks, Schuurman, & 

Hanlon, 2010; Giesbrecht et al., 2016), including this investigation of barriers and suggestions for 

enhancing access to rural palliative care.  

3.2.2 Data collection 

The four communities, Lloydminster (Alberta/Saskatchewan), Thompson (Manitoba), 

Fort Frances (Ontario), and Happy Valley-Goose Bay (Newfoundland and Labrador), were 

considered “rural” or “predominantly rural” according to the OECD definition and ranked highly 

in the SPCH siting model results (see Table 3.1) (du Plessis et al., 2001). Forty semi-structured 

phone interviews were conducted in 2014 (10 per community) with informal and formal HCPs 

who delivered or coordinated palliative care. Those interviewed included family caregivers, 

nurses, social workers, volunteers, program managers, and chaplains, among others. Participant 

recruitment involved sending invitations to existing contacts in these communities and to those 

with public contact information. Invitations were also published in print and online, through local 

newspapers, online bulletins, and newsletters. All recorded and transcribed interviews were 

managed using NVivoTM software.  
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Table 3.1 Community demographics based on 2011 Canada Census Data and 2011 National 

Household Survey Data 

Community 
Main economic 

activity 

Total 

population 

Population 

density (/sq km) 

OECD rural 

classification 

% Age 

>85 

Lloydminster, 

AB/SK 

Petroleum; 

agriculture 
30798 28.3 Rural 1.5 

Thompson, 

MB 
Mining; milling 12839 3.7 Rural 0.2 

Fort Frances, 

ON 

Tourism (fishing); 

milling 
7952 296.2 

Predominantly 

Rural 
3.9 

Happy Valley-

Goose Bay, NL 
Military air base 7552 24.7 Rural 0.7 

3.2.3 Data Analysis 

A thematic analysis was conducted, where interview data were coded and grouped to 

identify emerging patterns and themes (Joffe, 2012). Prior to coding, study investigators agreed to 

using the five dimensions of access as a framework for guiding this secondary data analysis. 

During the coding process, a sixth dimension emerged – awareness – and the team reconvened to 

discuss the inclusion of a novel sixth dimension. During this time, Saurman’s paper (2016) on 

this additional sixth dimension (awareness) was published. In considering the already established 

literature on the utility of Penchansky and Thomas’ five dimensions of access, we were led to 

concentrate our focus on exploring whether ‘awareness’ had applicability in our study. To assess 

its applicability and enhance qualitative rigour, four transcripts were selected and reviewed 

independently by three team members. Once consensus on applicability and interpretation across 

investigators was achieved (kappa statistic: 0.47)17, the thematic analysis was undertaken. The 

first author was responsible for leading the coding and analysis process, and had regular 

consultations with other team members to receive feedback and guidance. While participants 

provided much insight into Penchansky and Thomas’ five dimensions (see Appendix K: Five 

Dimensions of Access Findings), our specific interest in exploring the suitability of Saurman’s 

(2016) recently added sixth dimension of awareness encouraged a more thorough analysis of data 

                                                           
17 Moderate strength of agreement (McHugh, 2012).  
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coded into this theme, therefore our analysis presented here centres on findings that emerged 

from data coded into the sixth ‘awareness’ dimension.  

3.3 Research Findings  

Findings of this analysis revealed three themes, which highlight HCPs’ perceived barriers 

to, and suggestions for enhancing, rural palliative care delivery via awareness: (1) palliative care 

knowledge/education; (2) palliative care communication; and (3) palliative care coordination. 

These themes are discussed in the context of the sixth dimension below with representative 

(anonymized) quotes from participants provided to illustrate these findings. 

3.3.1 Palliative Care Knowledge/Education 

Participants with varying levels of palliative care knowledge and expertise aspired to 

meet the needs of their palliative care clients/family members/friends. However, inadequate 

access to palliative care support within all four communities has cultivated knowledge-gaps and 

poor awareness in palliative care among participants despite having responsibilities in providing 

or managing this type of care. Furthermore, many participants recognized that educational and 

training opportunities, which could enhance palliative care knowledge, were limited and 

oftentimes required travel making them inaccessible.  As a result, formal HCPs would rely on 

each other for support, as one participant described:  

There hasn’t been a lot of education with regards to palliative, like 

we usually draw on each other you know, either one has a strength 

with palliative, someone else is cardiac, someone else is 

[paediatrics], so you know we just rely upon each other whenever 

there is a palliative client. (Happy Valley-Goose Bay participant)  

Some participants believed HCPs had inadequate palliative care knowledge due to a poor 

prioritization of palliative care initiatives within their community. As a result, participants from 

some communities noted a general reluctance, among clients and colleagues, to discuss palliative 

care options in a timely manner. One participant commented:  
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I also don’t think that the conversations around palliative care 

start until maybe it’s too late for the person to really think about 

going home…so I’m not really sure why the palliative care piece 

isn’t discussed a little bit more in terms of what services are 

available here in Thompson, prior to getting to that point. 

(Thompson participant) 

Interestingly, when palliative care was eventually suggested to clients, participants felt 

they sometimes did not explain the purpose of palliative care, why it was recommended, or next 

steps in treatment, often leaving clients confused and ill-informed. Although palliative care 

resources, such as educational pamphlets and lists of palliative care services, were available in 

many communities, participants felt that they were poorly promoted and distributed. It was not 

uncommon for participants, when asked about available resources, to struggle to identify 

palliative care options or where to direct clients if they requested more information. One 

participant explained:  

When I first arrived here I was trying to find access to… services… 

kind of… a guide where it says, you know, like what kind of 

services are being offered and there really doesn’t seem to be 

anything like that. (Fort Frances participant)  

A perceived lack of print pamphlets or posters defining palliative care and outlining 

available services led many participants to assume that lack of palliative care awareness among 

clients is a problem as well. It was suggested by several participants that clients may not inquire 

about palliative care because they were unfamiliar with the concept or care options associated 

with end-of-life. This seemed to indicate that additional professional public health knowledge 

about palliative care could increase a client’s awareness of local palliative care services to make 

more informed decisions when entering this life stage. Participants therefore stressed the 

importance of providing HCPs with palliative care workshops and equipping them with 

educational materials to help increase HCP awareness and comfort in delivering palliative care 

and, ultimately, a client’s awareness and interest in receiving it.  
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We definitely need more people trained in palliative care itself 

cause a lot of people are afraid of it I think, like they go in and 

somebody’s really sick, oh I don’t want to look after them cause 

they’re dying, you know what I mean, we need more training I 

believe. (Happy Valley-Goose Bay participant)  

Providing access to palliative care experts, either locally or virtually, was thought to also 

help increase HCP awareness and comfort in delivering palliative care, and over time, increase 

familiarity with this specialized form of care. In building a solid foundation in palliative care 

knowledge, participants saw great potential for improving local palliative care awareness within 

their community, and in doing so, improving local palliative care provision would (likely) follow.    

3.3.2 Communication 

While participants felt that strong communication between HCPs, their clients, and health 

care administration was an essential component of palliative care awareness, effective lines of 

communication were currently lacking within their communities. For instance, communication 

between HCPs was often considered inadequate and inconsistent, especially between providers 

who delivered care in different settings. Miscommunication and poor feedback between providers 

often resulted in poor continuity of care for clients who travelled out of town for palliative 

services. One participant shared:  

I think it’s just the whole communication between providers who 

are working for different organizations or agencies; it’s a big 

challenge kind of figuring out or knowing who is doing what and 

who is responsible for what and who communicates when you 

know the patient’s condition changes or if they’re hospitalized and 

then discharged you know? Do the home care workers know that 

that happened or not? Yeah, so it’s communication, [it] is a big 

challenge even in smaller communities. (Fort Frances participant) 

Participants acknowledged that they held varying opinions on how to deliver palliative 

care, often shaped by their unique personalities, past experiences, and cultural backgrounds. 

Contrasting opinions on palliative care occasionally led to conflict between HCPs and prevented 

effective communication from taking place. When asked about challenges in providing palliative 

care, one participant from Happy Valley-Goose Bay mentioned: “The various opinions I guess of 
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the doctors. They’re, they’re a varied group of professionals, some are internationally trained 

and communication or expectations I suppose are different.” To resolve poor communication 

between HCPs, many participants expressed a need to encourage HCPs to communicate their 

different opinions and collaborate with supporting health professions to increase palliative care 

awareness and provide patient-centered care.  

Participants were also aware that communication between HCPs and their clients was 

challenging. At the same time, due to their own lack of knowledge, some participants felt 

uncomfortable discussing palliative care options with clients and were less receptive to signs 

indicating client confusion regarding palliative care. Poor health literacy levels and conversing in 

different languages were also identified as barriers to good communication, where clients 

struggled to understand verbal and written medical instructions or express medical concerns to 

their provider: “…some people don’t understand what is said to them and they’re not going to 

ask again” (Happy Valley-Goose Bay participant).   

Participants observed that communication between formal and informal HCPs and clients 

was often the strongest when a long-term relationship was established. Some participants noted 

that providers who delivered general care to a specific client for at least a few years prior to 

switching to specialized palliative care, fostered open and honest communication with their 

clients about the care they delivered: 

“…the familiarity with, with us, I mean people, or patients have 

been with us from diagnosis through to the end you know…and 

they’re comfortable with us, they’ve been seeing us for years 

before this happened…so it’s nice to be able to really know the 

person, I mean we’re part of the community too.” (Happy Valley-

Goose Bay participant) 

To bolster communication in relationships between providers and clients, participants 

suggested encouraging formal and informal HCPs to practice in one community for an extended 

time-period to build strong foundations for relationships between clients and colleagues.  
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Participants often considered communication between HCPs and health care 

administration to be complex and bureaucratic, particularly when urban, provincial, or federal 

priorities did not line up with rural, local, or regional priorities. Open communication was 

frequently cited as necessary for resolving the apparent disconnect between, for example, 

community and provincial priorities:  

[O]ftentimes…the capital of the province doesn’t always 

understand the needs of being in northern communities and in 

rural communities…there has to be a lot of open communication 

and dialogue in trying to understand the needs of those who live 

in the north and really people who live here are the ones who can 

best describe what, what needs to be here because we live here 

and we see the issues, we see the strengths and ultimately the 

community needs to be involved in that so that whatever is set up 

that its actually responding to the needs of individuals and 

assisting the community. (Fort Frances participant)  

Funding issues between provincial health care administrations had participants frequently 

feeling caught in the middle between negotiations and deciding who pays. According to 

participants from Lloydminster, a border city situated between the provinces of Alberta and 

Saskatchewan, their community has struggled with this issue for a long time:    

The fact that we’re on the Saskatchewan/Alberta border, the 

hospital [is] in Saskatchewan, so there’s a lot of arguments 

between the two [provincial] ministries to decide where the 

money goes and how they pay…I mean we’re in an awkward 

town because we’re right on the border, but instead of arguing 

about money between the two different provinces if they’d 

actually get together and say this is what we’re doing... 

(Lloydminster participant)  

Communication between palliative care stakeholders at all levels of care (e.g., between 

HCPs, clients, and health care administration) was considered pivotal to fostering palliative care 

awareness, to establishing community- and client-centered palliative care priorities, and 

ultimately to facilitating effective palliative care delivery. 
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3.3.3 Coordination 

To participants, improving awareness about palliative care also meant there was a need to 

create effective coordination of knowledge, services, and resources. Doing so would compel 

HCPs to share palliative care expertise, identify and address palliative care gaps in their 

community, and ensure that clients receive palliative care in their environment of choice. 

However, many participants believed poorly coordinated services in their respective community 

had removed a client’s ability to choose their preferred place of death. HCP networks bridging 

palliative care specialists and allied health professionals were broadly stated to be inadequate or 

non-existent. As a result, a fear of delivering or receiving care at home, where palliative care 

equipment and services were more difficult to access than in hospital settings, was identified as a 

concern: “I think people are fearful to have someone who’s dying come home and afraid that, you 

know, they might speed up that process by having them discharged from the hospital.” 

(Thompson participant). 

Participants across all four sites viewed having a palliative care coordinator to organize 

services, arrange palliative care training and education sessions, and run palliative care programs 

as one way to prioritize palliative care in their community. Although a palliative care coordinator 

was currently present in all four communities, albeit with varying responsibilities and scopes of 

practice, some participants acknowledged the challenge in finding a central palliative care focal 

point when coordinators were absent in the past. Some participants thought efforts to improve 

palliative care awareness could be cultivated if a physical structure, such as a hospice, centralized 

palliative care resources whereas others believed that an individual who could take the lead on 

palliative care initiatives was required:  

Knowing what to do when you have identified someone you know 

who has an advancing chronic disease, where to refer them too 

and who can help them navigate through the system because right 

now, again, that role isn’t really clear of who kind of takes the lead 

on helping the client and family along their journey. (Fort Frances 

participant)   
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Participants indicated that inadequate coordination between local HCPs and the health 

care administration has led to several programs addressing similar or overlapping objectives. 

Moreover, federal and provincial mandates on palliative care were thought to rarely consider 

unique community contexts, and have left participants feeling frustrated and disconnected. One 

participant described a few jurisdictional differences within Labrador clearly:  

…I mean every community is different, even the challenges on the 

north coast as I said with the community health nurses being under 

the Nunatsiavut government as opposed to all the staff, the health 

care, the regional nurses being under Labrador-Grenfell Health is 

completely different than in the south of Labrador where both the 

community health nurses and the regional nurses are all under 

Labrador-Grenfell health, so different pockets have different I 

guess strengths and weaknesses and different things that they need 

to overcome. (Happy Valley-Goose Bay participant)  

In unique settings where clients can receive care from two provinces, such as the towns 

of Lloydminster and Fort Frances, participants acknowledged not only the communication issues 

but also the coordinating challenges in providing care to clients who travelled across provincial 

borders. Participants shared several administrative ‘headaches’ associated with border crossing 

and poor coordination between facilities in general. For instance, medical tests performed in one 

province might not be transferred to the client’s home province, and would therefore need to be 

re-administered. Yet in some cases where participants were required to travel for care, the re-

administration of medical tests was not always possible. To address this and other issues, 

participants suggested that relationships between HCPs and heath care administrators must be 

formed so that all stakeholders are aware of the unique barriers to palliative care in their 

community and how they can help. To optimize coordination efforts, one participant suggested 

that:  

…people need to be brought together both from the areas and the 

regions and the funders to hear if they really want to know what 

people feel serves the communities best then they should be 

meeting at least regionally with the clients they hope to serve, so 

that they get the input of the people that are already on the reserves 

rather than just doing it one way…[be]cause the people who know 
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the situations better are the people who are living it. (Thompson 

participant) 

Establishing a central system or network for HCPs to use to communicate and coordinate 

palliative care information, medical tests, and community initiatives was also identified as an 

ideal next step: “I’ve often thought that everyone, every health care provider and community 

clinics and everyone, should be on one health system.” (Fort Frances participant). Merging 

sources of palliative care knowledge and opening lines of communication, with the aim of 

achieving better coordination of services and resources were suggested by many participants as 

possible solutions to many of the barriers faced when improving palliative care awareness, and 

ultimately, palliative care delivery within these communities.  

3.4 Discussion 

While participants in our study discussed similar accessibility barriers to rural palliative 

care, according to Penchansky and Thomas’ five dimensions of access (i.e. availability, 

(geographic) accessibility, accommodation, acceptability, and affordability), as those identified in 

past literature (Downing & Jack, 2012; Kelley et al., 2003; Robinson et al., 2010), the focus of 

the analysis was on Saurman’s newly identified sixth dimension: awareness. Our analysis of 

awareness in the context of palliative health care accessibility reveals thematic findings that 

suggest palliative care knowledge/education, communication, and coordination are key 

components for creating palliative care awareness. These three components resonate with 

Saurman’s definition of awareness – communication and information –  as well as previous 

studies implicitly highlighting how awareness, specifically in rural palliative contexts, can 

influence access to care (Duggleby et al., 2011; Gaudet, Kelley, & Williams, 2014; Kelley et al., 

2003). For example, one study exploring the personal and familial experience of rural palliative 

transitions found that clients felt ill-informed due to limited and insufficient communication 

between themselves and providers (Duggleby et al., 2011). Furthermore, the intersectionality of 

palliative care knowledge/education, communication, and coordination has also been highlighted 
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in literature exploring interprofessional collaboration between rural palliative providers (Gaudet 

et al., 2014). Optimizing these three components of palliative care awareness may improve 

provider competence in delivering care, as well as client expectations when receiving care. 

Additional research exploring the bi-directional relationship between a provider’s awareness of 

local palliative care resources, and a client’s awareness of the possibility to request such 

resources, will help build an accurate representation of palliative care accessibility within rural 

environments, as well as ensure providers are meeting the palliative care needs of their clients in 

an appropriate and efficient manner.  

Our participants noted that rural HCPs tend to be generalists, fulfilling a wide range of 

responsibilities with occasional assistance from specialized colleagues when needed; this has also 

been found elsewhere (Kelley et al., 2003). Thus, and despite receiving advice and guidance from 

palliative care specialists, many participants felt uncomfortable and ill prepared to deliver 

palliative care, and cited an absence of local training opportunities in palliative care as 

justification for their lack of competence. Both our participants and previous research have 

indicated that palliative care workshops, delivered locally and tailored to the social and cultural 

context of each community, will help meet this need and ultimately improve palliative care 

awareness among providers (Wilson et al., 2006). 

Study participants also acknowledged the power of communication and its ability to 

influence the level of palliative care awareness among clients and providers. Our findings 

suggested that a lack of, or poor communication not only hindered a provider’s ability to inform 

clients of palliative care services but also prevented knowledge sharing between colleagues. 

Moreover, inadequate or absent communication may jeopardize a client’s ability to feel 

comfortable when receiving care, which is in stark contrast to the objectives of palliative care. 

Our thematic analysis in this area suggested that frequent and clear communication was an 

important component of awareness, allowing healthy and respectful patient-provider relationships 
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to thrive and necessitates that HCPs are listening to client requests, collegial feedback, and the 

palliative care vision of their community.  

Finally, participants believed that efficient coordination between HCPs, their clients, and 

health care administration would help address many long-standing gaps in access to rural 

palliative care. While this is not a unique challenge facing rural palliative HCPs, many 

participants in our study hoped to see greater emphasis placed on acknowledging the physical, 

social, and economic contextual factors that make rural settings and their residents different from 

their urban counterparts. Moreover, inadequate coordination can complicate administrative 

procedures, particularly when dealing with multiple or overlapping jurisdictions, as was the case 

for Lloydminster and Fort Frances. Participants suggested that streamlining services into a 

connected and coordinated system could help identify community strengths, facilitate 

administrative duties (i.e. paperwork and transferring medical results), and organize local 

resources; their recommendations were congruent with those found elsewhere (Downing & Jack, 

2012; Robinson et al., 2010).  

In light of our analysis, understanding the extent of awareness, in this case for rural 

palliative care, is indeed an important additional dimension for assessing accessibility. Moreover, 

awareness, like palliative care access, is an interconnected multi-model construct (see Figure 3.1). 

For example, to see community awareness increase, palliative care knowledge/education must be 

given, either in the form of workshops, courses, or peer support. Communication between 

providers and their clients can facilitate the transfer of palliative care knowledge, and allow 

clients to share their palliative care needs and how they should be met. It is through clear 

communication that effective coordination of palliative care services can then take place. 

Coordination efforts are most successful when open communication is practiced and providers are 

cognizant of palliative care services available in the community. In a sense, by increasing 

palliative care awareness through knowledge sharing/training, communication, and coordination, 

HCPs and the institutions they work for may have a greater capacity to address barriers to the 
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other five dimensions of access. For instance, enhancing awareness of palliative care resources 

available in the community may facilitate the efficient distribution of resources and redirect 

funding priorities accordingly. Moreover, being aware of a client’s preference to receive home 

care can ensure that they are being accommodated appropriately. Awareness of long distances to 

health care facilities and of various cultural and spiritual preferences at end-of-life will also 

influence how physically accessible and acceptable palliative care can be. Future research might 

include an exploration of how awareness, or lack thereof, affects palliative care accessibility (as 

well as accessibility to other health care services) within various geographic contexts. Given that 

Saurman’s study was recently published, very few studies have evaluated the newly proposed 

sixth dimension – awareness – within the context of the original five dimensions, (Russell et al., 

2013a; Saurman et al., 2015) and none have been conducted within a rural palliative care context. 

Thus, additional research applying ‘awareness’ along with the other five dimensions of access to 

different palliative care studies would meaningfully contribute to our understanding of rural 

palliative care access, as well as encourage positive improvement in this area of care.  
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AWARENESS 

Figure 3.1 Connections between palliative care awareness components. The three components 

(knowledge, communication, and coordination) work together to create and enhance palliative 

care awareness among HCPs and their clients.   

 

 

 

 

 

3.5 Conclusion 

While access to health care is considered a basic human right (Brennan, 2007), it is not 

always guaranteed. Maintaining good health towards the end-of-life without accessible and 

effective palliative care is a challenging endeavour, not only for rural Canadian communities but 

for international rural communities as well, and thus calls for innovative solutions. Our findings 

indicate that HCP perspectives on barriers to, and suggestions for improving, palliative care 

awareness are helpful for increasing our understanding on access to palliative care services in 

these settings and, therefore, strongly supports Saurman’s (2016) proposition that ‘awareness’ be 
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integrated into Penchansky and Thomas’ (1981) theory of access. Our findings also highlight the 

importance of first prioritizing palliative care awareness within rural communities to better 

address barriers to palliative care delivery for the original five dimensions afterwards. Formal and 

informal rural HCPs, along with health administrators and policy-makers, who consider the 

implications of palliative care knowledge/education, communication, and coordination in their 

practice, programs, and policies may possess a good understanding of what is available in their 

community and how best to meet the needs of their clients. Thus, future research should explore 

initiatives that bridge the gap between these three components of awareness, in hopes of 

achieving palliative care access for all.   
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Chapter 418 

Exploring providers’ perceptions of Indigenous palliative care in four 

under-served rural Canadian settings 

Abstract 

Indigenous preferences at end-of-life and how palliative care is delivered to Indigenous peoples 

vary between palliative care environments. But how and why they vary is not well understood. 

This qualitative study, involving four rural communities in Canada, thematically explored health 

care providers’ perspectives on Indigenous palliative care, perceived barriers to providing 

Indigenous palliative care, and suggestions for improvement in three different palliative care 

environments (i.e. the community, the hospital, and the home). Provider perspectives were also 

compared to perspectives shared in a previous pilot study exploring Indigenous palliative care in 

rural British Columbia, Canada. Across the four communities, which were selected based on their 

(limited) palliative care resources, forty semi-structured phone interviews were conducted. 

Participants were formal and informal health care providers who were aware of local Indigenous 

peoples in the community, yet often felt uncomfortable treating Indigenous clients due to limited 

resources and training sessions on cultural competency. They also acknowledged attempts to 

accommodate Indigenous ceremonies at end-of-life in hospital settings, despite structural 

constraints. Most participants believed that Indigenous clients, if given the choice, preferred 

receiving palliative care at home, even though home care delivery often depended on the 

availability of equipment and human resources. Although service providers were aware and 

attempted to deliver culturally sensitive palliative care among Indigenous peoples in these 

different care settings, our findings indicate that—for the most part—they wanted to enhance 

                                                           
18 Chapter Four is co-authored with Dr. Heather Castleden, Dr. Colleen Davison, Dr. Melissa Giesbrecht, 

and Dr. Valorie Crooks. This chapter will be developed into a manuscript for the target journal Health and 

Social Care in the Community for peer review and possible publication. 
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their knowledge in these areas while establishing effective lines of communication between 

colleagues to facilitate knowledge-sharing. This study not only contributes to a growing body of 

palliative care literature by providing contextualized barriers to Indigenous palliative care, but 

also reinforces the call for fundamental improvements in education and communication, which 

are pivotal to the delivery of culturally sensitive palliative care for Indigenous peoples.   

What is known about this topic:  

• The Canadian population, is aging and there is a rapidly increasing demand for palliative 

(or end-of-life) care 

• While the Indigenous population is overall quite young, older Indigenous people do 

represent a fast-growing segment of the population  

• Many Indigenous Canadians hold traditional and unique end-of-life customs, practices, 

and beliefs and therefore require culturally sensitive palliative care  

What this paper adds: 

• Barriers to delivering Indigenous palliative care vary according to community, hospital, 

and home environments and therefore palliative care delivery should be tailored to each 

environment accordingly  

• The findings support growing evidence suggesting that education and communication are 

fundamental to culturally sensitive palliative care  
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4.1 Introduction  

Indigenous peoples in Canada, recognized as three distinct groups–First Nations, Metis, 

and Inuit–have cultivated a diverse array of spiritual and cultural beliefs that have been practiced 

for millennia (Gionet & Roshanafshar, 2013). However, colonial efforts over the past two 

centuries, and in some cases longer, to assimilate Indigenous peoples into ‘mainstream 

(European) culture’, through residential schools and federal legislation (e.g., the Indian Act that 

took effect in 1876 and continues to this day), have had long-standing detrimental effects on their 

sense of identity, autonomy, health, and wellbeing (Dussault & Erasmus, 1996). Despite national 

and international steps towards recognition of this attempt at cultural genocide and the need for 

healing and reconciliation, such as through the Truth and Reconciliation Commission of Canada 

(TRC) (Truth and Reconciliation Commission of Canada, 2015) and the United Nations 

Declaration on the Rights of Indigenous Peoples (UNDRIP) (United Nations, 2008), Indigenous 

peoples continue to endure greater health inequities than non-Indigenous peoples in this country 

(King, 2010). These inequities, which developed under colonial influences, are further 

exacerbated by racism towards Indigenous peoples in the health care system (Allen & Smylie, 

2015). Systemic and individual racism can impede the delivery of and access to health care 

services for Indigenous peoples and, as a result, constitutes the ‘double-burden’ carried by this 

population (Allen & Smylie, 2015; Awofeso, 2011). Many Indigenous peoples expect inadequate 

treatment, if self-identifying as Indigenous, or attempt to hide their identities altogether to avoid 

discrimination, as well as physical, emotional, and mental harm when accessing health care 

services (Berry, 1999; Browne et al., 2011).     

Ensuring good health status and quality of life for both Indigenous and non-Indigenous 

peoples is a challenging yet important endeavour, at all stages of life, including end-of-life. It is 

during this time, or when managing advanced life-threatening disease, that palliative care can be 

provided. The delivery of palliative (or end-of-life) care can improve the quality of life prior to 

death by managing pain and symptoms, and providing emotional, social, and spiritual support 



 

 
 

97 

(Canadian Hospice Palliative Care Association, 2014; World Health Organization, 2012). It is 

often delivered in hospitals, hospices, long-term care facilities, and homes by a variety of formal 

(i.e. physicians and nurses) and informal (i.e. family caregivers and volunteers) health care 

providers (HCPs) (Canadian Medical Association, 2015; Guillem et al., 2009). Greater emphasis 

has been placed on palliative care services in recent years due to Canada’s aging demographic 

(Government of Canada, 2016b). However, access to palliative care services across the country is 

inconsistent, with only 16%-30% of dying Canadians capable of accessing palliative care services 

when needed, depending on where they live (Canadian Hospice Palliative Care Association, 

2014; Canadian Medical Association, 2015; Miedema, 2013). 

Indigenous peoples, who may perceive and experience end-of-life differently from non-

Indigenous peoples, could benefit from culturally sensitive palliative care delivered in settings 

that respect and accommodate their Indigenous traditions (Castleden, Crooks, & Sloan Morgan, 

2009a; National Collaborating Centre for Aboriginal Health, 2011). For instance, in some cultural 

traditions Indigenous peoples believe their loved ones may die more quickly if terminal illnesses 

or death are discussed, and therefore would prefer to conceal the severity of the patient’s medical 

condition with hope and positive thinking (Ellerby, 2000; Kaufert & Lavallee, 1999; Kaufert, 

Putsch, & Lavallée, 1998; Kelly & Minty, 2007). Familial and communal gatherings at end-of-

life, including (for example) smudging with sacred medicines (e.g., sweet grass, sage, cedar, and 

tobacco) as part of spiritual ceremonies within some First Nations traditions, are believed to 

ensure a peaceful journey after death (Hampton et al., 2010; Longboat, 2002). Palliative care that 

is not designed to consider the cultural differences between Indigenous and non-Indigenous 

peoples may limit the suitability, and ultimately accessibility, of these services for all Canadians 

(National Collaborating Centre for Aboriginal Health, 2011). 

The built environment (i.e., the human-made spaces we live, work, and play) can 

negatively affect our health, and this is also the case for the health of Indigenous peoples 

(Assembly of First Nations, n.d., 2013). Given this, current models of research and practice are 
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looking beyond the traditional social determinants of health and establish research methods that 

incorporate Indigenous knowledge systems to improve health status (Greenwood & de Leeuw, 

2007). In the context of palliative care delivery, which can take place in a variety of settings (i.e. 

community, hospital, and home environments), a greater emphasis on palliative approaches that 

reflect Indigenous health connections to the built environment may help elucidate a better 

understanding of the Indigenous experience at end-of-life and what it means to be ‘healthy’ 

during that time. In doing so, it may be possible to do better than the status quo in terms of 

generating culturally sensitive palliative care for Indigenous peoples within these communities.  

Differences between rural and urban built environments can also be responsible for 

discrepancies in access to palliative care services. For instance, Canadians residing in rural 

communities are at a greater disadvantage when attempting to access palliative care compared to 

urban dwellers (Allan et al., 2009; Collier, 2011; Romanow, 2002). They are often faced with 

additional geographical and financial challenges, such as commuting long distances and covering 

the costs associated with travel and accommodation to receive palliative care outside their 

community (McRae et al., 2000; Wilson et al., 2006). In considering these challenges, there is 

limited access to culturally appropriate resources and care for rural Indigenous peoples 

(Ministerial Advisory Council on Rural Health, 2002). As a result, rural Indigenous peoples may 

be at a greater disadvantage and state of vulnerability at end-of-life, than those who reside in 

urban settings.  

4.1.1 The study 

Although the number of studies examining issues of Indigenous palliative care is 

increasing (Hampton, 2007; Johnston, Vukic, & Parker, 2012; Kelly & Minty, 2007), gaining a 

better understanding of how and why barriers exist as well as how to improve Indigenous 

palliative care delivery, is needed (Hotson, Macdonald, & Martin, 2004; Kelly et al., 2009; Kelly 

& Minty, 2007; McGrath, Holewa, & McGrath, 2007). In a pilot study, Castleden, Crooks, 
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Hanlon, and Schuurman (2010) began to address this gap by exploring challenges in palliative 

care delivery among rural Indigenous peoples, describing contradictions in perspectives between 

different HCPs, and identifying necessary elements required for delivery improvement. Findings 

from that study indicated that providers have contradictory perspectives on whether culturally 

sensitive care is available and accessible in their rural community, and recognized the need for 

additional research in this area. Our research builds on the work of Castleden and colleagues 

(2010) to further refine themes identified in the original pilot study and to understand the 

connection between palliative care environment and its delivery among rural Indigenous peoples 

through a qualitative study involving four rural communities in Canada using a near-identical 

study design. Our study objectives were to: (1) thematically explore HCP perspectives about the 

barriers to palliative care delivery and document their suggestions for improvement; (2) build on 

the Castleden and colleagues (2010) study to advance theory in this area; and (3) discuss 

implications of our findings for service providers practicing Indigenous palliative care in rural 

communities.   

4.2 Methodology  

4.2.1 Study design  

In 2011, rural communities19 (which are generally characterised by their small population 

size, low population density, and distance from large city centre) were home to approximately 6.3 

million Canadians (19% of total population).20 Members of our team were involved in a mixed 

methods study that first applied a quantitative siting model using four factors to identify suitable 

communities for the potential development of secondary palliative care hubs. The four factors 

                                                           
19 According to the Organisation for Economic Co-operation and Development (OECD), “rural 

communities” have a population density of less than 150 people per square kilometer, and “predominantly 

rural communities” have more than 50% of the population residing on rural land (du Plessis et al., 2001). 
20 According to Statistics Canada definition of rural: persons living outside centres with a population of 

1000 and outside areas with 400 persons per square kilometre (Statistics Canada, 2011). 
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were: population (i.e. community size), isolation (i.e. travel time to nearest palliative care service 

provider), vulnerability (i.e. community residents over the age of 65 years old), and community 

readiness (i.e. palliative care visibility) (Crooks, Schuurman, Cinnamon, Castleden, & Johnston, 

2011). From there, four (out of 20) identified communities using the model were purposefully 

selected to enhance our understanding of rural palliative care service delivery as perceived by 

local HCPs through semi-structured phone interviews (detailed below). The four selected 

communities were: Lloydminster, Alberta/Saskatchewan; Thompson, Manitoba; Fort Frances, 

Ontario; and Happy Valley-Goose Bay, Newfoundland and Labrador (Cinnamon et al., 2009).  

The largest community, Lloydminster, is situated on the border of Alberta and 

Saskatchewan with a total population of 30 798 (Statistics Canada, 2012c). The community has 

two major industries, agriculture and petroleum, which were primary sources of employment for 

many residents. Thompson, often considered ‘the hub of the North’ due to its collection of health, 

education, and government services in northern Manitoba, has a population of 12 839 (Statistics 

Canada, 2012d) and is considered a mining and milling town. With a total population of 7 952 

(Statistics Canada, 2012a) and at one time characterised by a major paper mill, Fort Frances, 

Ontario, now hosts a vibrant tourism industry. Finally, Happy Valley-Goose Bay in 

Newfoundland and Labrador is home to a military air base and is the smallest of the four 

communities, with a population of 7 552 (Statistics Canada, 2012b). All four communities have 

basic primary and acute health care services, such as a hospital and pharmacy, with access to 

local physicians and nurses. Access to palliative care services across all four communities is 

limited and inconsistent, where each site has at least a few hospital palliative care beds available, 

some sites (Fort Frances and Thompson) have palliative care coordinators, and no sites have 

residential hospices. The percentage of self-identified Indigenous individuals residing within and 

around the four communities varied from as little as 9% of the community population 

(Lloydminster) (Statistics Canada, 2013b) to as high as 51% of the community population (Happy 

Valley-Goose Bay) according to the 2011 Canadian Census (Statistics Canada, 2013a). Many of 
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the Indigenous communities surrounding the four communities had nursing stations and/or 

received occasional medical visits from HCPs who primarily deliver care within the community.  

4.2.2 Data collection 

Once the four communities were selected, interviews with HCPs were carried out in 2014 

to better understand palliative care delivery within rural settings, and determine suitability and 

community readiness for additional palliative care services in the future. To obtain a wide 

selection of formal and informal HCPs for interviews various recruitment strategies were 

employed. Participants were recruited through self-selection sampling, such as print and virtual 

invitations (e.g., newspapers, bulletins, virtual newsletters), as well as convenience and snowball 

sampling where participants were encouraged to share invitations with colleagues within their 

professional circles and contact networks. A total of 40 semi-structured phone interviews were 

conducted, with 10 interviews taking place in each community. These one-on-one interviews 

captured formal (i.e. paid medical doctors and nurses; n=34) and informal (i.e. pastors and family 

caregivers; n=6) provider perspectives regarding their experience delivering palliative care, as 

well as community suitability for new palliative care services. 

Using a semi-structured interview guide, a trained interviewer asked participants to 

elaborate on: their community demographics, their palliative care experience (i.e. palliative care 

challenges, community need, and availability), community health care priorities, cultural 

considerations for palliative care delivery, and the potential for a secondary palliative care hub in 

their community. Digitally recorded and transcribed interviews were subsequently managed using 

NVivo™ software. Ethics approval was granted by the universities affiliated with this analysis.  

4.2.3 Data Analysis 

A secondary data analysis of interview data from the 2014 palliative care study was 

conducted. Given that the analysis for this paper was our particular interest in understanding what 
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and why barriers exist to palliative care delivery among Indigenous peoples, and how they could 

be overcome, interview data were first coded with an ‘Indigenous’ code, which identified when 

participants discussed Indigenous peoples. We coded and thematically analysed the data using a 

framework analysis approach (a specialised form of thematic analysis), which was helpful in 

providing contextual descriptions and interpretations of phenomenon (Gale et al., 2013; 

Srivastava & Thomson, 2009). As such, a second round of descriptive coding was then 

conducted, resulting in the identification of three palliative care environments – community, 

hospital, and home – in which barriers to delivering Indigenous palliative care could be 

experienced. Additional third-level codes were inductively applied to the data to further 

categorize HCP perspectives. To enhance consistency, the first author led the coding and analysis 

process and regularly consulted other team members to receive feedback and to enhance analytic 

rigour (Baxter & Eyles, 1997). 

4.3 Research Findings  

Three major descriptive categories regarding the delivery of rural Indigenous palliative 

care were identified: the community environment, the hospital environment, and the home 

environment. Our findings reveal that the barriers preventing palliative care delivery to 

Indigenous peoples vary according to different environments. Thus, across these three 

environments, we report on HCP perspectives about service provision to Indigenous clients, along 

with barriers they identify and suggestions they offer to improve palliative care delivery to 

Indigenous peoples within these environments. Anonymized representative quotes from 

participants across all four communities are included to illustrate our findings. 

4.3.1 Community environment  

HCPs from all four communities were cognizant of Indigenous individuals residing in the 

community and nearby Indigenous communities. This heightened awareness of the local 

Indigenous population seemed to encourage most HCPs to attempt to deliver culturally sensitive 
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palliative care for Indigenous clients, despite their acknowledgement of limited knowledge and 

resources at hand. The colonial relationship between Indigenous peoples and the federal 

government was also perceived, by some, to have manifested between Indigenous and non-

Indigenous peoples on a community level. One participant clearly described the tension between 

health care providers and their Indigenous clients: “I got along great with the Natives in there, 

but boy some people didn’t and some of the [non-Indigenous] clients didn’t [get along] with them 

and some of the Natives didn’t get along.” (Lloydminster participant). Interestingly, others felt 

there was relatively little, if any, conflict between Indigenous and non-Indigenous individuals 

within their community: “the Innu and the Inuit…started working with us in our hospital…I must 

say we have a good working relationship” (Happy Valley-Goose Bay participant). Overall, 

participants from all four communities believed positive, long-term relationships reduced conflict, 

established open communication, and facilitated the delivery of culturally sensitive care between 

(non-Indigenous) HCPs and Indigenous clients. They acknowledged that every community is 

different and thus carries unique characteristics that can positively or negatively influence how 

HCPs deliver care, as described by one provider:  

…every community has its own culture, has its own 

distinct…character in itself and I sure found over the years that 

when you’re trying to develop, you know, a palliative care 

program, provide palliative care services, you really need to be 

cognizant of those individual community characteristics and 

understanding how the community works. (Fort Frances 

participant)  

In considering their community’s Indigenous population, participants from all four 

communities highly regarded the importance of cultural competency during care delivery. 

However, participants struggled with long-standing knowledge and practice gaps around 

delivering culturally sensitive palliative care and felt that many Indigenous clients consequently 

‘fell through the cracks’. Oftentimes, participants felt that this lack of knowledge and awareness 

translated into a lack of respect for cultural traditions at end-of-life within their community: 

“…when a Native person dies or is in palliative care, some of their traditions I don’t think […] 
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our community respects a lot of their cultures, yeah, no I would say definitely it is an issue” 

(Lloydminster participant).  

Barriers in communication were also thought to prevent the delivery of culturally 

sensitive palliative care in the community. Although family caregivers who spoke local 

Indigenous language(s) were sometimes available to translate, providers noted that interpreters 

were not consistently available, at the time and place they were required:   

…many of the seniors that were coming in town who I would love 

to talk to didn’t speak any, any English languages, they spoke Cree 

or Ojibwa. If there was a family member there that was good, but 

very often there weren’t, and at the time we didn’t have 

interpreters and that was really sad. (Thompson participant) 

There was consensus across participants from all four communities that there is a need for 

local professional interpreters, who are available outside of regular business hours and who can 

not only help ensure that Indigenous clients understand the palliative care process but who can 

also help clients express their needs in their native tongue. Additionally, some participants 

stressed the importance of working alongside Indigenous community members to develop 

learning materials that are tailored to end-of-life customs and traditions of specific Indigenous 

clients. 

I think the hospital in Fort Frances has made it a priority to train 

and educate staff on cultural competencies and all of that because 

they recognize that that is needed, so they are working with some 

First Nations organizations to try to develop a I guess more 

training and materials around that for their staff because like I 

said a lot of First Nations elders do tend to die in the hospital there 

because they can’t be cared for at home. (Fort Frances 

participant) 

  Participants felt that the use of these resources in formal and informal palliative care 

training programs will help increase provider comfort in delivering culturally sensitive care, and 

will directly address the end-of-life needs Indigenous clients have identified. Interview 

participants also thought this kind of training would foster strong relationships between providers 

and their Indigenous clients, encouraging clients to ask questions, request services, and seek 
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clarification: “We try to just be active you know and go to their pow wows and establish 

relationships…especially in palliative care it’s so important to [be] locally based” (Fort Frances 

participant). 

4.3.2 Hospital environment 

Participants recognized that Indigenous traditions at end-of-life often require additional 

accommodation in hospital settings. While some participants believed that the hospital 

environment could adequately accommodate Indigenous requests, most participants believed 

hospitals, and more specifically palliative care rooms, were not conducive to large gatherings and 

traditional ceremonies, such as smudging:  

…this one is always the big issue in hospital, just accommodating 

the amounts of people. I mean when someone in a First Nations 

community is passing, not just their family but sort of the 

supporting clan comes in, you know… I’ve seen like you know 

thirty people that want to be around the bedside in the hospital 

room and, and that’s important for the family, but it also creates 

huge challenges for the, for the hospital. (Fort Frances 

participant) 

Arguably, many participants noticed that hospitals attempted to accommodate Indigenous 

traditions, which they perceived as acknowledging and respecting Indigenous customs at end-of-

life. They identified ‘success stories’, where their own hospitals have allowed Indigenous clients 

to practice their traditions on site, and believed this encouraged the delivery of culturally sensitive 

care and set a positive precedent for Indigenous accommodation in the future. Although, across 

the four communities, it was not uncommon for community hospitals to be ill-equipped for 

Indigenous traditions: 

It has been a while since anyone has smudged a room in the 

hospital with sweet grass because it sets off the smoke alarms. 

There was a room or there was a plan to modify one of the rooms 

with adequate venting but I’m not sure if that was done. 

(Thompson participant)  
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Another participant from Fort Frances also stated:  

I mean smudging sets off fire alarms you know or sprinkler 

systems, so but there certainly is accommodation made, most of 

our hospitals here many of them have a translator available, they 

have often a traditional, sort of a traditional healer…I mean 

certainly we’re just beginning many of those things and there’s a 

way to go, but there certainly is an awareness on the part of the 

hospital and an attempt to meet those, some of those cultural 

needs. (Fort Frances participant) 

In fact, cultural sensitivity was frequently mentioned when discussing accommodation, 

indicating that providers may equate the act of accommodating Indigenous clients with delivering 

culturally sensitive care: 

I know in the hospital in Goose Bay if they have somebody whose 

Innu and they’re passing away like they’re very culturally 

sensitive, they’ll let them set up their tents and things outside and 

do their cultural rituals if somebody is dying and like all the family 

and community come to the hospital when somebody passes… 

(Happy Valley-Goose Bay participant) 

This perspective may oversimplify the delivery of culturally sensitive care, given that 

most participants identified a larger issue impeding their ability to meet Indigenous needs at end-

of-life – a lack of knowledge: 

I know the staff at the hospital do not feel confident in providing 

culturally appropriate palliative and end-of-life care like they’re 

kind of unsure of what the customs are or traditions are or the 

values because of course it can differ from you know First Nations 

community to community as well even though they may be from the 

same region, slightly different language or traditions. And so I 

think care providers are reluctant to you know do something 

wrong or offend somebody or they’re just afraid to ask how to 

provide you know culturally sensitive care. (Fort Frances 

participant) 

In cases where hospital accommodation was not possible, participants took advantage of 

educational opportunities to develop solutions that meet Indigenous needs in a different way. In 

lieu of physical accommodation, efforts to train HCPs in how to culturally accommodate 

Indigenous hospital clients were frequently emphasized: 
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…I think the hospital in Fort Frances has made it a priority to train 

and educate staff on cultural competencies and all of that because 

they recognize that that is needed, so they are working with some 

First Nations organizations to try to develop a I guess more 

training and materials around that for their staff… (Fort Frances 

participant) 

Across the four communities, incremental efforts towards physical and cultural 

accommodation for hospitalized Indigenous clients were taking place. 

4.3.3 Home environment  

From providers’ perspectives, Indigenous clients preferred to receive palliative care at 

home rather than in the hospital or out-of-town. This was a common perspective among HCPs 

from all four communities, and was often discussed in tandem with barriers to home care 

delivery: 

The elders especially they like to keep them at home and if they, 

and if the request is made by one of the elders that ‘oh I want to 

stay home, I don’t want to go to the hospital’, they will do 

everything they can to keep them at home when they’re sick until 

of course their support system breaks down and then you know you 

try and get home supports in there and you can’t find the right, the 

right amount of home support. (Happy Valley-Goose Bay 

participant) 

In general, due to poor availability of human and physical resources across all four 

communities, the consistent provision of home care on reserves and within other Indigenous 

communities was limited. The distance between Indigenous communities and in-town health 

services (not available in Indigenous communities) has exacerbated the lack of home care and has 

placed pressure on clients to commute into the community or nearest city for specialist services. 

Given that family escorts were not always guaranteed, Indigenous families were often split apart 

when clients attempted to receive palliative care away from home: 

When we’re doing Medivac if the patient wasn’t too extremely 

serious I might get one family member on, but if it was a really 

serious case and needed a second person we weren’t able to bring 

them out so they would have to follow either by road or by plane 

to be with their loved ones. (Thompson participant)  
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Despite harbouring a strong desire to receive care at home, many Indigenous (and non-

Indigenous) clients decided to seek care in the hospital where they could be sure adequate 

palliative care could be delivered: “And so we have a lot of people who even though they would 

prefer to take their family member home, choose to stay in hospital because they know that 

there’s support there.” (Thompson participant). A few participants believed that clients who 

travelled to receive hospital care sometimes assumed they could not return home, even though 

participants felt home care, if coordinated effectively, could have been possible.  

Again, accommodation and cultural sensitivity were dominant themes among participant 

perspectives when discussing home care. Often, providing culturally sensitive care meant ‘going 

to them’. Some participants assumed HCPs residing in Indigenous communities, especially those 

who self-identify as Indigenous, were better equipped to provide culturally competent care than 

non-Indigenous HCPs practicing in-town. However, it was not uncommon for local HCPs to 

struggle to receive the physical and emotional support they needed to deliver appropriate 

palliative care for their client at home. 

Various initiatives have been implemented within all four communities that strive to 

provide palliative care at home for Indigenous clients. In Fort Frances, for example, participants 

have acknowledged the unique palliative home-care needs of surrounding Indigenous 

communities and are working towards providing additional resources to address them:  

We were talking about the northern reserves and palliative care 

and their needs you know and we were looking into the needs of 

the reserves for well for teaching for one thing and also for 

equipment, like you know a good bed or, or some of the resources 

you know that they could use. (Fort Frances participant) 

Providers from Happy Valley-Goose Bay suggested telehealth technology can be useful 

in bridging the ‘expertise’ gap between HCPs located in communities and neighbouring 

Indigenous communities, ultimately facilitating home care delivery: “Videoconferencing has 

made a big difference in one sense because you don’t have to travel you can still stay home.” 

(Happy Valley-Goose Bay participant). A home care program, developed by the First Nations 
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Inuit Health Branch21 and the Nunatsiavut Government22, with input from several local Inuit 

communities, has also been serving the community of Happy Valley-Goose Bay for over 12 

years. It is a strong example of local-federal collaboration in action, a future goal one participant 

from Thompson has recommended: “I think the people that are directly involved, both 

professional and volunteer and family, can make representations to the hospital board or the 

politicians to look favourably on increasing the services that they’re lacking here and on the 

reserves.” (Thompson participant). 

In the meantime, one Lloydminster participant suggested that effective coordination of 

resources available in town can help meet the needs of those residing in Indigenous communities: 

“We have actually two sets of physicians who go out to the reserves on a regular basis and do 

clinics there.” (Lloydminster participant). Clearly participants are eager to identify available 

physical and virtual resources in their communities to more effectively identify resources gaps, 

develop relevant solutions, and ultimately deliver Indigenous palliative care where they prefer - at 

home.   

4.4 Discussion 

Our findings suggest HCP perspectives on barriers to palliative care delivery among rural 

Indigenous peoples were unique to community, hospital, and home environments. Participants 

from all four communities were aware of local Indigenous peoples in the community and, as a 

result, attempted to respect their cultural preferences. They fostered a desire to provide culturally 

sensitive care, yet often felt uncomfortable treating Indigenous clients due to limited resources 

and training in cultural competency. Participants also acknowledged attempts to accommodate 

                                                           
21 The First Nations Inuit Health Branch, under the jurisdiction of Health Canada (federal government), 

provides health services (e.g. primary health services, as well as drug and dental services) for First Nations 

and Inuit peoples in Canada (Health Canada, 2013).    
22 The Nunatsiavut Government is the first Inuit-led government in Canada and was created through 

provisions stipulated in the Labrador Inuit Land Claims Agreement. The government has the authority to 

make laws in various areas including health, education, and culture, among others, concerning the 

Nunatsiavut region (Nunatsiavut Government, n.d.). 
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Indigenous ceremonies at end-of-life in hospital settings. Despite these efforts, contrasting 

opinions concerning hospital suitability for Indigenous palliative care suggest barriers to 

accommodation are still prevalent in these environments. Finally, most participants believed that 

Indigenous clients, if given the choice, preferred receiving palliative care at home. However, 

delivering home care in Indigenous communities often depended on the availability of equipment 

and human resources, which could vary between seasons and communities. Evidently 

community, hospital, and home contexts, acting independently or collectively, can prevent HCPs 

from delivering culturally sensitive palliative care among rural Indigenous peoples.  

In the community environment, study participants from all four communities were aware 

of and acknowledged the local Indigenous population. This was not the case, however, for 

participants interviewed by Castleden and colleagues (2010) in the pilot study, where 

participants’ data revealed that there was generally poor visibility (or awareness) of Indigenous 

peoples in their communities, despite an increase in Indigenous self-identification at the time. 

While participants in our study identified a need for more educational resources, most 

acknowledged their attempt to deliver culturally sensitive care for Indigenous peoples. However, 

it is possible that the delivery of culturally-sensitive care may be hindered where cultural 

sensitivity resources are absent or when HCPs do not distinguish between the different cultural 

preferences, beliefs, and identities of their clients. To improve Indigenous palliative care delivery, 

additional training opportunities in cultural sensitivity for medical students and professionals, for 

health care specifically among Indigenous peoples, has been suggested by Castleden and 

colleagues (2010) and is well documented in the literature (Browne & Varcoe, 2006; Ly & 

Crowshoe, 2015; Romanow, 2002; Smylie, 2000). In fact, Johnston and colleagues (2012), along 

with some of our participants, suggest HCPs who may or may not be Indigenous themselves, 

should not only understand how to treat each Indigenous client with dignity, and consider their 

specific cultural values, beliefs, and experiences when delivering care; but also learn about the 
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historic and systemic colonial legacies that have perpetuated racism, discrimination, and 

Indigenous health inequities, in order to deliver appropriate care.  

Over the years, palliative care researchers have documented challenges/barriers to 

accommodating Indigenous traditions at end-of-life in hospital settings as well (Kelly et al., 2009; 

McGrath, 2007). Furthermore, these traditions can vary between, and within, Indigenous groups, 

which suggests that an accommodation solution that works for one family may not necessarily 

work for another. In considering hospital infrastructure that was permanent or difficult to modify 

to meet Indigenous needs, our participants looked for alternative solutions to accommodate 

clients. Castleden and colleagues (2010) stated that their participants attempted to ‘make do’ and 

integrate available hospital resources into their palliative care practice, despite limitations to care 

delivery. Our participants adopted similar practices but seemed to also characterize 

accommodation as an important component integral to the delivery of culturally sensitive care. 

This perspective complements the access to health care model proposed by Penchansky and 

Thomas (1981), which situates accommodation as one of five dimensions of access, the others 

being: affordability, availability, acceptability, and (geographic) accessibility. This perspective 

also highlights the need for an increase in palliative care awareness among HCPs, where 

additional initiatives facilitating palliative care knowledge/education, communication, and 

coordination may help improve the delivery of culturally sensitive care (see Chapter 3). Past 

experiences of racism and marginalization have made accessing culturally safe palliative care in 

hospital environments difficult for Indigenous peoples (Tang & Browne, 2008; Tang, Browne, 

Mussell, Smye, & Rodney, 2015). To challenge the status quo, non-Indigenous HCPs must be 

willing to reflect on their own personal opinions (e.g., preconceived notions) towards Indigenous 

peoples, and tackle any accommodation issues that might exist (e.g. small hospital rooms, fire 

alarms, etc.) with ‘outside the box’ solutions (e.g. traditional tents set up on hospital grounds), to 

attempt to facilitate a culturally appropriate end-of-life experience for Indigenous clients. 



 

 
 

112 

There is also resounding agreement, internationally and in Canada, that many Indigenous 

peoples (as well as many non-Indigenous peoples too) prefer to receive palliative care at home 

(Hotson et al., 2004; McGrath, Holewa, & Kail-Buckley, 2007; McGrath, 2007; 2010). Unlike 

hospital settings, home environments may be more suitable for accommodating traditional end-

of-life ceremonies, as well as visits from family, friends, and community members to palliative 

Indigenous clients. At home, Indigenous peoples can also create and reinforce personal 

connections to their homeland and traditional territory (Castleden et al., 2009). Furthermore, 

Greenwood and de Leeuw (2007) argue that “the health and well-being of Indigenous [peoples], 

their communities, and ultimately their nations arise from this connection with the land (p. 49)”. 

This may suggest that home settings can facilitate a ‘good death’ for Indigenous people who are 

able to reconnect to the land in their peoples’ traditional territory before passing away. 

Unfortunately, the provision of home care is not always possible in rural settings due to 

limitations in community resources (Kaufert, 1999; McGrath, 2006), a challenge both our 

participants and those from the Castleden and colleagues study (2010) confirmed as well. 

Although poor resource availability restricted where HCPs could deliver palliative care, 

participants from our study and the Castleden and colleagues study (2010) believed that it was 

more important to give Indigenous clients the opportunity to choose their ideal location for 

receiving palliative care. Providing a choice may allow Indigenous clients to exercise their 

autonomy, maintain their dignity, and express their palliative care expectations throughout the 

dying process and at death.  

4.4.1 Implications for service providers 

It is crucial that HCPs in rural communities move beyond simply acknowledging the 

presence of Indigenous peoples in their community, towards understanding the destructive impact 

colonialism has had on Indigenous health and how this affects their palliative care practice among 

these groups. It is within this context that HCPs can more easily identify negative Indigenous 
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stereotypes perpetuated, intentionally or unintentionally, through personal, administrative, or 

systemic actions. Introducing content featuring historical, biological, and sociocultural 

representations of Indigenous health and wellbeing, their connection to the natural environment, 

as well as cultural competency and sensitivity material during medical training, can provide 

future HCPs with the tools and resources they need to deliver palliative care appropriate for 

Indigenous clients. In cases where HCPs are unable to acquire further training, 

telecommunication technology should be used to help transfer palliative care knowledge between 

HCPs practicing in different health care settings. Establishing strong and effective lines of 

communication between providers can improve access to palliative home care in communities 

where physical and/or human resources are inadequate. To enact change on a broad scale, 

existing and future palliative care policies should be Indigenous-led and community specific, and 

strive to incorporate these education and communication strategies on a regional level.  

4.5 Conclusion 

Understanding barriers and suggestions for improving Indigenous palliative care delivery 

within the context of different palliative care environments can help determine whether HCPs are 

effective at providing appropriate and acceptable services for rural Indigenous peoples. Providers 

should strive to be aware of specific Indigenous groups’ traditions at end-of-life, while remaining 

attentive to individual preferences and expectations. Ideally, improvements in delivering 

culturally sensitive care should be reflected in community, hospital, and home environments and 

be tailored to each setting accordingly. The suggestions for improvement shared in this article to 

past and present barriers to care in different palliative care environments are intended to help 

cultivate HCPs who carry knowledge with respect to Indigenous histories and traditions, who are 

capable of administering culturally sensitive care, and who are effective communicators and 

advocates of Indigenous palliative care in the future. 
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Chapter 5 

Quantitative Results  

5.1 Introduction 

This chapter presents quantitative results exploring the association between Indigenous 

identity and health care service use. These supplementary results serve to complement my 

qualitative findings, which are the primary focus of this thesis research. The quantitative results 

include descriptive and multivariate analyses utilizing data from three cycles (2012, 2013, 2014) 

of the Canadian Community Health Survey (CCHS). First, the demographic characteristics of this 

weighted Canadian sample are dichotomized into Indigenous and non-Indigenous categories, and 

are presented as period estimates (cycles 2012 – 2014 combined) and as individual cycle 

estimates. Next, period and individual cycle prevalence estimates for primary outcome measures 

(i.e. short- and long-term health care service use) are presented by geographic region (i.e. Canada, 

provinces, territories). Finally, Canadian prevalence estimates for secondary outcome measures 

(i.e. reasons for unmet health care needs) are presented, followed by multiple logistic regression 

estimates for primary outcome measures according to geographic region. Regional comparisons 

between prevalence and logistic regression estimates are also provided where appropriate. 

5.2 Demographic characteristics of study population: Cycle 2012, 2013, 2014, and 

cycle 2012-2014 period 

In the Table below (Table 5.1), I present descriptive statistics describing the demographic 

characteristics of the study population, by Indigenous and non-Indigenous identity. Across cycles, 

it is evident that both Indigenous and non-Indigenous respondents largely resided in the provinces 

than the territories, although among territorial residents, a greater proportion of Indigenous 

respondents were identified than non-Indigenous respondents. There was also an equal 

representation of males and females between cycles and identities in this study population. 
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Additionally, Indigenous respondents as a group tended to be younger than non-Indigenous 

respondents, as well as be single/never married, have less (academic) education, and lower 

household income, although the gap between the two groups seems to vary from cycle to cycle. 

For health determinant variables, a greater proportion of Indigenous respondents were physically 

active, daily smokers, and occasional or abstinent drinkers, whereas a greater proportion of non-

Indigenous respondents were physically inactive, non-smokers, and regular drinkers. Overall, the 

majority of Indigenous and non-Indigenous respondents across all three cycles perceived their 

health to be good or very good. 
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Table 5.1 Demographic characteristics of study population: Cycle 2012, 2013, 2014, and Cycle 2012-2014 period23 

 
Period Estimate  

(2012-2014) 
Cycle 2012 Cycle 2013 Cycle 2014 

 
Indigenous  

(N=918349) 

Non-

Indigenous 

(N=17494724) 

Indigenous 

(N=286226) 

Non- 

Indigenous 

(N=5732949) 

Indigenous 

(N=286417) 

Non- 

Indigenous 

(N=5781811)  

Indigenous 

(N=345706) 

Non- 

Indigenous  

(N=5979964) 

 % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) 

Geographic Demographics        

Location of Residence        

Province 93.5 (3.5) 99.8 (1.1) 94.9 (6.3) 99.8 (1.5) 92.4 (4.8) 99.8 (1.6) 93.2 (6.0) 99.8 (1.6) 

Territory 6.5 (7.7) 0.2 (4.2) 5.1 (7.0) 0.2 (6.0) 7.6 (10.9) 0.2 (5.8) 6.8 (8.6) 0.2 (5.7) 

Population Demographics        

Sex         

Male 49.6 (4.2) 50.5 (1.3) 53.3 (8.3) 51.0 (1.9) 47.9 (6.5) 49.8 (1.9) 48.0 (6.4) 50.7 (2.0) 

Female  50.4 (4.5) 49.5 (1.2) 46.7 (8.2) 49.0 (1.9) 52.1 (5.8) 50.2 (1.8) 52.0 (8.3) 49.3 (1.9) 

Age         

18 – 29 23.6 (6.4) 15.6 (2.2) 23.0 (13.3) 16.5 (3.4) 25.3 (9.0) 15.3 (3.4) 22.6 (9.0) 15.1 (3.4) 

30 – 39 17.5 (7.0) 14.2 (2.3) 20.7 (13.0) 14.0 (3.7) 17.2 (10.3) 14.2 (4.0) 15.2 (11.7) 14.5 (3.7) 

40 – 49 17.1 (7.0) 17.0 (2.7) 19.9 (13.7) 17.7 (4.0) 15.3 (12.4) 17.6 (4.1) 16.3 (10.5) 15.9 (4.0) 

50 – 59 21.2 (7.3) 22.5 (1.8) 19.3 (12.4) 22.0 (2.9) 19.3 (9.8) 22.6 (2.6) 24.3 (14.0) 22.8 (3.1) 

60 – 69 14.9 (5.5) 18.4 (1.6) 11.9 (11.5) 18.1 (2.6) 16.4 (10.6) 17.9 (2.7) 16.2 (9.5) 19.2 (2.4) 

70 – 79 4.4 (8.3) 8.9 (1.7) 4.0 (17.2)M 8.5 (2.9) 5.5 (13.2) 9.1 (2.8) 3.9 (12.8) 9.1 (2.7) 

80 + 1.3 (19.8)M 3.3 (2.7) 1.1 (23.8)M 3.2 (4.8) 1.0 (41.7) U 3.3 (4.6) 1.6 (24.2) M 3.3 (4.3) 

         

                                                           
23 Descriptions for study variables (geographic, population, socio-demographic, and health determinant) are provided in Appendix H. 
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Period Estimate  

(2012-2014) 
Cycle 2012 Cycle 2013 Cycle 2014 

 
Indigenous  

(N=918349) 

Non-

Indigenous 

(N=17494724) 

Indigenous 

(N=286226) 

Non- 

Indigenous 

(N=5732949) 

Indigenous 

(N=286417) 

Non- 

Indigenous 

(N=5781811)  

Indigenous 

(N=345706) 

Non- 

Indigenous  

(N=5979964) 

 % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) 

Socio-demographic Variables        

Marital Status         

Married 44.8 (4.4) 55.8 (1.2) 41.7 (8.7) 55.5 (1.9) 46.7 (6.3) 56.1 (1.8) 45.9 (6.9) 55.8 (2.1) 

Common-Law 19.2 (9.0) 14.7 (2.5) 21.2 (13.3) 15.1 (3.9) 16.5 (11.6) 14.1 (3.9) 19.7 (16.9) M 14.7 (3.8) 

Widowed 3.5 (12.5) 4.9 (2.5) 3.8 (25.1) M 5.0 (4.6) 3.9 (20.4) M 4.8 (3.7) 3.0 (13.5) 4.9 (3.7) 

Separated 3.2 (12.1) 2.7 (4.8) 2.6 (21.3) M 2.8 (8.8) 4.0 (19.4) M 2.5 (7.4) 3.2 (23.0) M 2.7 (8.5) 

Divorced 4.3 (11.4) 4.8 (3.4) 4.0 (24.4) M 4.3 (5.4) 5.2 (17.4) M 5.0 (6.0) 3.8 (19.4) M 4.9 (6.0) 

Single, never married 24.9 (5.7) 17.2 (2.1) 26.7 (11.9) 17.4 (3.3) 23.7 (8.0) 17.4 (3.3) 24.4 (9.1) 16.9 (3.2) 

Education         

Less than secondary school 

graduation  
23.2 (5.1) 17.7 (1.9) 19.5 (9.6) 17.8 (2.9) 28.1 (7.7) 17.6 (2.9) 22.1 (8.0) 17.8 (3.1) 

Secondary school graduation, 

no post secondary 
24.0 (6.0) 21.0 (1.9) 24.3 (13.0) 19.8 (3.4) 24.0 (9.5) 21.6 (3.1) 23.7 (8.7) 21.6 (2.9) 

Some post secondary 

education 
5.2 (9.4) 5.2 (3.6) 5.5 (17.5) M 5.7 (6.2) 4.8 (17.6) M 5.1 (5.8) 5.2 (19.2) M 4.6 (6.4) 

Post secondary certificate/ 

diploma or university degree  
47.7 (4.7) 56.1 (1.3) 50.6 (8.4) 56.7 (1.8) 43.2 (6.7) 55.7 (2.0) 49.0 (8.4) 56.0 (2.1) 

Household Income          

High 41.6 (4.6) 50.7 (1.4) 39.1 (9.2) 48.7 (2.3) 41.1 (7.3) 50.7 (2.2) 44.1 (7.2) 52.5 (2.3) 

High Middle  32.1 (5.8) 31.5 (1.4) 34.6 (9.5) 32.2 (2.3) 31.2 (7.9) 31.2 (2.2) 30.9 (10.9) 31.1 (2.3) 

Low Middle 16.4 (6.0) 13.8 (2.0) 15.4 (12.3) 14.5 (3.0) 18.1 (9.4) 14.1 (3.1) 15.8 (10.5) 12.8 (3.6) 

Low 9.9 (10.3) 4.1 (3.4) 10.8 (21.5) M   4.7 (5.9) 9.6 (13.5) 4.0 (5.9) 9.3 (14.9) 3.6 (5.5) 

Work Status†         

Had a job, at work last week 58.0 (4.3) 62.6 (1.4) 56.2 (7.0) 62.2 (2.0) 56.7 (5.8) 63.0 (2.1) 60.6 (8.3) 62.6 (2.2) 

Had a job, absent from work 

last week 
7.8 (10.7) 6.2 (3.6) 9.0 (19.8) M 6.1 (5.7) 6.1 (17.0) M 6.1 (5.8) 8.2 (16.6) M 6.3 (6.2) 

Did not have a job last week 29.2 (5.1) 28.1 (1.3) 28.0 (12.3) 28.6 (2.5) 32.9 (7.5) 27.5 (2.2) 27.0 (6.7) 28.2 (2.2) 

Permanently unable to work 5.0 (14.3) 3.1 (4.4) 6.8 (27.7) M 3.1 (6.7) 4.2 (23.6) M 3.4 (7.3) 4.2 (18.0) M 2.9 (8.2) 
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Period Estimate  

(2012-2014) 
Cycle 2012 Cycle 2013 Cycle 2014 

 
Indigenous  

(N=918349) 

Non-

Indigenous 

(N=17494724) 

Indigenous 

(N=286226) 

Non- 

Indigenous 

(N=5732949) 

Indigenous 

(N=286417) 

Non- 

Indigenous 

(N=5781811)  

Indigenous 

(N=345706) 

Non- 

Indigenous  

(N=5979964) 

 % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) 

Health Determinant Variables        

Physical Activity          

Active 32.8 (5.7) 28.4 (1.7) 32.9 (11.4) 28.0 (2.9) 36.3 (8.3) 28.4 (2.6) 29.8 (8.5) 28.9 (2.7) 

Moderately active 25.7 (6.5) 25.3 (1.7) 22.9 (10.6) 25.0 (2.7) 25.0 (9.0) 25.8 (2.7) 28.6 (12.1) 25.2 (2.8) 

Inactive 41.5 (4.2) 46.3 (1.3) 44.3 (8.2) 47.0 (2.1) 38.7 (6.3) 45.8 (2.1) 41.6 (7.1) 46.0 (2.3) 

Smoking Status          

Daily smoker 32.0 (5.7) 18.1 (2.1) 35.4 (11.5) 20.2 (3.1) 32.0 (8.3) 17.2 (3.3) 29.2 (7.9) 16.9 (3.9) 

Occasional smoker (former 

daily smoker) 
3.0 (12.0) 2.8 (4.6) 2.9 (19.7) M 2.9 (7.3) 2.6 (24.1) M 2.8 (8.9) 3.5 (17.7) M 2.6 (7.9) 

Always an occasional smoker 2.0 (15.6) 1.5 (5.6) 1.9 (27.3) M 1.5 (11.5) 2.5 (23.9) M 1.5 (9.6) 1.6 (30.1) M 1.4 (9.7) 

Former daily smoker 28.7 (5.4) 29.1 (1.4) 24.2 (10.0) 29.0 (2.5) 30.0 (7.5) 28.4 (2.3) 31.4 (11.0) 29.7 (2.3) 

Former occasional smoker 11.9 (7.6) 16.2 (2.1) 13.4 (13.4) 15.4 (3.3) 10.2 (13.1) 16.8 (3.2) 12.2 (11.8) 16.3 (3.5) 

Never smoked 22.3 (6.3) 32.4 (1.6) 22.3 (12.2) 31.0 (2.6) 22.6 (9.3) 33.2 (2.6) 22.0 (9.6) 33.0 (2.6) 

Alcohol Use         

Regular drinker 59.8 (4.2) 67.4 (1.3) 60.4 (8.4) 68.4 (1.9) 60.7 (5.6) 66.3 (1.8) 58.7 (7.1) 67.5 (2.0) 

Occasional drinker 19.0 (6.0) 16.3 (1.9) 18.8 (11.6) 15.7 (3.1) 19.3 (8.7) 16.6 (3.1) 18.8 (10.0) 16.7 (3.6) 

Did not drink in the last 12 

months  
21.2 (6.2) 16.2 (1.8) 20.8 (11.4) 15.9 (3.0) 20.0 (9.7) 17.1 (3.2) 22.5 (10.1) 15.8 (3.1) 

Perceived Health         

Poor  5.1 (11.7) 2.9 (4.5) 4.4 (22.1) M 2.6 (7.3) 5.4 (19.0) M 2.9 (7.2) 5.4 (19.2) M 3.1 (9.0) 

Fair 11.8 (7.4) 8.4 (2.3) 13.8 (15.4) 8.4 (3.8) 13.5 (10.8) 8.7 (4.0) 8.7 (11.0) 8.1 (3.6) 

Good  32.3 (5.0) 29.2 (1.5) 30.4 (10.3) 29.8 (2.4) 36.1 (7.6) 28.4 (2.5) 30.6 (7.9) 29.4 (2.6) 

Very good 35.4 (5.8) 40.3 (1.5) 36.6 (9.8) 40.4 (2.4) 30.6 (7.6) 40.4 (2.2) 38.4 (11.2) 40.0 (2.4) 

Excellent  15.4 (7.4) 19.3 (1.9) 14.7 (14.5) 18.8 (3.2) 14.3 (11.1) 19.5 (3.0) 16.9 (11.7) 19.5 (3.4) 
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Period Estimate  

(2012-2014) 
Cycle 2012 Cycle 2013 Cycle 2014 

 
Indigenous  

(N=918349) 

Non-

Indigenous 

(N=17494724) 

Indigenous 

(N=286226) 

Non- 

Indigenous 

(N=5732949) 

Indigenous 

(N=286417) 

Non- 

Indigenous 

(N=5781811)  

Indigenous 

(N=345706) 

Non- 

Indigenous  

(N=5979964) 

 % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) % (CV) 

Body Mass Index (BMI)         

Underweight 1.7 (23.2) M 1.9 (5.4) 2.2 (49.8) U 1.9 (9.5) 1.3 (35.0) U 2.1 (9.1) 1.6 (34.4) U 1.6 (9.7) 

Normal weight 36.9 (6.4) 39.4 (1.5) 37.9 (11.2) 39.9 (2.3) 34.6 (8.4) 39.4 (2.4) 38.0 (10.7) 38.9 (2.4) 

Overweight 35.2 (4.4) 35.7 (1.4) 34.2 (8.9) 35.8 (2.4) 36.9 (7.0) 35.4 (2.3) 34.5 (7.4) 35.8 (2.3) 

Obese – class 1 16.0 (6.1) 16.0 (2.0) 15.8 (12.8) 15.6 (3.1) 18.1 (10.0) 16.0 (3.2) 14.3 (9.7) 16.3 (3.3) 

Obese – class 2 6.8 (9.5) 4.9 (3.3) 5.9 (19.8) M 4.7 (6.1) 5.6 (16.6) M 5.0 (5.6) 8.5 (14.2) 5.0 (5.4) 

Obese – class 3  3.5 (16.8) M 2.2 (4.6) 4.0 (35.8) U 2.0 (8.4) 3.6 (19.5) M 2.1 (7.8) 3.0 (27.7) M 2.4 (7.6) 

         

CV: Coefficient of Variation; M: Marginal - Interpret with caution due to a high coefficient of variation; U: Unacceptable - These estimates do not meet Statistics 

Canada’s quality guidelines and, as a result, may be unreliable and invalid; † Approximately 10% of responses were missing.  
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5.3 Prevalence of primary outcome measures: Cycle 2012, 2013, 2014, and cycle 

2012-2014 period 

In the Table below (Table 5.2), I present prevalence estimates for primary outcome 

measures representing a combined survey cycle period (cycles 2012 – 2014) (see Figure 5.1). 

From 2012 to 2014, fewer Indigenous respondents visited a general practitioner, eye specialist, 

medical specialist, and dentist within the last 12 months compared to non-Indigenous 

respondents, whereas nurse visits were more prevalent among Indigenous respondents than non-

Indigenous respondents nationwide. Within the same period, unmet health care needs were 

significantly24 more prevalent among Indigenous respondents compared to non-Indigenous 

respondents and the prevalence of Indigenous respondents who had a regular medical doctor was 

significantly less than non-Indigenous respondents in Canada. Furthermore, there was a 

significantly greater prevalence of provincial Indigenous respondents with a regular medical 

doctor, and who had seen a general practitioner, however significantly lower prevalence of 

having seen a nurse compared to territorial Indigenous respondents. These circumstances can be 

at least partially understood with respect to the fact that many, if not most, reserve 

communities—especially in the territories—have nursing stations, with no permanent general 

practitioners on site. 

  

                                                           
24 All ‘significant’ differences between Indigenous and non-Indigenous respondents represent ‘statistically 

significant’ differences according to 95% confidence intervals. 
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Table 5.2 Prevalence of primary outcome measures: Cycle 2012-2014 period 

 CANADA PROVINCES  TERRITORIES Regional 

Comparison 

for 

Indigenous 

population
25 

 
Indigenous 
(N=918349)  

Non-

Indigenous 
(N=17494724) 

Indigenous 
(N=858478) 

Non- 

Indigenous 
(N=17456440) 

Indigenous 
(N=59872) 

Non- 

Indigenous 
(N=38284)  

 % (CV) % (CV) % (CV) % (CV) % (CV) % (CV)  

Health Care Utilization       

Long term**       

Yes 77.9 (3.6)* 87.1 (1.1) 81.9 (3.7)* 87.1 (1.1) 21.6 (10.5)* 56.3 (4.8) P > T 

Short term***       

General 

Practitioner 
74.5 (3.8) 76.1 (1.1) 76.1 (4.0) 76.1 (1.1) 51.0 (8.8)* 76.0 (4.9) P > T 

Eye specialist  35.5 (4.8)* 40.5 (1.3) 35.7 (5.1)* 40.5 (1.3) 33.5 (9.6) 36.6 (7.0) NS 

Medical 

Specialist 
26.7 (5.0)* 31.3 (1.5) 27.2 (5.3)* 31.3 (1.5) 20.4 (14.5) 22.8 (8.8) NS 

Nurse 19.1 (5.9)* 14.5 (2.0) 16.9 (6.9)* 14.4 (2.1) 51.1 (11.3)* 26.7 (9.6) P < T 

Dentist 53.6 (3.8)* 62.4 (1.3) 53.5 (4.1)* 62.4 (1.3) 55.3 (8.5) 59.4 (6.1) NS 

        

Unmet Health Care Needs       

Unmet health care needs***       

Yes 10.0 (9.2)* 6.8 (3.3) 9.8 (10.0)* 6.8 (3.3) 13.4 (13.2)* 8.4 (14.0) NS 

CV: Coefficient of Variation; *Statistically significant difference between Indigenous and non-Indigenous respondents, according to 

95% confidence intervals; ** Regular medical doctor; *** Within the last 12 months  
 

Figure 5.1 Prevalence of primary outcome measures: Cycle 2012-2014 period 

 
*Significant difference between Indigenous and non-Indigenous respondents, according to 95% confidence intervals 

                                                           
25 Statistically significant difference between provincial and territorial Indigenous survey respondents.  
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Tables 5.3, 5.4, and 5.5 present national primary outcome prevalence estimates for the 

three survey cycles (see Figure 5.2, 5.3, 5.4, 5.5, and 5.6). Table 5.3 presents national, provincial, 

and territorial primary outcome prevalence estimates for cycle 2012 (see Figure 5.2). The 

prevalence of unmet health care needs between Indigenous and non-Indigenous respondents were 

quite comparable, with non-Indigenous respondents having a slightly higher prevalence. This 

pattern continued among long- and short-term health care utilisation measures, where non-

Indigenous respondents had a higher prevalence of having a regular medical doctor, seeing an eye 

specialist, seeing a medical specialist, and seeing a dentist. The opposite was true for nurse visits, 

where Indigenous respondents had a higher prevalence compared to non-Indigenous respondents. 

Interestingly, both Indigenous and non-Indigenous respondents had the same prevalence of seeing 

a general practitioner in this cycle. Looking at patterns between provincial and territorial regions, 

it is evident that Indigenous respondents across the provinces had a significantly greater 

prevalence of having a regular medical doctor, seeing a general practitioner, and seeing a medical 

specialist compared to Indigenous respondents living in the territories, whereas Indigenous 

respondents across the territories had a significantly greater prevalence of seeing a nurse.   
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Table 5.3 Prevalence of primary outcome measures: Cycle 2012 

 CANADA PROVINCES  TERRITORIES Regional 

Comparison 

for 

Indigenous 

population
26 

 
Indigenous  
(N=286226) 

Non-

Indigenous 
(N=5732949) 

Indigenous 
(N=271710) 

Non- 

Indigenous 
(N=5720476) 

Indigenous 
(N=14517) 

Non- 

Indigenous 
(N=12473)  

 % (CV) % (CV) % (CV) % (CV) % (CV) % (CV)  

Health Care Utilization        

Long term**         

Yes 79.9 (6.9)* 87.4 (1.6) 83.1 (7.0)* 87.4 (1.6) 19.4 (15.2)* 53.0 (10.2) P > T 

Short term***        

General 

Practitioner 
75.8 (6.8) 75.8 (1.7) 76.9 (7.0) 75.8 (1.7) 56.4 (10.5)* 73.6 (7.8) 

P > T 

Eye specialist  37.1 (9.5) 40.0 (2.1) 37.3 (9.9) 40.0 (2.1) 33.2 (22.7) M 41.5 (14.5) NS 

Medical Specialist 28.8 (9.7) 31.7 (2.5) 29.5 (10.0) 31.7 (2.5) 16.5 (23.9) M 21.5 (16.9) M P > T 

Nurse 16.5 (10.3) 13.9 (4.1) 14.5 (12.1) 13.9 (4.1) 53.0 (12.8)* 26.5 (13.7) P < T 

Dentist 53.0 (7.4)* 61.8 (1.9) 52.8 (7.9)* 61.8 (1.9) 56.5 (12.0) 55.0 (9.8) NS 

Unmet Health Care Needs       

Unmet health care needs***       

Yes 4.3 (22.2) M 4.8 (6.1) 4.0 (24.7) M 4.8 (6.1) 10.5 (34.6) U 6.0 (25.8) M NS 

CV: Coefficient of Variation; NS: Not significantly different; *Significant difference between Indigenous and non-Indigenous respondents, 

according to 95% confidence intervals; **Regular medical doctor; *** Within the last 12 months 

 

Figure 5.2 Prevalence of primary outcome measures: Cycle 2012 

*Significant difference between Indigenous and non-Indigenous respondents, according to 95% confidence intervals 

                                                           
26 Statistically significant difference between provincial and territorial Indigenous survey respondents. 
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Table 5.4 presents national, provincial, and territorial primary outcome prevalence 

estimates for cycle 2013 (see Figure 5.3). In this cycle, the Indigenous prevalence estimate for 

unmet health care needs increased beyond the non-Indigenous estimate, which had neither 

increased nor decreased since cycle 2012. The prevalence of having a regular medical doctor was 

no longer equal between Indigenous and non-Indigenous respondents, with non-Indigenous 

respondents having a higher prevalence of having a regular medical doctor in this cycle. There 

were higher prevalence estimates for short-term health care utilisation measures among non-

Indigenous respondents as well, specifically for seeing a general practitioner, an eye specialist, a 

medical specialist, and a dentist. Once again, this was not the case for seeing a nurse, where 

Indigenous respondents had a higher prevalence estimate than non-Indigenous respondents. 

Between geographic regions, Indigenous respondents residing in the provinces had a significantly 

greater prevalence of having a regular medical doctor and seeing a general practitioner, but had a 

smaller prevalence of seeing a nurse, compared to Indigenous respondents residing in the 

territories.  
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Table 5.4 Prevalence of primary outcome measures: Cycle 2013 

 CANADA PROVINCES  TERRITORIES Regional 

Comparison 

for 

Indigenous 

population
27 

 
Indigenous 
(N=286417)  

Non-

Indigenous 
(N=5781811) 

Indigenous 
(N=264729) 

Non- 

Indigenous 
(N=5768180) 

Indigenous 
(N=21688) 

Non- 

Indigenous 
(N=13631)  

 % (CV) % (CV) % (CV) % (CV) % (CV) % (CV)  

Health Care Utilization       

Long term**        

Yes 76.9% (5.1)* 86.6% (1.6) 81.3 (5.2)* 86.7 (1.6) 23.0 (21.5)* M 57.4 (8.0) P > T 

Short term***        

General 

Practitioner 
71.6% (5.2)* 77.1% (1.7) 73.5 (5.4) 77.1 (1.7) 48.0 (15.0)* 77.4 (7.1) P > T 

Eye specialist  36. 7% (7.1) 40.4% (2.3) 37.1 (7.6) 40.4 (2.3) 31.7 (13.3) 30.6 (11.4) NS 

Medical 

Specialist 
26.2% (7.0)* 32.5% (2.4) 26.7 (7.5)* 32.5 (2.4) 21.2 (18.3) M 25.5 (12.9) 

NS 

Nurse 19.2% (9.8)* 14.8% (3.4) 16.4 (11.8) 14.8 (3.4) 53.1 (17.5)* M 27.2 (13.2) P < T 

Dentist 54.2% (5.8)* 62.1% (1.9) 54.3 (6.2)* 62.1 (1.9) 53.6 (9.8) 61.0 (8.5) NS 

Unmet Health Care Needs       

Unmet health care needs***       

Yes 6.9% (15.7)* 4.8% (6.4) 6.7 (17.2)* M 4.8 (6.4) 9.0 (25.3) M 4.5 (28.9) M NS 

CV: Coefficient of Variation; NS: Not significantly different; *Significant difference between Indigenous and non-Indigenous 

respondents, according to 95% confidence intervals; **Regular medical doctor; *** Within the last 12 months 

Figure 5.3 Prevalence of primary outcome measures: Cycle 2013 

 
*Significant difference between Indigenous and non-Indigenous respondents, according to 95% confidence intervals 

                                                           
27 Statistically significant difference between provincial and territorial Indigenous survey respondents.  
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Table 5.5 presents national, provincial, and territorial primary outcome prevalence 

estimates for cycle 2014 (see Figure 5.4). The prevalence of unmet health care needs among 

Indigenous and non-Indigenous respondents significantly increased from cycle 2013 prevalence 

estimates, however Indigenous respondents continued to have a higher prevalence estimate 

compared to non-Indigenous respondents. Prevalence estimates for having a regular medical 

doctor and for seeing a general practitioner increased from cycle 2013 estimates to levels 

comparable to those showcased in cycle 2012. Patterns observed among prevalence estimates for 

seeing an eye specialist, medical specialist, nurse and dentist in cycle 2012 and 2013 remained in 

cycle 2014, albeit with a few exceptions: a slight decrease in Indigenous prevalence estimates for 

all short-term health care utilisation estimates, and an increase in nurse prevalence estimates since 

cycle 2013.  

Table 5.5 Prevalence of primary outcome measures: Cycle 2014  

 CANADA PROVINCES  TERRITORIES Regional 

Comparison 

for 

Indigenous 

population
28 

 
Indigenous 
(N=345706)  

Non-

Indigenous 
(N=5979964) 

Indigenous 
(N=322039) 

Non- 

Indigenous 
(N=5967784) 

Indigenous 
(N=23667) 

Non- 

Indigenous 
(N=12180)  

 % (CV) % (CV) % (CV) % (CV) % (CV) % (CV)  

Health Care Utilization       

Long term**         

Yes 77.2% (6.3)* 87.2% (1.7) 81.3 (6.4)* 87.3 (1.7) 21.6 (14.0)* 58.5 (7.5) P > T 

Short term***        

General 

Practitioner 
75.7% (6.9) 75.4% (1.8) 77.6 (7.2) 75.4 (1.8) 50.4 (11.2)* 76.8 (6.9) 

P > T 

Eye specialist  33.2% (7.7)* 41.1% (2.1) 33.1 (8.2)* 41.1 (2.1) 35.3 (10.6) 38.3 (10.5) NS 

Medical 

Specialist 
25.4% (8.8) 29.85% (2.5) 25.7 (9.3)* 29.9 (2.5) 22.2 (19.9) M 21.2 (14.0) 

NS 

Nurse 21.3% (9.4)* 14.6% (3.5) 19.4 (11.0)* 14.6 (3.5) 48.1 (13.1)* 26.3 (14.6) P < T 

Dentist 53.6% (6.6)* 63.2% (2.0) 53.4 (7.0)* 63.2 (2.0) 56.1 (10.8) 62.2 (8.3) NS 

Unmet Health Care Needs       

Unmet health care needs***       

Yes 17.3% (12.1)* 10.7% (4.9) 17.2 (12.9)* 10.7 (4.9) 19.2 (15.7) 15.1 (18.5) M NS 

CV: Coefficient of Variation; NS: Not significantly different; *Significant difference between Indigenous and non-Indigenous 

respondents, according to 95% confidence intervals; **Regular medical doctor; ***Within the last 12 months 

 

 

                                                           
28 Statistically significant difference between provincial and territorial Indigenous survey respondents.  
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Figure 5.4 Prevalence of primary outcome measures: Cycle 2014 

 
*Significant difference between Indigenous and non-Indigenous respondents, according to 95% confidence intervals  

 

Figure 5.5 and 5.6 present national Indigenous and non-Indigenous primary outcome 

prevalence estimates between cycles 2012, 2013, and 2014. Displaying the data in this way 

facilitates the detection of differences between cycles and Indigenous identity. Among Indigenous 

respondents, the prevalence of unmet health care needs significantly increased from cycle 2013 to 

cycle 2014, while prevalence estimates for having a regular medical doctor, seeing a general 

practitioner, and seeing a dentist remained stable between 2012 and 2014. It is evident that there 

was a decreasing prevalence over the three years for seeing an eye specialist and medical 

specialist, whereas an increasing prevalence for seeing a nurse was apparent. Figure 5.6, which 

explores yearly cycle prevalence estimates for non-Indigenous respondents, showcases a similar 

spike in the prevalence of unmet health care needs. Further, prevalence estimates for the 

remaining primary outcome measures remained stable between cycle 2012 and cycle 2014. 
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Figure 5.5 Prevalence of primary outcome measures among Indigenous respondents: Cycle 2012, 

2013, 2014 

 
*Significant difference between at least two survey cycles, according to 95% confidence intervals 

 

Figure 5.6 Prevalence of primary outcome measures among non-Indigenous respondents: Cycle 

2012, 2013, 2014 

 
*Significant difference between at least two survey cycles, according to 95% confidence intervals 
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5.4 Prevalence of secondary outcome measures: Cycle 2012-2014 period 

Table 5.6 presents reasons for unmet health care needs (secondary outcome measures) as 

declared by Indigenous and non-Indigenous respondents within Canada during the cycle period of 

2012 to 2014 (see Figure 5.7). According to the five dimensions of access, a greater proportion of 

Indigenous respondents identified affordability, acceptability, and accessibility as reasons for not 

receiving care, whereas a greater proportion of non-Indigenous respondents identified 

accommodation and availability as reasons. In other words, a greater proportion of Indigenous 

respondents stated they had an unmet health care need due to cost (11.6% vs. 11.5%), believing 

care would be inadequate (6.6% vs. 3.9%), and unavailability in the area (20.6% vs. 11.8%), 

whereas a greater proportion of non-Indigenous respondents identified inconvenient hours (14.0% 

vs. 12.1%) and long waiting times (34.4% vs. 25.9%) as reasons.  

Table 5.6 Prevalence of secondary outcome measures: Cycle 2012-2014 period 

 CANADA 

 
Indigenous  
(N=91662) 

Non-Indigenous 
(N=1190934) 

 % (CV) % (CV) 

Reasons for Unmet Health Care Needs29   

Not available in area 20.6% (23.1) M 11.8% (9.1) 

Not available at time required 12.1% (26.3) M 14.0% (7.0) 

Wait time 25.9% (15.2) 34.4% (5.6) 

Inadequate 6.6% (29.0) M 3.9% (14.2) 

Cost 11.6% (25.4) M 11.5% (13.4) 

Too busy 6.4% (35.2) U 6.4% (13.1) 

Didn’t get a chance 10.1% (31.7) M 5.6% (11.3) 

Didn’t seek care 5.4% (27.2) M 8.2% (9.4) 

Not necessary 6.5% (32.1) M 6.2% (12.0) 

Other  21.8% (15.9) 22.8% (6.0) 

CV: Coefficient of Variation; M: Marginal - Interpret with caution due to a high coefficient of variation;  

U: Unacceptable - These estimates do not meet Statistics Canada’s quality guidelines and, as a result, may 

be unreliable and invalid 

  

                                                           
29 It is unlikely the list of reasons for unmet health care needs provided in the CCHS is representative of all 

barriers to health care accessibility experienced by First Nations, Metis, and Inuit peoples.  
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Figure 5.7 Prevalence of secondary outcome measures: Cycle 2012-2014 period 

 

5.5 Multiple logistic regression for primary outcome measures: Cycle 2012-2014 

period 

Table 5.7 presents multiple logistic regression estimates (odds ratios) for primary 

outcome measures from the cycle 2012 – 2014 period. Effect modification by geographic region 

was not shown for unmet health care needs, eye specialist, and medical specialist outcomes, 

therefore national regression estimates were computed for these primary outcome measures (see 

Figure 5.8). Nationwide, the odds of Indigenous respondents having unmet health care needs 

were greater than non-Indigenous respondents, however this association was not statistically 

significant (OR: 1.24, 95% CI: 1.00, 1.55). Although there was no association between 

Indigenous identity and seeing an eye specialist, the odds of seeing a medical specialist for 

Indigenous respondents was significantly lower than the odds for non-Indigenous respondents.  
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Table 5.7 Multiple logistic regression estimates for primary outcome measures: Cycle 2012 – 2014 period 

Outcome Measures 
Pooled30  

(OR, 95% CI) 
Provinces30 

(OR, 95% CI) 

Territories30 

(OR, 95% CI) 

Unmet Health Care Needs  

Indigenous vs Non-Indigenous  1.24 (1.00, 1.55) 1.24 (0.98, 1.55) 1.40 (0.85, 2.33) 
    

Long term Utilization: Regular Medical Doctor   

Indigenous vs Non-Indigenous  N/A31 0.74 (0.63, 0.88) 0.21 (0.14, 0.30) 
    

Short term Utilization: General Practitioner 

Indigenous vs Non-Indigenous  N/A31 1.14 (0.96, 1.35) 0.37 (0.25, 0.55) 
    

Short term Utilization: Eye specialist  

Indigenous vs Non-Indigenous  0.99 (0.86, 1.14) 0.98 (0.85, 1.14) 1.41 (0.87, 2.27) 
    

Short term Utilization: Medical Specialist  

Indigenous vs Non-Indigenous  0.80 (0.70, 0.91) 0.80 (0.70, 0.91) 0.74 (0.42, 1.31) 
    

Short term Utilization: Nurse 

Indigenous vs Non-Indigenous  N/A31 1.06 (0.90, 1.25) 1.87 (1.14, 3.06) 
    

Short term Utilization: Dentist  

Indigenous vs Non-Indigenous  N/A31 0.79 (0.68, 0.92) 1.38 (0.93, 2.03) 
    

Figure 5.8 Multiple logistic regression estimates for primary outcome measures: Cycle 2012 – 

2014 period for Canadian national population32 

 
*Statistically significant, 95% confidence intervals do not cross 1.00 

                                                           
30 Adjusted variables: age, sex, marital status, education, household income, work status, physical activity, 

smoking status, alcohol use, perceived health, and body mass index (BMI). 
31 Interaction term was significant (effect modification by geographic location was present), therefore a 

pooled regression estimate was not computed.  
32 Adjusted variables: age, sex, marital status, education, household income, work status, physical activity, 

smoking status, alcohol use, perceived health, and body mass index (BMI). 

Period estimate (Cycles 2012- 2014) - Primary outcome measures 
(Canadian national population) 
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Additionally, odds ratio estimates for primary outcome measures were stratified by 

provincial and territorial respondents and calculated separately (see Figure 5.9 and 5.10). Within 

both geographic regions Indigenous respondents had greater odds of having unmet health care 

needs and seeing a nurse, compared to non-Indigenous respondents, as well as greater odds of 

seeing an eye specialist when specifically comparing territorial Indigenous respondents to 

territorial non-Indigenous respondents. Indigenous respondents had lower odds of having a 

regular medical doctor and seeing a medical specialist compared to non-Indigenous respondents 

within the provinces and territories as well. Interestingly, there were contrasting odds ratio 

estimates for two primary outcome measures: seeing a general practitioner and a dentist. 

Compared to non-Indigenous respondents, Indigenous respondents had greater odds of seeing a 

general practitioner if they resided in a province, but significantly lower odds if they resided in a 

territory. Indigenous respondents also had greater odds of seeing a dentist in the territories and 

significantly lower odds in the provinces, compared to non-Indigenous respondents. Although 

outside the scope of this thesis, additional research is warranted to further explore these 

seemingly conflicting odds ratio estimates in greater detail and determine if these findings 

correlate with various Indigenous and non-Indigenous health outcomes and/or patterns in service 

utilization.  
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Figure 5.9 Multiple logistic regression estimates for primary outcome measures: Cycle 2012 – 

2014 period for Canadian provincial population33 

 
*Statistically significant, 95% confidence intervals do not cross 1.00 

Figure 5.10 Multiple logistic regression estimates for primary outcome measures: Cycle 2012 – 

2014 period for Canadian territorial population34

 
*Statistically significant, 95% confidence intervals do not cross 1.00 

                                                           
33 Adjusted variables: age, sex, marital status, education, household income, work status, physical activity, 

smoking status, alcohol use, perceived health, and body mass index (BMI). 
34 Adjusted variables: age, sex, marital status, education, household income, work status, physical activity, 

smoking status, alcohol use, perceived health, and body mass index (BMI). 
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Chapter 6 

Discussion and Conclusion 

6.1 Introduction 

The purpose of this thesis was to explore the HCP perspective on barriers to delivering 

palliative care and their solutions, among Indigenous and non-Indigenous peoples in Canada. 

Using qualitative research methods, this thesis first explored the barriers to delivering rural 

palliative care according to the five dimensions of access and a new sixth dimension: 

‘awareness’. Next, the barriers to delivering rural palliative care among Indigenous peoples 

within three different palliative care environments – the community, the hospital, and the home – 

were explored. Finally, using quantitative research methods, a supplementary statistical analysis 

was conducted investigating the association between Indigenous identity (exposure), short- and 

long-term health care service use (primary outcome measure), unmet health care needs (primary 

outcome measure), as well as the reasons for unmet health care needs (secondary outcome 

measure) in order to better understand the barriers to (general) health care services. Major 

findings from each of these analyses, along with their interpretation, are discussed below.    

6.2 Key Findings and Interpretation  

6.2.1 Palliative care awareness  

Major Finding #1: Inadequate palliative care knowledge/education, communication, and 

coordination may hinder palliative care awareness, and ultimately, impede palliative care 

delivery in rural settings 

In this study, participants identified various barriers to palliative care delivery within 

their rural communities and suggested solutions for addressing them. Upon thematically 
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analyzing their perspectives using Penchansky and Thomas’ (1981) five dimensions of access, 

along with Saurman’s (2016) newly proposed sixth dimension – awareness – it became evident 

that cited barriers aligned with three key themes: palliative care knowledge/education, 

communication, and coordination. Interviewed HCPs recognized that they lacked the palliative 

care knowledge/education they needed to deliver high-quality care when requested, either due to 

an inadequate prioritization of palliative care initiatives in their community, limited access to 

palliative care resources, and/or infrequent, if any, palliative care training sessions. Effective 

communication between HCPs, their patients, and the health care administration was highly 

regarded among participants. However, many stated that inadequate feedback and conflict 

between providers, discomfort in discussing palliative care with patients, and miscommunication 

between community stakeholders and administration often prevented the effective delivery of 

palliative care. Furthermore, participants found it difficult fulfilling the palliative care needs of 

their patients when palliative care services and programs were not efficiently coordinated in their 

community. The barriers to knowledge, communication, and coordination efforts within rural 

communities, as perceived by HCPs, suggest that palliative care awareness is integral to 

facilitating palliative care delivery in these settings.  

Similar barriers to care have also been cited in previous rural palliative care studies. The 

call for additional palliative care training and education is commonly found within the literature, 

indicating that this has been an important, yet largely unresolved, need for several years (Arnaert, 

Seller, & Wainwright, 2009; Barnabé & Kirk, 2002; Carstairs & Beaudoin, 2000; Wilson et al., 

2006). Kelley, Sellick, and Linkewich (2003) posit that the root issues fueling this absence of 

education, particularly in rural areas, are barriers such as geographic isolation; costs; lack of time, 

equipment, and computer technology skills; as well as inadequate library access and Internet 

infrastructure. Interestingly, many of these barriers point to issues that resonate with the five 

dimensions of access, and seem to reinforce the idea that these dimensions, along with the 

components of ‘awareness’ are interconnected and interdependent. This is also evident when 
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examining barriers to HCP communication discussed in the palliative care literature. Arnaert and 

colleagues (2009) found that rural nurses delivering palliative care in patient homes perceived 

communication between colleagues as sometimes fragmented and haphazard. While other studies 

also observed inconsistent communication between providers and patients (Duggleby et al., 2011; 

Kelly et al., 2009), Wilson and colleagues (2009) noted that rural communities can foster an 

environment where information flows quickly and freely between stakeholders and this can be 

considered a positive attribute of ‘unstructured’ communication. Strong connections can also be 

made between communication and the coordination efforts of palliative HCPs in rural 

communities, as suggested by Pesut, Robinson, and Bottorff (2014) who noted that when roles 

and responsibilities were poorly communicated, the chances for “fragmented care, power 

struggles, and gaps in service” increased (Pesut et al., 2014, p. 136). As captured in my study, 

Pesut and colleagues (2014) also recognized the tensions that sometimes arise between rural 

providers and the regional health authority, which can lead to a breakdown in communication and 

coordination efforts. In fact, a shift from a ‘top-down’ to a ‘bottom-up’ approach to palliative care 

delivery may be in order, as exemplified through the work by Gaudet, Kelley, and Williams 

(2014) who examined rural interprofessional collaboration in providing palliative care within four 

communities and found that “each community decided on their own unique process with respect 

to how to coordinate their efforts” (Gaudet et al., 2014, p. 6). Although not necessarily 

conceptualized using the three distinct yet connected elements discussed in this thesis work, 

‘awareness’ seems to be a consistent undertone within most, if not all, studies exploring barriers 

to palliative care delivery. Additional research highlighting the role awareness can play in 

hindering (if absent among HCPs) or enhancing (if knowledge, communication, and coordination 

initiatives are encouraged) palliative care delivery is necessary if appropriate solutions are to be  

developed.    
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Major Finding #2: Awareness is an appropriate sixth dimension to add to Penchansky and 

Thomas’ five dimensions of access framework 

In collectively considering the palliative care knowledge/education, communication, and 

coordination barriers to palliative care delivery, it is clear palliative care awareness can help 

determine how palliative care is delivered in rural settings. These findings contribute to 

Saurman’s efforts towards seeing a sixth ‘awareness’ dimension added to the original five 

dimensions of access framework from Penchansky and Thomas, and applied to future 

accessibility studies (both within and beyond palliative care). My study indicated that palliative 

care awareness and the original five dimensions are connected by suggesting palliative care 

initiatives that attempt to enhance palliative care awareness through knowledge/education (i.e. 

training and education), communication (i.e. between HCPs, patients, and administration), and 

coordination (i.e. within and between communities) may help address barriers in palliative care 

affordability, (geographic) accessibility, accommodation, availability, and acceptability. 

Furthermore, in considering the unique nature of each rural community it is possible that progress 

in palliative care access within the five dimensions may not be possible without an intentional, 

organized, and informed awareness of the state of palliative care delivery in these communities.  

Indeed, Saurman, the first and—to date— only researcher to publish an argument 

supporting the inclusion of ‘awareness’ as a permanent sixth dimension, proposes that awareness 

should be “…applied whenever using the theory to develop, implement, or evaluate health care 

services and understand issues of access more generally” (Saurman, 2016, p. 38). Two of the 

three key themes identified through participant perspectives have also aligned with Saurman’s 

understanding of awareness, and what it means when it is appropriately utilized. He states that 

communication and knowledge, when used together, can help enhance awareness of health care 

services for both patients and providers (Saurman, 2016). For instance, if applying Saurman’s 

concepts in the context of this thesis research, providing information to providers and their 
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patients on what palliative care is, when it is provided, as well as where and how to access 

services, is one effective way to ensure patient needs are met using ‘knowledge’ and 

‘communication’ strategies.  

Other studies and researchers, outside of the palliative care context, have also expressed a 

need for health care access initiatives to incorporate aspects, in part or in whole, of awareness 

(Rix, Barclay, Wilson, Stirling, & Tong, 2013; Saurman, Johnston, Hindman, Kirby, & Lyle, 

2014; Saurman et al., 2015). For example, Don Nutbeam, a health literacy scholar, recognizes the 

importance of tailored information, education, and effective communication in helping patients 

“access, understand, and use information to make health decisions”, or in other words, enhance 

their health literacy and ability to access health care services (Nutbeam, 2008, p. 2073). To 

evaluate the health care access of rural populations, Russel et al. (2013) included awareness as an 

‘access dimension’ within their own policy framework, stating that “awareness refers to the 

communication of health and health system information between health services and consumers” 

(Russell et al., 2013, p. 65). Although not explicitly stated within the framework, elements of this 

definition also speak to the ‘coordination’ of services between health care stakeholders. Overall, 

there is growing evidence that provider and patient ‘awareness’ (in the form of knowledge, 

communication, and coordination), whether integrated into a framework or as a stand-alone 

dimension, provides an important piece of the puzzle in understanding health care access.     

6.2.2 Palliative care environment 

Major Finding #3: Barriers to Indigenous palliative care delivery are context specific and can 

differ between palliative care environments  

HCP perspectives on the barriers to delivering palliative care among Indigenous peoples 

varied according to the palliative care environment, which in this study included the community, 

the hospital, and the home. Across the four communities, many HCPs were aware of the local 
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Indigenous population in their respective community and attempted to deliver culturally-sensitive 

palliative care among these groups as a result. However, despite their good intentions, several 

HCPs cited a lack of cultural competence and sensitivity training, as well as a lack of information 

on Indigenous customs and traditions at end-of-life, as barriers to delivering appropriate palliative 

care. In the hospital, accommodation barriers to palliative care were often raised by HCPs, which 

included small palliative care spaces unsuitable for large gatherings, restrictive hours of 

visitation, and limitations on Indigenous ceremonies and practices within the building. Perceived 

barriers to palliative care delivery in the third environment, the home, largely concerned the 

limited quantity of human and physical resources available for palliative care. Overall, difficulties 

delivering palliative care in community, hospital, and home environments were largely due to 

knowledge (i.e. cultural competence and Indigenous beliefs), accommodation (i.e. the physical 

and cultural needs of Indigenous peoples), and availability (i.e. palliative care expertise and 

equipment) barriers respectively. Although similarities between communities can help generate 

collective conclusions regarding barriers to Indigenous palliative care delivery, many participants 

stressed the importance of considering a community’s unique social and spatial context, along 

with the Indigenous family’s specific preferences at end-of-life, when identifying and addressing 

these barriers.   

This idea of communities and their residents displaying unique characteristics that require 

tailored programs and palliative care services is not new (Gaudet et al., 2014; Pesut et al., 2014; 

Pesut, Robinson, Bottorff, Fyles, & Broughton, 2010; Robinson et al., 2010; Vorst et al., 2006). 

Despite common rhetoric implying that rural communities are uniform and unified environments 

in palliative care literature, including this thesis research, quite the opposite holds true. In fact, 

rural communities are quite diverse and, as a result, require context-specific solutions to barriers 

to palliative care delivery in each rural community, as suggested in previous studies and echoed 

in this research (Crooks, Castleden, Schuurman, & Hanlon, 2009; Kulig & Williams, 2011; 

Robinson et al., 2010). This suggestion extends to delivering palliative care among Indigenous 
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peoples as well, where barriers to delivering Indigenous care can differ from those commonly 

cited to affect delivery among non-Indigenous peoples. For instance, in 1998, Kaufert, Putsch, 

and Lavallée (1998) suggested that skilled interpreters are often required to resolve 

communication barriers, in 1999 Kaufert (1999) stated Indigenous concepts of truth-telling at 

end-of-life may differ from those traditionally experienced in Western paradigms, and in 2004, 

Hotson, Macdonald, and Martin (2004) noted that awareness and knowledge of traditional 

Indigenous beliefs at end-of-life was lacking among HCPs. While these beliefs might differ from 

non-Indigenous beliefs as a whole, it is important to remember that there is a diversity of beliefs 

and traditions within and between Indigenous communities as well (National Aboriginal Health 

Organization, 2002; Westlake Van Winkle, 2000). It would seem, then, that while palliative care 

delivery should be tailored to provide culturally-appropriate palliative care services to 

acknowledge and respect Indigenous customs and ways of knowing, it must also consider the 

characteristics and needs unique to not only Indigenous communities as a whole but also to 

individual Indigenous patients.  

6.2.3 Health care service use and unmet health care needs 

Supplemental Finding #1: Indigenous peoples tend to have a lower prevalence and odds of 

having a regular medical doctor, but tend to have a greater prevalence and odds of seeing a 

nurse 

The prevalence of having a regular medical doctor for Indigenous respondents was lower 

than the prevalence for non-Indigenous respondents in all three cycles (2012-2014). There was 

also a greater prevalence of having a regular medical doctor (long-term utilization measure) 

among Indigenous respondents who resided in the provinces compared to those who resided in 

the territories in all three cycles. When comparing the odds of having a regular medical doctor 

between Indigenous and non-Indigenous respondents, it was evident that both provincial and 
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territorial Indigenous respondents had lower odds of having a regular medical doctor than 

provincial and territorial non-Indigenous respondents. Indigenous respondents had a lower 

prevalence for all short-term utilization outcome measures, including seeing a general 

practitioner, eye specialist, medical specialist, and dentist (within the last 12 months) except for 

seeing a nurse, where Indigenous respondents had a higher prevalence than non-Indigenous 

respondents for all three cycles. There also seems to be an increasing trend in prevalence among 

Indigenous respondents for seeing a nurse (nationwide), however an official test for trend was not 

conducted to confirm this finding. Further, the odds of seeing a nurse in the last 12 months was 

also greater for Indigenous respondents compared to non-Indigenous respondents in both the 

provinces and the territories.  

Due to shortages and low retention rates of general practitioners and medical specialists 

in Indigenous and rural communities, nurses are often the primary source of medical care for 

community residents (Curran & Rourke, 2004; National Aboriginal Health Organization, 2006; 

National Collaborating Centre for Aboriginal Health, 2011; Rohan, 2003). More prevalent nurse 

visits and less prevalent general physician visits are common observations noted in previous 

studies and reports that assessed access to health care in the territories, where communities tend 

to be rural and/or remote with large Indigenous (primarily Inuit) populations (National Aboriginal 

Health Organization, 2003; National Collaborating Centre for Aboriginal Health, 2011; Newbold, 

1998; Rohan, 2003; Tait, 2008). One study looking specifically at territorial residents found that 

Indigenous individuals reported seeing a general practitioner and dentist less often and reported 

seeing a nurse more often than other Canadians (Diverty & Pérez, 1998). Tjepkema (2002) also 

observed a higher national prevalence of Indigenous individuals who had seen a nurse in the last 

12 months compared to non-Indigenous individuals, a pattern that was also seen among both 

urban and rural provincial residents, and to a greater degree among territorial residents. National 

patterns for long- and short-term utilization estimates between Indigenous and non-Indigenous 

individuals in this study were similar to those presented in Tjepkema’s study (2002), where 



 

 
 

149 

Indigenous estimates were less than non-Indigenous estimates for having a regular medical doctor 

and for seeing a general practitioner, eye specialist, medical specialist, and dentist.  

Supplemental Finding #2: Indigenous peoples tend to have a greater prevalence and odds of 

unmet health care needs compared to non-Indigenous peoples  

In cycle 2012 of the CCHS, non-Indigenous respondents had a greater prevalence of 

unmet health care needs compared to Indigenous respondents, however in cycle 2013 and cycle 

2014 the prevalence of unmet health care needs among Indigenous respondents rose to surpass 

the prevalence among non-Indigenous respondents. This pattern was also evident when solely 

observing provincial respondents, but not apparent among territorial respondents where the 

Indigenous prevalence of unmet health care needs was always greater than their non-Indigenous 

counterparts. Although a test for trend was not conducted, the prevalence of unmet health care 

needs among Indigenous respondents seems to have increased from cycle 2012 to cycle 2014, 

with a statistically significant35 increase between the 2013 and 2014 cycles. A similar spike in 

prevalence was noted among non-Indigenous respondents between cycle 2013 and cycle 2014 as 

well. When comparing the odds of having an unmet health care need between Indigenous and 

non-Indigenous respondents, Indigenous respondents had 0.24 greater odds of having an unmet 

health care need.  

Of the reasons cited for having an unmet health care need, the top three prevalent reasons 

for Indigenous respondents were ‘wait time’ (25.9%), ‘other’36 (21.8%), and ‘not available in the 

area’ (20.6%), and the top three prevalent reasons for non-Indigenous respondents were ‘wait 

time’ (34.4%), ‘other’37 (22.8%), and ‘not available at time required’ (14.0%). Upon matching the 

five dimensions of access to the reasons for unmet health care needs stated within the CCHS, my 

                                                           
35 According to non-overlapping 95% confidence intervals computed for the 2013 and 2014 prevalence 

estimates.  
36 Examples of reasons that were categorized as ‘other’ were not provided within the survey.  
37 Examples of reasons that were categorized as ‘other’ were not provided within the survey.  
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findings indicate that a greater proportion of Indigenous respondents identified acceptability (i.e. 

inadequate), and geographic accessibility (i.e. not available in the area) as reasons compared to 

non-Indigenous respondents.38 A greater proportion of non-Indigenous respondents identified 

accommodation (i.e. inconvenient hours) and availability (i.e. wait time) as reasons compared to 

Indigenous respondents. Interestingly, the least prevalent barriers to health care among 

Indigenous respondents were ‘didn’t seek care’ (5.4%), ‘too busy’ (6.4%), and ‘not necessary’ 

(6.5%), which may suggest that attempts to receive health care are, in fact, being made by 

Indigenous respondents but external barriers to desired services are preventing them from doing 

so.   

Given that various barriers to accessing health care services for Indigenous peoples, which can be 

geographic, socio-economic, and/or cultural in nature, have been cited in the literature (National 

Collaborating Centre for Aboriginal Health, 2011), it is not surprising to see a greater proportion 

of Indigenous respondents expressing unmet health care needs than non-Indigenous respondents. 

When access barriers exist, it is also not surprising for Indigenous health care needs to go unmet. 

In 2002, the National Aboriginal Health Organization conducted a public opinion poll (cross-

sectional survey) on Aboriginal Health, with the primary question being “What [do] First Nations 

people think about their health and health care?” Of the approximately 1200 (on or near reserve) 

First Nations respondents, 18% declared they had an unmet health care need within the last 12 

months compared to 12.5% of the general Canadian population (according to the 2000/01 CCHS 

cycle) (National Aboriginal Health Organization, 2003). Among those who had experienced an 

unmet health care need, ‘long waiting times’ (i.e. availability), ‘not available in the area’ (i.e. 

geographic accessibility), and ‘not available at the time required’ (i.e. accommodation) were the 

top three reasons for having not received care; two of which matched my findings. Tjepkema 

                                                           
38 Only a marginally greater proportion of Indigenous respondents identified affordability (i.e. cost) 

compared to non-Indigenous respondents as a reason for having an unmet health care need (difference of 

0.1%).   
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(2002) also explored the prevalence of unmet health care needs among rural Indigenous and non-

Indigenous individuals and found that there was a greater proportion of Indigenous individuals 

declaring an unmet health care need compared to non-Indigenous individuals, in rural and urban 

provincial areas, in the territories, and nationwide. A greater proportion of rural provincial 

Indigenous respondents declared ‘accessibility’ barriers to care, whereas a greater proportion of 

their non-Indigenous counterparts cited ‘availability’ and ‘acceptability’ barriers.39 A similar 

pattern in estimates was seen among territorial and national respondents, except for 

‘acceptability’ which was cited by more territorial and national Indigenous respondents than non-

Indigenous respondents. Interestingly, these are the same comparative patterns in reasons for 

unmet heath care needs between national Indigenous and non-Indigenous respondents observed in 

my findings.  

In light of these findings about the barriers to accessing health care services experienced 

by Indigenous respondents from 2012-2014, it is important to acknowledge the tremendous 

demonstrations of resilience and wellness showcased by Indigenous peoples facing these barriers. 

Despite prevalent deficit-based representations of Indigenous health, many researchers are 

attempting to capture and document a more holistic, balanced or assets-focused understanding of 

Indigenous health particularly as it is perceived by Indigenous peoples themselves, and which can 

be influenced by and deeply connected to their languages, cultures, traditions, land, and ways of 

life (Kirmayer, Simpson, & Cargo, 2003; National Collaborating Centre for Aboriginal Health, 

2013). While these statistical findings indicate Indigenous peoples face greater barriers to 

accessing health care than their non-Indigenous counterparts, these results refer to only one of 

many interpretations of what it means to experience, or not experience, good health and well-

being (e.g. that of having access to health care services).    

                                                           
39 Only ‘acceptability’, ‘availability’, and ‘accessibility’ reasons for unmet health care needs were assessed. 

Definitions for the five dimensions of access are provided in the Introduction chapter of this thesis. 



 

 
 

152 

6.3 Recommendations 

Three policy-oriented and four practice-oriented recommendations were identified upon 

the completion of both the qualitative analysis and supplementary quantitative analysis. These 

recommendations serve to guide palliative care researchers, formal and informal HCPs, 

community stakeholders, hospital administrators, and policy decision-makers on how to approach 

palliative care delivery and programming for all Canadians.  

6.3.1 Policy-oriented recommendations  

Recommendation 1 – Develop a national palliative care and/or end-of-life strategy   

Although Health Canada and the Canadian Hospice Palliative Care Association 

(CHPCA) have published national palliative care resources for provincial and territorial use, such 

as the Final Report on the Canadian Strategy on Palliative and End-of-Life Care initiative, and A 

Model to Guide Hospice Palliative Care, an overarching palliative care strategy outlining the 

specific priorities and goals for palliative care in Canada has yet to be developed (Carstairs, 2010; 

Department of Justice, 2016). England, Wales, Northern Ireland, and Australia, among others 

have all developed national end-of-life care strategies designed to promote palliative and end-of-

life initiatives and programs in their countries (Canadian Hospice Palliative Care Association, 

2013b; The National Council for Palliative Care, 2015). The findings from this thesis research 

support and re-iterate the Senate of Canada’s call to develop a national palliative care strategy so 

that a unified and coordinated direction on palliative care can be established and ultimately 

stimulate national leadership in this area (Carstairs, 2010). Such a national palliative care plan 

should also strive to develop and incorporate palliative care strategies for Indigenous peoples and 

should work alongside a diverse selection of Indigenous leaders from across the country when 

doing so.  
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Recommendation 2 – The development of rural palliative care policies, programs, and initiatives 

should be community-led and community specific  

Our study participants suggested that palliative care policies, programs, and initiatives 

that are developed by rural communities for rural communities may be more effective than those 

that were designed for urban settings. Local residents and stakeholders may also be more 

knowledgeable about resources that are already available, gaps in palliative care that are currently 

being addressed, and palliative care objectives that still need to be achieved in the community. In 

order to implement palliative care services in rural settings more effectively, Kelley, Williams, 

DeMiglio, and Mettam (2011) validated a conceptual model that used the perspectives of rural 

HCPs to understand the process in which rural communities develop palliative care programs. 

The model embodies a ‘bottom-up’ approach to community capacity development and is centred 

on the specific needs of the community (Kelley et al., 2011). It provides policy-makers and 

stakeholders with an evidence-based example of how to develop palliative care in rural 

communities, which is a more appropriate alternative to applying urban-centric policies and 

programs to these settings. Ultimately, encouraging rural communities to take the lead on 

developing their own palliative care plans will ensure that programs are designed according to the 

priorities and visions held by those who reside and deliver health care in these areas everyday.   
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Recommendation 3 – The appropriate accommodation for Indigenous patients and their support 

team should be provided in hospital settings  

Indigenous peoples carry diverse cultural and spiritual end-of-life beliefs and traditions, 

some of which can involve, for example, a large group of family and friends, or participating in 

traditional ceremonies. Our study participants noted that hospital environments can sometimes 

present accommodation barriers to Indigenous palliative care and practices at end-of-life, 

especially if hospital policies and infrastructure are not physically (i.e. large rooms to support 

visitors) or culturally (i.e. traditional ceremonies) appropriate. Programs and policies allowing 

Indigenous patients to receive care from traditional healers, participate in traditional ceremonies, 

and spend time with loved ones should be developed and enforced if Indigenous customs at end-

of-life are to be honoured in hospital settings.  

6.3.2 Practice-oriented recommendations  

Recommendation 4 – Increase palliative care awareness within rural communities through local 

and regional initiatives   

Our study suggested that when palliative care awareness, according to its three 

components – palliative care knowledge/education, communication, and coordination – is 

lacking, barriers to delivering palliative care in rural settings can arise. To enhance palliative care 

awareness among rural HCPs, study participants recommended local and regional initiatives in 

palliative care should be undertaken. These initiatives could include communication workshops 

(e.g. interprofessional education and collaboration seminars), community projects and meetings, 

(e.g. volunteer groups, town hall meetings), and/or educational materials (e.g. programs, posters, 

informational leaflets) informing HCPs on culturally-appropriate palliative care for rural 

Indigenous peoples. Increasing community palliative care initiatives may ultimately cultivate an 
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environment where rural HCPs feel supported and encouraged to enhance their personal 

understanding (or, in other words, awareness) of appropriate palliative care delivery. 

Recommendation 5 – Additional education and training opportunities in palliative care should 

be provided for rural HCPs  

The provision of educational opportunities in the form of workshops, online or in-person 

course modules, seminars, and training programs will help equip rural HCPs with the knowledge 

they need to provide palliative care in an appropriate and effective way, as suggested by our study 

participants. These educational initiatives should strive to provide physical documents outlining 

important palliative care concepts useful for HCPs specifically practicing in rural settings, so that 

this information can be stored and referred to at a later date if necessary. Study participants also 

noted that training initiatives should not be limited to palliative care knowledge but should equip 

HCPs with the tools and resources they need to acquire and cultivate cultural competency skills. 

Tips on how to foster open and respectful communication between HCPs, HCPs and their 

patients, as well as HCPs and health administration should also be provided. Last, learning 

materials specific to Indigenous traditions, customs, and beliefs at end-of-life should be provided, 

while emphasizing the importance of cultural sensitivity when delivering palliative care among 

these groups. Educators should work alongside Indigenous communities to develop, disseminate, 

and inform HCPs on these learning materials to ensure that the information provided is culturally-

appropriate and relevant for each community.   

Recommendation 6 – Implement a central palliative care coordination system for the community 

and health region  

Many cited barriers to palliative care delivery concerned the limited availability of 

palliative care staff, information, and equipment in rural communities. While an ideal solution to 

this issue may be to increase the quantity of these resources in these settings, it is also possible to 
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leverage resources from neighbouring communities in order to meet the collective needs of the 

region. According to our study participants, this may require a central, integrated palliative care 

coordination system (or individual) responsible for ensuring palliative resources are available to 

facilitate the efficient delivery of care when requested. The development of a coordination system 

connected to multiple communities within a health region may also be helpful in identifying 

common gaps in human and physical resources required for the provision of palliative home care. 

In doing so, communities can make a unified, evidence-based request for funding targeting these 

major resource gaps, to help provide care in home environments. A system or person responsible 

for coordinating palliative care initiatives within and/or between communities will also help 

ensure palliative information, programs, and initiatives are disseminated and executed in an 

efficient and effective manner.   

Recommendation 7 – Implement telecommunication initiatives to help address geographical 

barriers to accessing palliative health care services.  

Many study participants stated that rural communities with infrastructure that can support 

telecommunication technology should leverage this equipment to bridge geographical gaps and 

barriers to (palliative) health care access. Many communities have already begun to implement 

tools like telehealth to connect rural ‘generalist’ HCPs to urban ‘specialist’ HCPs in order to 

facilitate knowledge-sharing and access to palliative care expertise (Evans, Stone, & Elwyn, 

2003b; Jennett et al., 2004; Muttitt, Vigneault, & Loewen, 2004). While conflicting opinions on 

the usefulness of telehealth, and virtual or mobile health care programs, particularly in rural and 

remote regions, have been cited in the literature (Robinson et al., 2010), the opportunity for HCPs 

to consult palliative care experts and acquire feedback and direction on palliative care cases is 

possible if the appropriate technology (e.g. telephones, Internet, equipment, etc.) is in place. 

Therefore, rural communities lacking telecommunication equipment should consider investing 
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funds (if available) into plans and initiatives that support the development of this infrastructure in 

their region. 

6.4 Research Contributions to the Literature   

This thesis research addressed three primary gaps in the literature. First, while the five 

dimensions of access framework has been used to guide the analyses of many studies, after an 

exhaustive search of the peer-reviewed literature (in English) no additional studies that have used 

this framework to assess accessibility to rural palliative care were found. Furthermore, a study 

that specifically evaluated the appropriateness and applicability of the sixth dimension – 

awareness – to the five dimensions of access framework in the palliative care context had not yet 

been conducted. Interview data from participants residing in rural communities were analyzed in 

this thesis using the five dimensions of access framework, with a specific focus on ‘awareness’ as 

the sixth dimension, to assess its fit in the original framework and to better understand rural 

palliative care accessibility within a Canadian context (Chapter 3).  

Second, the literature exploring Indigenous preferences and traditions at end-of-life has 

been growing and has prompted efforts to document how best to meet the palliative care needs of 

Indigenous peoples. These studies have been particularly insightful to those who may be 

unfamiliar with Indigenous traditions at this life stage, as well as to those who practice as a health 

care provider and have adjusted the ways in which they deliver care to these groups as a result. 

Unfortunately, this area of research, specifically in rural Canadian settings, is limited. While there 

are studies exploring the importance of place and environment on Indigenous health, there are 

few studies exploring this topic within a rural palliative context. This thesis addressed this gap in 

the literature by using the interview data analysed to address the first gap (Chapter 3) to also 

identify barriers to rural palliative care delivery among Indigenous peoples in different palliative 

care settings (Chapter 4). Building on the findings of this study, the next logical step would be to 

explore the lived experiences of Indigenous peoples in these four underserved areas to determine 
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how to address the barriers to culturally appropriate palliative care in these settings. In this case, I 

would encourage future researchers to build relationships first (see Castleden, Sloan Morgan, & 

Lamb, 2012) and ensure ownership rests with Indigenous communities, drawing on the guidelines 

and articles offered through the OCAP® principles, United Nations Declaration on the Rights of 

Indigenous Peoples (United Nations, 2008), and Chapter 9 of the Tri-Council Policy Statement: 

Ethical Conduct for Research Involving Humans (CIHR et al., 2014). 

Third, a supplementary quantitative analysis exploring the association between 

Indigenous identity and health care service use (in general) served as an update to a previous 

study conducted in 2002 exploring a similar association (Tjepkema, 2002).40 These quantitative 

findings have shed light on whether there are significant differences in short- and long-term 

health care service use between rural Indigenous and non-Indigenous individuals, while providing 

a ‘patient’ perspective on health care accessibility complementary to the ‘provider’ perspective 

presented through qualitative findings. Moreover, this analysis went beyond the scope of the 

original Tjepkema (2002) study to identify reasons for unmet health care needs among those who 

had declared that a health care need went unmet within the last 12 months. Overall, the three parts 

of this thesis contributed to the growing body of literature on rural palliative care by verifying and 

applying a modified access framework, by exploring barriers to Indigenous palliative care in 

specific environments, and by providing updated findings for a previous quantitative study. 

6.5 Future Research Directions 

This thesis research presented HCP perspectives on barriers and solutions to palliative 

care awareness, the newly proposed sixth dimension of access, within a rural palliative care 

context. In fact, when considering the findings presented in Chapter 4, it is conceivable that 

creating awareness not only influences the original five dimensions but also the three palliative 

care environments in which barriers to delivering palliative care can be experienced (see Figure 

                                                           
40 See Supplementary Findings #1 and #2 in Chapter 6: Discussion and Conclusion.  
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6.1). Additional research exploring the connection between awareness, the five dimensions of 

access, and/or various palliative care contexts using a different health care lens (e.g. pediatric 

care), is required. New research initiatives in this area will continue to shed light on our growing 

understanding of the foundational role of ‘awareness’ in determining whether health care in 

Canada is accessible. 

To further our understanding of rural palliative care, it is important that data are collected 

on specific research indicators in order to measure progress over time. Researchers should strive 

to incorporate palliative care indicators (e.g., enrollment in palliative care within 6 months of 

death (Canadian Hospice Palliative Care Association, 2013b)) into Canadian administrative and 

health datasets to facilitate analyses in this area. At present, various datasets must be linked in 

order to conduct an analysis of this type. Given that this can be a laborious and time-consuming 

process, the development and integration of palliative care indicators into already existing 

surveys will help facilitate these types of analyses. It is also important to ensure that palliative 

care indicators established in Indigenous communities have been designed and approved by 

Indigenous community members, with the understanding that these communities own and are 

responsible for the palliative care data collected by these indicators.  

My quantitative analysis highlighted conflicting odds ratios between provincial and 

territorial respondents for seeing a general practitioner and a dentist. When compared to non-

Indigenous respondents, Indigenous respondents had greater odds of seeing a general practitioner 

if a provincial resident, but significantly lower odds of seeing a general practitioner if a territorial 

resident. Similarly, respondents that identified as an Indigenous person living in the territories 

had greater odds of seeing a dentist compared to a non-Indigenous person in the same region, 

whereas those that identified as Indigenous in the provinces had lower odds of seeing a dentist 

compared to a non-Indigenous person in those regions. Additional research exploring these 

findings in greater detail to ascertain the underlying mechanisms responsible for observed 

estimates is required.  
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6.6 Strengths and Limitations of the Qualitative Analysis  

The primary strength of this qualitative analysis was establishing rigour according to the 

four criteria proposed by Lincoln and Guba (1985): credibility, dependability, confirmability, and 

transferability. Credibility, which refers to the ‘believability’ of findings, was demonstrated 

through peer debriefing strategies. By incorporating multiple communities and by interviewing a 

wide variety of formal and informal HCPs, a more complete understanding of the phenomenon of 

interest – barriers to palliative care delivery – was obtained (Casey & Murphy, 2009; Shih, 1998). 

Peer debriefing took place once the first draft of the analysis codebook was completed to verify 

data labels and their definitions (five dimensions of access and awareness dimension), as well as 

determine whether they could be consistently applied to interview data. An inter-coder reliability 

statistic (kappa statistic: 0.47 - moderate strength of agreement) was used to determine the level 

of agreement between the codes I and two ‘expert’ researchers on the research team applied to a 

subset of interviews. To establish dependability and confirmability, reflective memos describing 

my personal interpretations and perspectives were completed throughout the analysis process 

(Koch, 2006). The findings garnered from this research are not intended to be generalizable to all 

community residents, or other Canadian communities with similar socio-demographic, 

geographic, and economic characteristics. However, by incorporating detailed community 

descriptions within Chapter 4 readers can determine whether study findings are transferable to 

other settings (Graneheim & Lundman, 2004). 

There are several limitations to this study as well. First, although I was the main author of 

this qualitative research, I was not involved in the data collection process and therefore did not 

conduct any interviews with study participants. The researcher responsible for facilitating and 

recording participant interviews may have approached this data collection process in a way that 

differed from how I would have approached the process (i.e. how and when interview guide 

questions and follow-up questions were asked, and tone of voice), or may have been perceived 

differently by participants than I would have been perceived (e.g. PhD candidate vs. MSc 
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candidate, etc.). This may have introduced researcher bias, which can threaten the validity and 

reliability (credibility and dependability) of study findings (Brink, 1993; Leung, 2015). Although 

interview audio recordings, capturing participant pauses, exclamations, and verbal expressions, 

were available, time did not permit the integration of this additional information into the analysis. 

Non-verbal cues and expressions were also omitted from analysis given that interviews were 

conducted via telephone and not face-to-face.  

There are also limitations concerning those recruited to participate in the study. Despite 

attempting to capture and represent both formal and informal HCP perspectives equally, a larger 

proportion of participants were considered formal HCPs (34 of 40). This resulted in a larger 

representation of formal HCP perspectives on barriers to delivering palliative care in my findings 

compared to informal HCP perspectives. Another limitation to this study includes the possibility 

of different understandings and interpretations of palliative care between participants. The 

trustworthiness of study findings may be compromised if informal and/or formal participants 

answered interview questions differently based on their varying definitions and understandings of 

palliative care. For instance, one participant may only consider care that is delivered at end-of-life 

as palliative whereas others may not, and answer interview questions using their personal 

perspectives on palliative care as a result.  

6.7 Strengths and Limitations of the Supplementary Quantitative Results  

The supplementary quantitative analysis has many strengths worth mentioning. First, 

three cycles of the CCHS, a cross-sectional survey that collects responses from Canadians 

residing in all 13 provinces and territories, produced a large, population-based dataset for 

analysis. Unlike some administrative databases, the CCHS also collects socio-demographic data 

from respondents, which facilitates the testing of confounders and their potential effect on the 

association of interest. This survey is also amendable to merging cycles over time, which is useful 

for observing and evaluating yearly patterns as was conducted in this analysis. Second, this 
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analysis provides an update to the findings presented by Tjepkema (2002) who assessed the 

health status, behaviour, and care utilization patterns between off-reserve Indigenous peoples and 

the general Canadian population. Some health status and care utilization outcomes assessed in 

Tjepkema’s study were identical to those tested in this analysis, therefore providing the 

opportunity to compare findings and determine if health status estimates have increased, 

decreased, or remained the same. In fact, this statistical analysis expanded upon Tjepkema’s work 

exploring unmet health care needs, by also evaluating accommodation (i.e. inadequate hours) and 

affordability (i.e. cost) barriers to care, the two dimensions that went unstudied at that time. 

Third, this analysis provides a descriptive and analytical overview of the prevalence of short- and 

long-term health care utilization and unmet health care needs of (off-reserve) rural Indigenous 

and non-Indigenous population in Canada. This is important given the growing need for statistical 

and comparative data on rural Indigenous peoples and health care accessibility to support 

evidence-based programs and policies targeting identified barriers to health care for these groups 

(First Nations Information Governance Centre, 2012; Tjepkema, 2002). 

There are several limitations that may have threatened the internal validity of the 

supplementary quantitative results. In other words, if internal validity is low the relationship 

observed between the independent variable, Indigenous identity, and the dependent variables, 

short- and long-term health care utilization and unmet health care needs, may not be completely 

accurate (Carlson & Morrison, 2009). The following threats to internal validity will be discussed 

below: selection bias, information bias, and confounding.  

Selection Bias: Selection bias occurs when those who participated in the study differed from 

those who did not participate according to both exposure and outcome measures. When present, 

this type of bias can produce a non-representative sample of the population of interest. It is 

possible non-response bias, which is a type of selection bias, could have influenced our findings 

if the characteristics of study participants systematically differed from those who did not 
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participate. For instance, if Indigenous participants (exposure of interest) who had a regular 

medical doctor (outcome of interest) were more likely to agree to participate in the survey than 

Indigenous participants without a regular medical doctor, this would produce odds ratios that 

over-estimated the true association (biased away from the null). While it is possible non-response 

bias occurred, it is difficult to discern its affect (if any) on survey estimates without information 

on those who did not participate.  

Information bias: Given that this quantitative analysis utilized self-report data, it is possible that 

information bias may have been introduced. Many of the outcome measures used for this analysis 

required participants to recall whether an event occurred within the last 12 months, such as 

visiting a general practitioner, or having an unmet health care need. It is possible that recall error 

was introduced if both Indigenous and non-Indigenous participants had difficulties recalling their 

past medical visits. However, if Indigenous respondents were more or less likely to recall visits 

than non-Indigenous respondents, odds ratio estimates could be biased away from the null and 

prevalence ratios over- or underestimated.  

Given that the exposure of interest for this study concerned Indigenous identity, it is 

likely that self-report bias has influenced our results. Past experiences of racism, discrimination, 

and prejudice may have discouraged Indigenous peoples from feeling comfortable with self-

identifying their Indigenous identity (Goodman et al., 2017; Rix, Barclay, Stirling, Tong, & 

Wilson, 2015). It is also possible for one’s perception of race, culture, and identity to change over 

time due to a variety of internal and external influences (Bradby, 2003; Mckenney & Bennett, 

1994). This research only included participants who self-identified as Indigenous or non-

Indigenous for analysis, thus those who stated ‘Don’t Know’, ‘N/A’, or ‘Refused’ were assumed 

to be of non-Indigenous descent. It is possible, in making this assumption, that misclassification 

of the exposure has taken place, particularly for those who ‘refused’ to self-identify in the 
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survey.41 This misclassification of the exposure could have over-or-underestimated effect 

estimates if it was also associated with the outcome of interest. Ultimately, it is unclear how 

representative self-identified Indigenous respondents to the CCHS are to the Canadian off-reserve 

Indigenous population as a whole (Tjepkema, 2002). Regarding our outcome measures of 

interest, it is also possible Indigenous participants interpreted survey questions differently and 

were more or less willing to answer sensitive questions (e.g. alcohol intake) than non-Indigenous 

participants (Pasick, Stewart, Bird, & D’Onofrio, 2001; Peng, Nisbett, & Wong, 1997; 

Reijneveld, 2000; Warnecke et al., 1997), which could also bias effect estimates in either 

direction due to differential misclassification of the outcome.  

Confounding: Confounding can take place when the true association between an exposure and 

outcome of interest is masked (attenuated or exaggerated) due to an extraneous variable. This 

variable is associated with both the exposure and outcome, but does not lie along the causal 

pathway. Socio-demographic and health-related confounders were identified a priori using 

literature on Indigenous health and health care accessibility and were subsequently controlled for 

in this analysis. Despite controlling for these confounders, it is likely residual confounding was 

present due to the nature of the survey used (i.e. self-report). 

The external validity of these quantitative findings, which refers to the generalizability of 

observed associations within studies to other populations, may have been compromised in this 

study as well. The CCHS, while considered a comprehensive and largely representative sample of 

youth and adult Canadians from across the country, only off-reserve Indigenous peoples were 

included in the sample. Since an exclusive analysis of rural Canadians was the goal of this 

                                                           
41 It is possible some Indigenous individuals may have refused to participate in the survey due to 

misrepresentations of Indigenous knowledge, traditions, and beliefs in mainstream research in the past 

(Tuck & Yang, 2014). Inadequate (or absent) Indigenous recruitment has been a challenge for national 

health surveys for years and was first acknowledged in 1997, when the Regional Health Survey was created 

to address the lack of reliable and accurate data on the health of Indigenous peoples. (First Nations 

Information Governance Centre (FNIGC), 2017). 
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analysis, study results pertaining to Indigenous peoples can only be generalizable to Indigenous 

peoples who reside in rural off-reserve settings. As mentioned previously, it is unclear how 

representative the Indigenous study sample is to the entire rural off-reserve Indigenous 

population. Furthermore, it is important to remember that Indigenous peoples, although 

frequently referred to as one unified entity, are in fact comprised of many nations, with many 

different cultural and spiritual beliefs. In attempting to capture a diverse group of peoples into one 

‘Indigenous’ category, we run the risk of not only assuming all self-identified Indigenous peoples 

are the same but also that the findings from this study are applicable to all Indigenous peoples 

across the country. Therefore, this analysis should serve as a primer to exploring the deeper 

sources and influences responsible for the unmet health care needs, short- and long-term health 

service use differences observed between Indigenous and non-Indigenous participants.   

Establishing causality through the use of a cross-sectional survey, like the CCHS, is 

difficult to accomplish. This is because cross-sectional surveys attempt to capture the prevalence 

of an exposure or outcome at a specific point in time, thus removing the ability to establish 

temporality for relationships of interest. It is therefore difficult to determine whether the exposure 

‘caused’ the outcome or the outcome ‘caused’ the exposure when attempting to interpret the 

direction of the association. Even though a cross-sectional survey was used for this analysis, it is 

unlikely Indigenous identity was determined or influenced by the presence or absence of an 

unmet health care need, or short-/long-term health service use.  

6.8 Concluding comments  

Delivering palliative care in rural settings is a challenging yet important endeavour. The 

barriers that HCPs experienced when attempting to deliver palliative care in these environments 

indicate that there is still more work to be done before we can claim palliative care is accessible 

to all Canadians, let alone claiming that such access is equitable. This thesis research has captured 

a sample of palliative care perspectives from rural HCPs delivering care in four underserved rural 
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communities across Canada, and has highlighted what they perceived to be barriers associated 

with awareness to palliative care delivery. This research also noted differing barriers to palliative 

care delivery among Indigenous peoples, which varied according to community, hospital, and 

home environments. To complement the qualitative findings, a quantitative analysis exploring the 

association between Indigenous identity and health care service utilisation/unmet health care 

needs indicated that access to health care may be more challenging for Indigenous peoples than 

non-Indigenous peoples in Canada. While the three components of this thesis could seemingly 

serve as stand-alone studies, it is in considering the components as an integrated whole that it 

becomes increasingly clear that barriers to palliative care delivery are multi-faceted and complex. 

As a result, palliative care solutions, strategies, and goals cannot simply address the practical 

attributes of identified barriers, but must also consider the cultural, geographical, and socio-

demographical context in which these barriers are situated. In striving to acquire a more complete 

picture of rural palliative care, with the help of research like this thesis, policies and programs 

will be better equipped to target barriers to palliative care in these settings, and ultimately, work 

towards ensuring access to health care for all Canadians.   

6.9 References 

Arnaert, A., Seller, R., & Wainwright, M. (2009). Homecare nurses’ attitudes toward palliative 

care in a rural community in western Quebec. Journal of Hospice and Palliative Nursing, 

11(4), 202–208. Retrieved from 

http://journals.lww.com/jhpn/Abstract/2009/07000/Homecare_Nurses__Attitudes_Toward_

Palliative_Care.6.aspx 

Barnabé, C., & Kirk, P. (2002). A needs assessment for southern Manitoba physicians for 

palliative care education. Journal of Palliative Care, 18(3), 175–184. 

Bradby, H. (2003). Describing ethnicity in health research. Ethnicity & Health, 8(1), 5–13. 

https://doi.org/10.1080/1355785032000109588 

Brink, H. I. L. (1993). Validity and reliability in qualitative research. Curationis, 16(2), 35–38. 



 

 
 

167 

Carlson, M., & Morrison, R. S. (2009). A user’s guide to research in palliative care: Study design, 

precision, and validity in observational studies. Journal of Palliative Medicine, 12(1), 77–

82. https://doi.org/10.1089/jpm.2008.9690 

Carstairs, S. (2010). Raising the bar: A roadmap for the future of palliative care in Canada. 

Ottawa, ON. Retrieved from 

http://www.chpca.net/media/7859/Raising_the_Bar_June_2010.pdf 

Carstairs, S., & Beaudoin, G. (2000). Quality end-of-life care: the right of every Canadian. 

Ottawa, Ontario. Retrieved from 

https://sencanada.ca/content/sen/committee/362/upda/rep/repfinjun00-e.htm 

Casey, D., & Murphy, K. (2009). Issues in using methodological triangulation in research. Nurse 

Researcher, 16(4), 40–55. 

Castleden, H., Sloan Morgan, V., & Lamb, C. (2012). “I spent the first year drinking tea”: 

Exploring Canadian university researchers’ perspectives on community-based participatory 

research involving Indigenous peoples. The Canadian Geographer, 56(2), 160–179. 

https://doi.org/10.1111/j.1541-0064.2012.00432.x 

Canadian Institutes of Health Research (CIHR), Natural Sciences and Engineering Research 

Council of Canada (NSERC), Social Sciences and Humanities Research Council of Canada 

(SSHRC), 2014. Tri-Council Policy Statement: Ethical Conduct for Research Involving 

Humans. Ottawa, Canada: Secretariat on Responsible Conduct of Research. 

Crooks, V. A., Castleden, H., Schuurman, N., & Hanlon, N. (2009). Visioning for secondary 

palliative care service hubs in rural communities: A qualitative case study from British 

Columbia’s interior. BMC Palliative Care, 8(15). https://doi.org/10.1186/1472-684X-8-15 

Curran, V., & Rourke, J. (2004). The role of medical education in the recruitment and retention of 

rural physicians. Medical Teacher, 26(3), 265–272. 

https://doi.org/10.1080/0142159042000192055 

Department of Justice. (2016). Consultations on physician-assisted dying: Summary of results 

and key findings. Retrieved from http://www.justice.gc.ca/eng/rp-pr/other-autre/pad-

amm/p9.html 



 

 
 

168 

Diverty, B., & Pérez, C. (1998). The health of northern residents. Health Reports, 9(4), 49–58. 

Duggleby, W. D., Penz, K., Leipert, B. D., Wilson, D. M., Goodridge, D., & Williams, A. (2011). 

“I am part of the community but...” The changing context of rural living for persons with 

advanced cancer and their families. Rural and Remote Health, 11(3), 1733. Retrieved from 

http://www.rrh.org.au/articles/subviewnew.asp?ArticleID=1733 

Evans, R., Stone, D., & Elwyn, G. (2003). Organizing palliative care for rural populations: A 

systematic review of the evidence. Family Practice, 20(3), 304–10. 

https://doi.org/10.1093/fampra/cmg312 

First Nations Information Governance Centre (FNIGC). (2012). First Nations regional health 

survey (RHS) phase 2 (2008/10): National report on adults, youth and children living in 

First Nations communities. First Nations Information Governance Centre (FNIGC). 

Ottawa, ON: FNIGC. https://doi.org/978-0-9879882-3-2 

First Nations Information Governance Centre (FNIGC). (2017). About the Regional Health 

Survey (RHS). Retrieved from http://fnigc.ca/our-work/regional-health-survey/about-

rhs.html 

Gaudet, A., Kelley, M. L., & Williams, A. M. (2014). Understanding the distinct experience of 

rural interprofessional collaboration in developing palliative care programs. Rural and 

Remote Health, 14(2), 2711. Retrieved from 

http://www.rrh.org.au/articles/subviewnew.asp?ArticleID=2711 

Goodman, A., Fleming, K., Markwick, N., Morrison, T., Lagimodiere, L., & Kerr, T. (2017). 

“They treated me like crap and I know it was because I was Native”: The healthcare 

experiences of Aboriginal peoples living in Vancouver’s inner city. Social Science & 

Medicine, 178, 87–94. https://doi.org/10.1016/j.socscimed.2017.01.053 

Graneheim, U. H., & Lundman, B. (2004). Qualitative content analysis in nursing research: 

concepts, procedures and measures to achieve trustworthiness. Nurse Education Today, 

24(2), 105–12. https://doi.org/10.1016/j.nedt.2003.10.001 

Hotson, K., Macdonald, S., & Martin, B. (2004). Understanding death and dying in select First 

Nations communities in northern Manitoba: Issues of culture and remote service delivery in 

palliative care. International Journal of Circumpolar Health, 63(1), 25–38. 



 

 
 

169 

Jennett, P. A., Scott, R. E., Affleck Hall, L., Hailey, D., Ohinmaa, A., Anderson, C., … 

Lorenzetti, D. (2004). Policy implications associated with the socioeconomic and health 

system impact of telehealth: A case study from Canada. Telemedicine Journal and E-

Health, 10(1), 77–83. https://doi.org/https://doi.org/10.1089/153056204773644616 

Kaufert, J. M. (1999). Cultural mediation in cancer diagnosis and end of life decision-making: the 

experience of Aboriginal patients in Canada. Anthropology & Medicine, 6(3), 405–421. 

Kaufert, J., Putsch, R., & Lavallée, M. (1998). Experience of Aboriginal health interpreters in 

mediation of conflicting valurs in end-of-life decision making. International Journal of 

Circumpolar Health, 57(Suppl 1), 43–48. 

Kelley, M., Sellick, S., & Linkewich, B. (2003). Rural nonphysician providers’ perspectives on 

palliative care services in northwestern Ontario. Rural Health Practice Applications, 19(1), 

55–62. 

Kelley, M., Williams, A., DeMiglio, L., & Mettam, H. (2011). Developing rural palliative care: 

validating a conceptual model. Rural and Remote Health, 11, 1717–2011. Retrieved from 

http://www.rrh.org.au 

Kelly, L., Linkewich, B., Cromarty, H., Pierre-Hansen, N. S., Antone, I., & Giles, C. (2009). 

Palliative care of First Nations People: A qualitative study of bereaved family members. 

Canadian Family Physician, 55(4), 394–395.e7. Retrieved from 

http://www.cfp.ca/content/55/4/394.long 

Kirmayer, L., Simpson, C., & Cargo, M. (2003). Healing traditions: culture, community and 

mental health promotion with Canadian Aboriginal peoples. Australasian Psychiatry, 

11(Suppl. 1), s15–s23. 

Koch, T. (2006). Establishing rigour in qualitative research: the decision trail. Journal of 

Advanced Nursing, 53(1), 91–100. https://doi.org/10.1111/j.1365-2648.2006.03681.x 

Kulig, J., & Williams, A. (2011). Health and place in rural Canada. In J. Kulig & A. Williams 

(Eds.), Health in Rural Canada. UBC Press. 

Leung, L. (2015). Validity, reliability, and generalizability in qualitative research. Journal of 

Family Medicine and Primary Care, 4(3), 324–327. https://doi.org/10.4103/2249-



 

 
 

170 

4863.161306 

Lincoln, Y. S., & Guba, E. G. (1985). Naturalistic inquiry. Beverley Hills, CA: SAGE 

Publications. 

Mckenney, N. R., & Bennett, C. E. (1994). Issues regarding data on race and ethnicity: The 

census bureau experience. Public Health Reports, 109(1), 16–25. 

McMurchy, D., & Aggarwal, M. (2013). Palliative care in the community: An environmental 

scan of frameworks and indicators. Retrieved from 

http://www.hpcintegration.ca/media/43475/TWF-Environmental Scan Report EN 

FINAL.pdf 

Muttitt, S., Vigneault, R., & Loewen, L. (2004). Integrating telehealth into Aboriginal healthcare: 

The Canadian experience. International Journal of Circumpolar Health, 63(4), 401–414. 

https://doi.org/10.3402/ijch.v63i4.17757 

National Aboriginal Health Organization. (2002). Discussion paper on end of life / Palliative care 

for Aboriginal Peoples. Ottawa, ON. Retrieved from 

http://www.naho.ca/documents/naho/english/pdf/re_briefs2.pdf 

National Aboriginal Health Organization. (2003). What First Nations people think about their 

health and health care. Ottawa, ON. Retrieved from 

http://www.naho.ca/documents/fnc/english/FNC_SummaryofNAHOPoll.pdf 

National Aboriginal Health Organization. (2006). Exploring models for quality maternity care in 

First Nations and Inuit communities: A preliminary needs assessment. Ottawa, ON. 

Retrieved from http://www.naho.ca/documents/it/2006_Maternity_Care_Inuit.pdf 

National Collaborating Centre for Aboriginal Health. (2009). Access to health services as a social 

determinant of First Nations, Inuit, and Metis health. Prince George, BC. Retrieved from 

https://www.ccnsa-

nccah.ca/495/Access_to_health_services_as_a_social_determinant_of_First_Nations,_Inuit

_and_Métis_health.nccah?id=22 

National Collaborating Centre for Aboriginal Health. (2013). An overview of Aboriginal health in 

Canada. Ottawa, ON. Retrieved from https://www.ccnsa-



 

 
 

171 

nccah.ca/495/An_Overview_of_Aboriginal_Health_in_Canada.nccah?id=101 

Newbold, K. B. (1998). Problems in search of solutions: Health and Canadian Aboriginals. 

Journal of Community Health, 23(1), 59–73. https://doi.org/10.1023/A:1018774921637 

Nutbeam, D. (2008). The evolving concept of health literacy. Social Science & Medicine, 67(12), 

2072–2078. https://doi.org/10.1016/j.socscimed.2008.09.050 

Pasick, R. J., Stewart, S. L., Bird, J. A., & D’Onofrio, C. N. (2001). Quality of data in multiethnic 

health surveys. Public Health Reports, 116(Suppl 1), 223–43. Retrieved from 

http://www.ncbi.nlm.nih.gov/pubmed/11889288 

Peng, K., Nisbett, R. E., & Wong, N. Y. C. (1997). Validity problems comparing values across 

cultures and possible solutions. Psychological Methods, 2(4), 329–344. 

Pesut, B., Robinson, C. A., & Bottorff, J. L. (2014). Among neighbors: An ethnographic account 

of responsibilities in rural palliative care. Palliative and Supportive Care, 12(2), 127–138. 

https://doi.org/10.1017/S1478951512001046 

Pesut, B., Robinson, C. A., Bottorff, J. L., Fyles, G., & Broughton, S. (2010). On the road again: 

Patient perspectives on commuting for palliative care. Palliative and Supportive Care, 8(2), 

187–195. https://doi.org/10.1017/S1478951509990940 

Reijneveld, S. A. (2000). The cross-cultural validity of self-reported use of health care: A 

comparison of survey and registration data. Journal of Clinical Epidemiology, 53(3), 267–

72. Retrieved from http://www.ncbi.nlm.nih.gov/pubmed/10760636 

Rix, E. F., Barclay, L., Stirling, J., Tong, A., & Wilson, S. (2015). The perspectives of Aboriginal 

patients and their health care providers on improving the quality of hemodialysis services: A 

qualitative study. Hemodialysis International, 19(1), 80–89. 

https://doi.org/10.1111/hdi.12201 

Rix, E. F., Barclay, L., Wilson, S., Stirling, J., & Tong, A. (2013). Service providers ’ 

perspectives, attitudes and beliefs on health services delivery for Aboriginal people 

receiving haemodialysis in rural Australia: A qualitative study. BMJ Open, 3(10), e003581. 

https://doi.org/10.1136/bmjopen-2013-003581 

Robinson, C. A., Pesut, B., & Bottorff, J. L. (2010). Issues in rural palliative care: Views from the 



 

 
 

172 

countryside. Journal of Rural Health, 26(1), 78–84. https://doi.org/10.1111/j.1748-

0361.2009.00268.x 

Rohan, S. (2003). Opportunities for co-operative health provision in rural, remote and northern 

Aboriginal communities. Ottawa, ON. Retrieved from 

http://citeseerx.ist.psu.edu/viewdoc/download?doi=10.1.1.575.1087&rep=rep1&type=pdf 

Russell, D. J., Humphreys, J. S., Ward, B., Chisholm, M., Buykx, P., McGrail, M., & Wakerman, 

J. (2013). Helping policy-makers address rural health access problems. Australian Journal 

of Rural Health, 21(2), 61–71. https://doi.org/10.1111/ajr.12023 

Saurman, E. (2016). Improving access: Modifying Penchansky and Thomas’ theory of access. 

Journal of Health Services Research & Policy, 2(1), 36–39. 

https://doi.org/10.1177/1355819615600001 

Saurman, E., Johnston, J., Hindman, J., Kirby, S., & Lyle, D. (2014). A transferable 

telepsychiatry model for improving access to emergency mental health care, 20(7), 391–

399. https://doi.org/10.1177/1357633X14552372 

Saurman, E., Kirby, S. E., & Lyle, D. (2015). No longer “flying blind”: How access has changed 

emergency mental health care in rural and remote emergency departments, a qualitative 

study. BMC Health Services Research, 15, 156. https://doi.org/10.1186/s12913-015-0839-7 

Shih, F. (1998). Triangulation in nursing research: Issues of conceptual clarity and purpose. 

Journal of Advanced Nursing, 28(3), 631–641. 

Tait, H. (2008). Aboriginal Peoples Survey, 2006: Inuit health and social conditions. Ottawa, 

ON. Retrieved from http://www.statcan.gc.ca/pub/89-637-x/89-637-x2008001-eng.htm 

The National Council for Palliative Care. (2015). National strategies. Retrieved from 

http://www.ncpc.org.uk/national-strategies 

Tjepkema, M. (2002). The Health of the off-reserve Aboriginal population. Supplement to Health 

Reports, 13. Retrieved from http://www.statcan.gc.ca/pub/82-003-s/2002001/pdf/82-003-

s2002004-eng.pdf 

Tuck, E., & Yang, K. (2014). R-Words: Refusing research. In D. Paris & M. T. Winn (Eds.), 

Humanizing Research: Decolonizing Qualitative Inquiry with youth and Communities. (pp. 



 

 
 

173 

223–247). Thousand Oakes, CA: Sage Publications. Retrieved from 

https://faculty.newpaltz.edu/evetuck/files/2013/12/Tuck-and-Yang-R-Words_Refusing-

Research.pdf 

United Nations. (2008). United Nations Declaration on the Rights of Indigenous Peoples. 

Retrieved from http://www.un.org/esa/socdev/unpfii/documents/DRIPS_en.pdf 

Vorst, R. F. Van, Crane, L. A., Barton, P. L., Kutner, J. S., Kallail, K. J., & Westfall, J. M. 

(2006). Barriers to quality care for dying patients in rural communities. The Journal of 

Rural Health, 22(3), 248–253. 

Warnecke, R. B., Johnson, T. P., Cháves, N., Sudman, S., O’Rourke, D. P., Lacey, L., & Horm, J. 

(1997). Improving question wording in surveys of culturally diverse populations. Annals of 

Epidemiology, 7(5), 334–342. Retrieved from http://dx.doi.org/10.1016/S1047-

2797(97)00030-6%0A 

Westlake Van Winkle, N. (2000). End-of-life decision making in American Indian and Alaska 

native cultures. In K. Braun, J. Peitsh, & P. Blanchette (Eds.), Cultural issues in end-of-life 

decision making. (pp. 127–144). Thousand Oaks, CA: SAGE Publications Inc. 

Wilson, D., Fillion, L., Thomas, R., Justice, C., Bhardwaj, P. P., & Veillette, A.-M. (2009). The 

“Good” rural death: A report of an ethnographic study in Alberta, Canada. Journal of 

Palliative Care, 25(1), 21–29. 

Wilson, D. M., Justice, C., Sheps, S., Thomas, R., Reid, P., & Leibovici, K. (2006). Planning and 

providing end-of-life care in rural areas. The Journal of Rural Health, 22(2), 174–81. 

https://doi.org/10.1111/j.1748-0361.2006.00028.x 



 

 
 

174 

Appendix A 

Letter of Invitation to Participate  

Dear ___________________, 

I am writing about a research study currently underway led by a team of investigators based at 

Simon Fraser University (Drs. Valorie Crooks & Nadine Schuurman), McMaster University (Dr. 

Allison Williams), and Trent University (Dr. Mark Skinner).  The goal of our study is to figure 

out what factors need to be taken into consideration when identifying rural and remote Canadians 

communities that are in need of and are ready to enhance their palliative care service provision.  

As demand for palliative care increases, the ways in which we deliver services must change in 

order to be more responsive to the needs of both service users and providers and also the 

constraints of the health service system.  In this innovative study we are using insights gathered 

from those involved in providing formal or informal palliative care to inform the creation of a 

decision-making model for siting palliative care services. 

I am in touch with you because we are currently conducting phone interviews with palliative care 

providers and health service administrators practicing in COMMUNITY. I would like to ask 

that you consider participating in this study through agreeing to be interviewed at a time of 

your choosing. Interviews last for approximately 1.5 hours and participants are remunerated $50 

in recognition of their contribution.  The purpose of these interviews is to gain important 

experiential knowledge about the provision of formal and informal palliative care in rural and 

remote PROVINCE. 

If you are interested in participating in an interview or would like more information about the 

study please contact me, Valorie Crooks, by e-mail at crooks@sfu.ca or by phone at (778)782-

3507.  I am the lead investigator on the study and an Associate Professor at Simon Fraser 

University. So you are aware, this study is funded by the Canadian Institutes of Health Research 

and has received ethics approval from Simon Fraser University.  Further, your employer has not 

been contacted about your potential participation.  Participation in this study is voluntary; should 

you choose to participate you may withdraw from the study at any time without penalty. You will 

be given more information on your rights as an interview in the study after scheduling an 

interview. 

Lastly, if you have any colleagues who we should ask to participate in an interview please 

forward this e-mail along to them. 

I look forward to hearing from you, 

Valorie 

 

~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~ 

Valorie A. Crooks, PhD  

Associate Professor  

Department of Geography, RCB 6141  

Simon Fraser University  

8888 University Drive  

Burnaby, British Columbia, V5A 1S6, CANADA  

Phone: (778)782-3507 Fax: (778) 782-5841 

  

mailto:crooks@sfu.ca
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Appendix B 

Draft Interview Guide 

I’d like to thank-you again for agreeing to participate in this study on palliative care. Did you 

receive the information letter and consent form I sent you in the mail? Did you sign the form and 

mail it back to me? Thank you. Do you have any questions about your participation in this project 

before we get started with our conversation? 

I want to start by telling you a little bit about how our conversation will go. In the first half-an-

hour to hour our conversation will be an interview where I will ask you questions about health 

care and palliative care specifically in your community. After this I will ask you a series of short 

questions where you will be asked to prioritize specific issues. This part is less conversational – 

though you’re welcome to add in any comments you have – and I will record your answers by 

hand. 

I also want to remind you that during this interview I’ll be recording our conversation on this tape 

machine. Recording the interview means I can listen to you, and talk to you, rather than worrying 

about writing down everything you say. The actual digital recording will be made available only 

to myself [interviewer], Valorie Crooks [principal investigator], and a transcriptionist who has 

signed a confidentiality agreement; however, all members of the research team will have access 

to the interview transcript. All personal identifiers will be removed from the transcripts.   

There are no right or wrong answers, we are just interested in what you think, so please do not 

worry about the things you say to me today. But if there are things you don’t want to talk about 

that’s ok. We’ll just move on. If you say something that you don’t want recorded, just say so, and 

we can take it out. Even after you have completed the interview, you can decide that you do not 

want what you said to be used and we will not use your information.  

At the end of this project, a final report will be written up and presented to others. This report will 

help decision-makers to better decide where to allocate palliative care services. We will keep the 

information you have provided confidential and any comments you make will be identified using 

a fake name. 

We’ve purposely asked you to participate in this study because of your experience with providing 

palliative care in your community. 

Do you have any questions before we get started?  

** begin recorder ** 

1. Okay, let’s begin, I want to ask you first about your position as ______. Could you describe 

how your position relates to palliative care (e.g., providing support, providing medical care, 

assisting family caregivers, describe training etc.)? 

a. If this participant is a professional then ask: 

i. What is your professional background (e.g., nurse, GP etc.)?  

ii. How many years have you been in your position for? 

iii. Do you often interact with other people in your area who are involved in 

palliative care?  If so, what kind of positions do they hold? 

2. During our conversation I will refer both your community and your region. Your region is 

made up of the communities that you and people from your community go to for shopping, 

work, and health care.   

a. What’s your community? 
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i. Who lives there? Describe the people. 

b. What’s your region? 

i. Who lives there? Describe the people.  

c. Where do people in your community go for: 

i. Hospital 

ii. Family doctor 

iii. Pharmacy 

iv. Specialist appointments 

v. Residential hospice 

vi. Old age home 

3. Tell me about the community in which you live/work. What are its greatest strengths? What 

are the biggest challenges it faces? 

a. General question, not about health care specifically. 

b. What are the positive things about this place? 

4. To the best of your knowledge, what kinds of health care are available on-site in your 

community? What about more broadly in your region? How long must people travel in order 

to reach these more regional services? 

5. What would you describe as the biggest health challenges in your community and region? 

a. First, please don’t feel as though you have to restrict your answer to palliative care 

specifically.  By ‘health challenges’ I’m referring to local priorities and issues 

regarding people’s health that you are aware of.  What are the big concerns?  What 

are health issues that are on people’s minds in your community?   

b. For example, when there’s an outbreak of infectious disease it tends to be on the 

minds of people.  Another example would be that in communities with certain kinds 

of industries there may be health issues that they think about because of the presence 

of these companies.   

6. This next question sounds similar but it is quite different. The emphasis is on health care, 

not general health. What would you describe as the biggest health care challenges in your 

community and region? 

The BC Ministry of Health defines palliative care as: 

“…specialized care of people who are dying – care aimed at alleviating suffering 

(physical, emotional, psychosocial or spiritual) rather than curing.  The term 

‘palliative care’ is generally used in association with people who have an active, 

progressive and advanced disease, with little or no prospect of cure.” 

7. How do you think palliative care fits into your community’s priorities?  

a. Do you think that palliative care is a health care need/priority for your community?   

b. Why/why not? 

 

8. Are cultural factors an issue in the provision of palliative care in your community and 

region?  

a.  If so, how so? 

b. Do some groups have cultural access to palliative care more so than others? 

i. By cultural access I mean care that is sensitive to the spiritual and 

religious needs and beliefs more generally of specific cultural groups 
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regardless of whether or not services are local (e.g. geographically 

accessible) and are available (e.g., timely, no waiting list). 

 

9. To the best of your knowledge, what kinds of palliative care services are available in your 

community? And how about for your region? Who do they provide care for? 

a. Prompts can include: 

i. Residential (e.g. hospice) 

ii. Medical (e.g. hospital-based, clinics) 

iii. Home (e.g. home care) 

iv. Spiritual 

v. Family caregiver support 

 

10. How would you describe the overall availability of palliative care in your community and 

region? 

a. Prompt could be: On a scale of 1-5 (or 1-10), how would you describe the 

availability? Where one means that there is no availability and ten means that 

you believe that there is a full complement of palliative care available in your 

community and region. 

 

11. What would you describe as the main existing challenges to providing palliative care in your 

community/your region? 

 

12. What would you describe as the main existing challenges for those receiving palliative care 

in your community/your region? 

 

13. What would you describe as the main existing strengths in terms of the provision of 

palliative care in your community/your region?  

a. Who/what makes providing such care possible? 

 

14. Do you think those that receive palliative care (including family caregivers) in your 

community/your region would agree with the existing strengths you just identified, or do you 

think they would identify other things?  If so, what are they? 

 

15. Do you anticipate any future challenges or supports that are different from the ones you’ve 

just discussed? 

 

a. Prompt based on answers to earlier questions regarding health and health care 

challenges in local community (questions 5 and 6). 

 

16. What would assist you, your colleagues, and others involved in providing palliative and care 

to overcome all the challenges you’ve discussed over the past few minutes? 

 

17. What do you think is the best way to provide palliative care services (vision) in your 

community? (Allow them to answer). How about in your region? (Allow them to answer). 

And how about for the province as a whole?  

 

In this study we are trying to think about how and where palliative care services should be 

located in more rural areas of the province.   

 

18. Before I say anything further about this, are there any suggestions you have either for how 

care can be delivered in rural settings or where such care should be provided or located?  I 
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am specifically interested to hear about any factors you think should be taken into 

consideration when we are thinking about locating new palliative care services. 

 

One approach for determining where to put new health services is to create and run what are 

known as ‘siting models’.  Siting models are almost like a cookie recipe.  They take what we know 

are the important factors for finding a location for that service, how much of each should be 

considered and in what order, and then ultimately create the ‘recipe’ that can be followed to 

assist with finding ideal locations.  Siting models are not a new idea, but they are not very 

available related to palliative care services.  In our work we are trying to create a siting model 

for rural and remote palliative care services.  This model could be used by decision-makers to 

help with distributing services to those communities most ready to take advantage of enhancing 

their palliative care services.    

 

19. Is what I have just said about siting models clear, or do you have any questions? 

 

20. What do you think about the idea of creating a siting model for rural palliative care services?  

Is it useful?  Is it any better or different from what’s being done already?  Why? 

a. What are its advantages? 

b. What are its disadvantages? 

 

21. In our siting model, we believe it is important to consider isolation, vulnerability, and 

population in relation to finding communities that need to enhance their palliative care 

services.  Do you agree that these variables are important?  What are we missing from this 

list? 

a. Explain population, isolation, and vulnerability as per operating definitions for 

the study as needed. 

 

22. Aside from a siting model, how should we figure out where palliative care services should be 

added or enhanced?  

 

23. Should it be something that is done from a regional or provincial administrative level?  

 

24. Or should we leave communities to figure out where their own palliative care resources 

should go? 

 

25. It is impossible to ultimately enhance palliative care provision in all rural and remote 

communities as not every community will be in need of this, or be ready for it. This raises 

the issue of travelling to access services.  In thinking about your own community:  

a. Do you think that people and their families would be able to travel from 

elsewhere in order to receive palliative care in your community?  From how far 

away? 

b. Do you think that palliative care providers (e.g., GPs, nurses, spiritual leaders, 

community leaders etc.) would be able to travel from your community to 

elsewhere in order to provide palliative care in people’s own rural communities?  

What’s a reasonable travel time? 

 

26. What would be the biggest advantage of enhancing palliative care services in your region?  

What would be the biggest challenge? 
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27. If a specialized palliative care service were available both in your region and also in a larger 

centre such as Vancouver, is there any reason you would favour referring to one over the 

other? 

 

 

 

This concludes the first part of our interview. The last part is just a series of questions, where I’ll 

ask you to rate what you think is most important, on a scale of 1-5. The scale goes like this: 1 is 

not at all important; 2 is somewhat important; 3 is fairly important; 4 is very important; and 5 is 

critically important. If the question doesn’t apply to your experience or you cannot assign it a 

number, we’ll just leave it blank. Do you have any questions before I begin? 

 1 2 3 4 5 

Having a free-standing palliative care facility in my community      

Having a family physician in my community      

Having a family physician who has experience providing palliative 

care in my community 

     

Having home care available to people needing palliative care in my 

community 

     

Having home care providers based in my community      

Having a nurse with palliative care experience in my community      

Having a nurse practitioner with palliative care experience who can 

diagnose and prescribe in my community 

     

Having access to a vehicle in my community      

When traveling within my community, weather conditions are      

Receiving care as fast as possible       

Receiving the best quality care possible      

Dying at home (i.e., in one’s own house)      

Dying in the community      

Dying in the region      

The cost of caring for a dying family member      

Supporting people in the community who are caring for a dying 

loved one 

     

Providing people with information about local palliative care 

resources 

     

Training service providers in rural palliative care      

Providing educational opportunities for rural palliative care 

providers in their own communities 

     

 

Thank you very much for sharing your perspectives with me. As was stated in the information 

sheet, you have the option of receiving a copy of the study summary. Is this something you would 

like? (Record address/e-mail) 

I would like to re-emphasize that like everything that has been shared in this interview any 

comments on the transcripts will remain confidential. In future, should this information be used in 

any publications or presentations, a pseudonym, or fake name, will be assigned. 

Thank you again for participating in this interview. If you have any questions regarding this 

study, or questions regarding some of the issues we discussed, please do not hesitate to talk to me 

or talk to Dr. Valorie Crooks, who is leading the project.  

Wrap-up. 
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Appendix C 

Phone Interview Letter of Information and Consent Form 

 

Letter of Information 

Study Name: Refining a Decision-Support Model for Siting Palliative Care Services in Rural 

Canadian Communities 

Study Application Number: 2012xxxx 

Study Lead: Dr. Valorie Crooks (Simon Fraser University) 

Investigators: Dr. Nadine Schuurman (Simon Fraser University), Dr. Allison Williams 

(McMaster University), Dr. Mark Skinner (Trent University) 

Study Funder: Canadian Institutes of Health Information 

We ask that you review this letter of information.  You can keep the letter of information portion 

but should return the signed consent form to XXXX prior to the interview by e-mail, fax, or mail.  

You may wish to keep a copy of consent form for your own records. 

 

Study Background: 

Canada’s aging population is on the rise, resulting in greater demand for palliative care services 

(PCS). Service delivery is not keeping up with demand, particularly in rural and remote areas 

where there are very limited on-site PCS and few secondary and tertiary level specialists. 

Demographic trends, such as the number of people relocating to rural areas upon retirement and 

the process of ageing-in-place in rural and remote communities are amplifying the potential 

demand for PCS in such settings. One solution to addressing the need to provide PCS to 

residents of rural and remote areas is to relocate care recipients to service-rich urban centres. 

However, research has documented that most Canadians would prefer to spend their last days at 

home or in their home communities and that having this is an indicator of ‘good death’. 

Relocation is thus inconsistent with these wishes. It is thus pressing to identify ways to deliver 

PCS to rural and remote Canadian residents in their home communities to address current and 

future service need. Furthermore, novel approaches to health service delivery must be developed 

in order to meet the unique health care demands of rural and remote Canadian communities, 

including in relation to PCS. The focus of this study is on creating a service siting model that can 

help to identify rural and remote Canadian communities that are most in need of and also most 

ready to enhance their PCS delivery.  

 

DR. VALORIE CROOKS 

DEPARTMENT OF GEOGRAPHY 
 

Simon Fraser University  

8888 University Drive, Burnaby, BC Canada V5A 1S6   

T 778.782.3507 | F 778.782.5841 | www.sfu.ca.geography 

crooks@sfu.ca 

mailto:crooks@sfu.ca
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Your Participation: 

You will be asked to participate in one phone interview that will last for approximately 1.5 hours.  

 

Risks: 

You may find it risky to disclose details of your personal or professional experiences in the 

chance that someone reading the findings may identify you.  Please be aware that such identifying 

personal details (e.g. your name, location of your practice) will never be included in any of the 

outputs of this study. 

 

Benefits: 

You may find it beneficial to receive a copy of the findings of this study so that you can gain a 

better understanding of how your perspective compares to other participants.  

 

Remuneration: 

In acknowledgement of your contribution to this study you will be provided with a $50 

honourarium that will be mailed to you following the interview.  Should you choose to withdraw 

from the study after completion of the interview you may keep this honourarium. 

 

Confidentiality & Participant Rights: 

Participation in this study is voluntary. You have several rights as a participant in a study, they 

are to: (1) refuse to answer any question at any time; (2) withdraw from the interview at any time 

without penalty; (3) withdraw from the study by contacting the lead investigator (Dr. Valorie 

Crooks, crooks@sfu.ca); and (4) gain access to the findings by requesting a copy of the summary 

report from the investigator. 

 

The interview recording will be made available only to myself, the lead investigator, and a 

transcriptionist with whom we have an established confidentiality agreement. While all personal 

identifiers will be removed from the transcripts, we require that you do not disclose the names or 

identifying information of others during the interview. All original notes and recordings will be 

kept in a secure location in the lead investigator’s office at Simon Fraser University. Original 

notes and recordings will be kept until no further data interpretation is needed (Fall of 2018).  

Anonymity will be maintained. Confidentiality cannot be guaranteed because we will be carrying 

out the interview by phone and so it is impossible to know with all certainty that no other parties 

are privy to the conversation.   

 

 Excerpts of the interview may be made part of the final research report and resulting 

publications. However, your name and identifying information will never be cited. Use of a 

pseudonym will minimize any risk of you being identified by those reading or hearing about this 

project.  

 Should you wish to obtain further information about your rights as a participant in 

research, or about the responsibilities of researchers, or if you have any questions, concerns or 

complaints about the manner in which you were treated in this study, please contact: 

 

Hal Weinberg 

Director, Office of Research Ethics 

8888 University Drive 

Simon Fraser University 

Burnaby, British Columbia 

V5A 1S6 

778-782-6593 

hweinber@sfu.ca 

mailto:crooks@sfu.ca
mailto:hweinber@sfu.ca
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Contact: 

It is possible that this study will lead to continued research on this topic.  If you are in agreement, 

we may contact you at a later date about participating in another part of this study or in another 

study. 

 

Any questions you have about the current study should be addressed to the lead investigator, Dr. 

Valorie Crooks, by e-mail at crooks@sfu.ca or phone at 778-782-3057.  You should also contact 

Valorie if you are interested in obtaining a study update. 

 

  

mailto:crooks@sfu.ca
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Consent Form 
 

Study Name: Refining a Decision-Support Model for Siting Palliative Care Services in Rural 

Canadian Communities 

Study Application Number: 2012xxxx 

Your signature on this form will signify that you have received the study’s Letter of Information, 

that you have received an adequate opportunity to consider the information in the documents 

describing the study, and that you voluntarily agree to participate in the study. 

Having been asked to participate in the research study named above, I certify that I have read the 

procedures specified in the above Letter of Information. I understand the procedures to be used in 

this study and the personal risks to me in taking part in the study as described above.  

Furthermore, I agree not to disclose others’ names or identifying information. I understand that I 

may withdraw my participation at any time. I also understand that I may register a complaint with 

the Director of the Office of Research Ethics at Simon Fraser University (contact information 

above). 

I understand the risks and contributions of my participation in this study and agree to participate: 

______________________________________________ 

 

Participant Name (please print) 

______________________________________________ 

 

Participant Signature 

______________________________________________ 

 

Date:  

______________________________________________ 

 

Please check: 

□ I am willing to be contacted by the investigator about participating in future research. 

□ I would like to receive a copy of the study summary. If yes, please write the preferred contact 

information (e-mail, fax, mail) below. 

 

 

DR. VALORIE CROOKS 

DEPARTMENT OF GEOGRAPHY 

 

Simon Fraser University  

8888 University Drive, Burnaby, BC Canada V5A 1S6   

T 778.782.3507 | F 778.782.5841 | www.sfu.ca.geography 

crooks@sfu.ca 

mailto:crooks@sfu.ca
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Appendix D 

Health Sciences Research Ethics Board – Original Approval 

 

QUEEN'S UNIVERSITY HEALTH SCIENCES & AFFILIATED TEACHING 

HOSPITALS RESEARCH ETHICS BOARD (HSREB) 

 

HSREB Initial Ethics Clearance 

 

August 29, 2016 

 

Miss Arlanna Pugh 

Department of Public Health Sciences 

Queen’s University 

 

ROMEO/TRAQ: #6019059 

Department Code: EPID-556-16 

Study Title: Exploring the dynamics of accessing and delivering health care services among 

rural Indigenous peoples: A mixed methods study 

Co-Investigators: Dr. C. Davison, Dr. H. Castleden 

Review Type: Delegated 

Date Ethics Clearance Issued: August 29, 2016 

Ethics Clearance Expiry Date: August 29, 2017 

 

Dear Miss Pugh, 

 

The Queen's University Health Sciences & Affiliated Teaching Hospitals Research Ethics Board 

(HSREB) has reviewed the application and granted ethics clearance for the documents listed 

below. 

 

Ethics clearance is granted until the expiration date noted above. 

 

• Protocol/Thesis Outline 

• Department Thesis Committee Approval 

 

Documents Acknowledged: 
 

• CORE Certificate – A. Pugh 

• Simon Fraser University REB Approval – 26 Feb. 2012 

 

Amendments: No deviations from, or changes to the protocol should be initiated without prior 

written clearance of an appropriate amendment from the HSREB, except when necessary to 

eliminate immediate hazard(s) to study participants or when the change(s) involves only 

administrative or logistical aspects of the trial. 
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Renewals: Prior to the expiration of your ethics clearance you will be reminded to submit your 

renewal report through ROMEO. Any lapses in ethical clearance will be documented on the 

renewal form. 

 

Completion/Termination: The HSREB must be notified of the completion or termination of this 

study through the completion of a renewal report in ROMEO. 

 

Reporting of Serious Adverse Events: Any unexpected serious adverse event occurring locally 

must be reported within 2 working days or earlier if required by the study sponsor. All other 

serious adverse events must be reported within 15 days after becoming aware of the information. 

 

Reporting of Complaints: Any complaints made by participants or persons acting on behalf of 

participants must be reported to the Research Ethics Board within 7 days of becoming aware of 

the complaint. Note: All documents supplied to participants must have the contact information for 

the Research Ethics Board. 

 

Investigators please note that if your trial is registered by the sponsor, you must take 

responsibility to ensure that the registration information is accurate and complete. 

 

Yours sincerely, 

 
Chair, Health Sciences Research Ethics Board 

 

The HSREB operates in compliance with, and is constituted in accordance with, the requirements 

of the TriCouncil Policy Statement: Ethical Conduct for Research Involving Humans (TCPS 2); 

the International Conference on Harmonisation Good Clinical Practice Consolidated Guideline 

(ICH GCP); Part C, Division 5 of the Food and Drug Regulations; Part 4 of the Natural Health 

Products Regulations; Part 3 of the Medical Devices Regulations, Canadian General Standards 

Board, and the provisions of the Ontario Personal Health Information Protection Act (PHIPA 

2004) and its applicable regulations. The HSREB is qualified through the CTO REB 

Qualification Program and is registered with the U.S. Department of Health and Human Services 

(DHHS) Office for Human Research Protection (OHRP). Federalwide Assurance Number: 

FWA#:00004184, IRB#:00001173 

 

HSREB members involved in the research project do not participate in the review, discussion or 

decision. 
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Appendix E 

Health Sciences Research Ethics Board – Renewal Approval  

 

QUEEN'S UNIVERSITY HEALTH SCIENCES & AFFILIATED TEACHING HOSPITALS 

RESEARCH ETHICS BOARD (HSREB) 

 

HSREB Renewal of Ethics Clearance 

 

August 22, 2017 

 

Miss Arlanna Pugh 

Department of Public Health Sciences 

Queen’s University 

 

ROMEO/TRAQ #: 6019059 

Department Code: EPID-556-16 

Study Title: Exploring the dynamics of accessing and delivering health care services among rural 

Indigenous peoples: A mixed methods study 

Review Type: Delegated 

Date Ethics Clearance Effective: August 29, 2017 

Ethics Clearance Expiry Date: August 29, 2018 

 

Dear Miss Pugh, 

 

The Queen's University Health Sciences & Affiliated Teaching Hospitals Research Ethics Board (HSREB) 

has reviewed the application. This study, including all currently approved documentation has been granted 

ethical clearance until the expiry date noted above. 

 

Prior to the expiration of your ethics clearance, you will be reminded to submit your renewal report through 

ROMEO. Any lapses in ethical clearance will be documented below. 

 

Yours sincerely, 

 
Chair, Health Sciences Research Ethics Board 

 

The HSREB operates in compliance with, and is constituted in accordance with, the requirements of the 

TriCouncil Policy Statement: Ethical Conduct for Research Involving Humans (TCPS 2); the International 

Conference on Harmonisation Good Clinical Practice Consolidated Guideline (ICH GCP); Part C, 

Division 5 of the Food and Drug Regulations; Part 4 of the Natural Health Products Regulations; Part 3 of 

the Medical Devices Regulations, Canadian General Standards Board, and the provisions of the Ontario 

Personal Health Information Protection Act (PHIPA 2004) and its applicable regulations. The HSREB is 

qualified through the CTO REB Qualification Program and is registered with the U.S. Department of 

Health and Human Services (DHHS) Office for Human Research Protection (OHRP). Federalwide 

Assurance Number: FWA#:00004184, IRB#:00001173 

 

HSREB members involved in the research project do not participate in the review, discussion, or decision. 
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Appendix F 

Simon Fraser University Research Ethics Board – Expedited Approval 

  
 

Minimal Risk Expedited Approval 

 
Hello Valorie, 
 

Your application has been categorized as 'Minimal Risk' and approved by the Director, Office of 

Research Ethics on behalf of the Research Ethics Board, in accordance with University Policy 

r20.01 (http://www.sfu.ca/policies/research/r20.01.htm). 
__________ 

Note: The following have been removed as collaborators of this project in accordance with the 

correspondence from Dr. Crooks date 26 February 2012. 

Williams, Allison, McMaster University 

Skinner, Mark, Trent University 
__________ 

The Research Ethics Board reviews and may amend decisions made independently by the 

Director, Chair or Deputy Chair at the regular monthly meeting of the Board. 
 

Please acknowledge receipt of this Notification of Status by email to dore@sfu.ca and 

Include the file number as shown above as the first item in the Subject Line. 
 

You should get a letter shortly. Note: All letters are sent to the PI addressed to the Department, 

School or Faculty for Faculty and Graduate Students. Letters to Undergraduate Students are 

sent to their Faculty Supervisor. 
 

Good luck with the project, 

 
Hal Weinberg, Director 
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Appendix G 

Five Dimensions of Access Draft Codebook 

Theme 1:  Affordability 

• Definition: A client’s ability to pay for health care services offered by a health care provider. 

This involves a two-way negotiation between the patient and provider regarding what each 

party is willing to pay or accept as payment. The “cost” of services often represents the 

“affordability” of health care services.  

• Indicators: Should be coded when either the participant or interviewer poses an explicit or 

implicit question/comment regarding the cost of health care services. 

• Qualifications/Exclusions: This theme should not be coded if the cost/financial implications 

of health care services are not discussed within the participant’s response. This theme should 

also not be coded if cost of transportation is being discussed.   

• Potential Structured Interview Questions: #6, #11 - #17, #18, #26  

 
Theme 2:  Availability  

• Definition: The level and type of resources (i.e. personnel, technology, services, etc.) that are 

available to meet the needs of community clients.  

• Indicators: Should be coded when the volume or type of human, technological, and/or 

program resources offered in the community are discussed (including discussion of home 

care providers). This theme should also be coded if wait times are discussed within the 

participant’s response. 

• Qualifications/Exclusions: Should not be coded when travel times or distance to reach 

facilities is discussed. 

• Potential Structured Interview Questions: #4, #6, #9, #10, #11 - #17, #18, #26 

 
Theme 3:  Accessibility  

• Definition: The geographic accessibility of health care services for community clients.  

• Indicators: Should be coded when travel time, distance, geography, and/or weather conditions 

impeding accessibility to health care services within or outside of the community is discussed 

(by either the interviewer or participant).  

• Potential Structured Interview Questions: #4, #6, #11 - #17, #18, #25, #26, #27  

 
Theme 4:  Accommodation  

• Definition: The physical and temporal structure of a health care service provider’s facility and 

how the organization of the facility addresses client preferences and needs.  

• Indicators: Should be coded when hours of operation, telephone communications, delivery of 

care without prior appointments (speed of care delivery), and/or cultural and spiritual 

accommodation (of the facility) are discussed. This theme can also be coded when discussing 

(an expressed need for) home care accommodation/placement of a secondary palliative care 

hub in their community. 

• Qualifications/Exclusions: Should not be coded in reference to a patient’s or provider’s socio-

demographic characteristics.  

• Potential Structured Interview Questions: #4, #6, #11 - #17, #18, #25, #26, #27 
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Theme 5:  Acceptability  

• Definition: The comfort level of both the patient and provider with the socio-demographic 

characteristics (i.e. age, sex, social class, ethnicity, diagnosis, client coverage, etc.) of one 

another.  

• Indicators: Should be coded when socio-demographic characteristics of either the patient or 

provider are discussed within the context of comfort and feelings of acceptance (in either 

delivering or receiving care). Comfort in regard to delivering (or receiving) palliative care 

services specifically should also be coded with this theme. The discussion of training and 

education for health care providers and volunteers should also be coded with this theme. The 

cultural and spiritual preferences/perceptions of health care providers and their patients 

should be coded with this theme. 

• Potential Structured Interview Questions: #6, #11 - #17, #18, #26   

 

Theme 6:  Awareness (NEW)   

• Definition: The level of awareness health care providers have regarding community health 

care services, community demographics, or/and community palliative care need.  

• Indicators: Should be coded when HCPs discuss facts or opinions concerning the topics 

mentioned above in a certain (“I know that”) or uncertain (“I think that”) tone. Can also be 

coded if HCPs discuss successes or challenges concerning palliative care services in their 

community.  

 

 

 

 

 



 

 
 

190 

Appendix H 

Supplementary Quantitative Analysis Variable Descriptions 

 Study Variable 

Name 

Variable 

Description 
Survey Question 

Study Variable 

Items 
Derivation of Study Variable 

E
x
p

o
su

re
 

Indigenous identity  

(SDC_41)  
• Self-identification 

of Indigenous 

identity  

SDC_41: Are you an 

Aboriginal person, that 

is First Nations, Metis, 

or Inuk (Inuit)? First 

Nations includes Status 

and Non-Status Indians.  

1. Yes  

2. No 

Variable not derived 

E
ff

ec
t 

M
o

d
if

ie
r 

Geographic location  

(GEO)  
• Location of 

residence 

 

GEO_PRV: No official 

survey question used 

1. Province 

2. Territory  

GEO_PRV (Original variable)  

• 10 = Newfoundland and Labrador 

• 11 = PEI 

• 12 = Nova Scotia 

• 13 = New Brunswick 

• 24 = Quebec 

• 35 = Ontario 

• 46 = Manitoba 

• 47 = Saskatchewan 

• 48 = Alberta 

• 59 = British Columbia 

• 60 = Yukon 

• 61 = NWT 

• 62 = Nunavut 

 

GEO (Derived variable)  

• 1 = GEO_PRV = 10, 11, 12, 13, 

24, 35, 46, 47, 48, 59 

• 2 = GEO_PRV = 60, 61, 62 
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 Study Variable 

Name 

Variable 

Description 
Survey Question 

Study Variable 

Items 
Derivation of Study Variable 

 Sex 

(DHH_Sex) 
• The respondent’s 

sex 

DHH_Sex: Is the 

respondent male or 

female?  

1. Male 

2. Female 

Variable not derived 

Age 

(DHH_Age) 
• The respondent’s 

age  

DHH_Age: What is the 

respondent’s age?  

1. 18 – 29 

2. 30 – 39 

3. 40 – 49  

4. 50 – 59  

5. 60 – 69  

6. 70 – 79  

7. 80 + 

Variable not derived 

 Marital Status 

(DHH_MS) 
• The respondent’s 

marital status 

DHH_MS: What is the 

respondent’s marital 

status?  

1. Married 

2. Common-Law 

3. Widowed 

4. Separated 

5. Divorced 

6. Single, never 

married 

Variable not derived 

Education  

(EDUDR04) 
• The highest level 

of education 

obtained 

EDU_1: What is the 

highest grade of 

elementary or high 

school ever completed? 

 

EDU_2: Was a high 

school diploma or its 

equivalent completed?  

 

EDU_3: Was any other 

education that could be 

counted towards a 

certificate, diploma or 

degree from an 

1. Less than 

secondary school 

graduation 

2. Secondary school 

graduation, no 

post secondary 

3. Some post 

secondary 

education 

4. Post secondary 

certificate/ 

diploma or 

university degree 

EDU_1 (Original variable):  

• 1 = Grade 8 or lower (Quebec: 

Secondary II or lower) 

• 2 = Grade 9-10 (Quebec: 

Secondary III or IV, 

Newfoundland: 1st year 

secondary) 

• 3 = Grade 11-13 (Quebec: 

Secondary V, Newfoundland: 2nd 

to 3rd year secondary) 

 

EDU_2 (Original variable):  

• 1 = Yes 

• 2 = No 
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 Study Variable 

Name 

Variable 

Description 
Survey Question 

Study Variable 

Items 
Derivation of Study Variable 

educational institution 

received?  

 

EDU_4: What is the 

highest certificate, 

diploma or degree that 

was completed? 

 

EDU_3 (Original variable):  

• 1 = Yes 

• 2 = No 

 

EDU_4 (Original variable): 

• 1 = Less than high school diploma 

or its equivalent 

• 2 = High school diploma or a high 

school equivalency certificate 

• 3 = Trade certificate or diploma 

• 4 = College, CEGEP or other non-

university certificate or diploma 

(other than trades certificates or 

diplomas) 

• 5 = University certificate or 

diploma below the bachelor's level 

• 6 = Bachelor's degree (e.g. B.A., 

B.Sc., LL.B.) 

• 7 = University certificate, 

diploma, degree above the 

bachelor's level 

(EDUDR04) (Derived variable):  

• 1 = EDUDR04= ((EDU_1 = 1, 2) 

or EDU_2 = 2) and EDU_3 = 2 

• 2 = EDUDR04= EDU_2 = 1 and 

EDU_3 = 2 

• 3 = EDUDR04= EDU_4 = 1 

• 4 = EDUDR04= (2 <= EDU_4 <= 

6) 
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 Study Variable 

Name 

Variable 

Description 
Survey Question 

Study Variable 

Items 
Derivation of Study Variable 

Household Income 

(HOUSEINC) 
• The respondent’s 

household income 

according to the 

number of people 

residing in the 

household and the 

total income for all 

household 

members   

DHHDHSZ: This 

variable is derived by 

counting the number of 

PERSONID’s (unique 

respondent identifier) 

within each SAMPLEID 

(unique household 

identifier)    

 

INCDHH: What is your 

best estimate of the total 

income received by all 

household members, 

from all sources, before 

taxes and deductions, in 

the past 12 months?  

1. Low 

2. Low Mid 

3. High Mid  

4. High 

DHHDHSZ (Original variable):  

• 1 </= DHHDHSZ </= 20 

 

INCDHH (Original variable)  

• 1 = no income 

• 2 = less than $5,000 

• 3 = $5,000 to $9,999 

• 4 = $10,000 to $14,999 

• 5 = $15,000 to $19,999 

• 6= $20,000 to $29,999 

• 7= $30,000 to $39,999 

• 8= $40,000 to $49,999 

• 9 = $50,000 to $59,999 

• 10 = $60,000 to $69,999 

• 11 = $70,000 to $79,999 

• 12 = $80,000 to $89,999 

• 13 = $90,000 to $99,999 

• 14 = $100,000 to less than 

$150,000 

• 15 = $150,000 or more  

 

HOUSEINC (Derived variable): 

• 1 = HOUSEINC = (DHHDHSZ = 

1 or 2 and INCDHH < 5) & 

(DHHDHSZ = 3 or 4 and 

INCDHH < 6) & (DHHDHSZ > 4 

and INCDHH < 7) 

• 2 = HOUSEINC = (DHHDHSZ = 

1 or 2 and INCDHH = 5 or 6) & 

(DHHDHSZ = 3 or 4 and 
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 Study Variable 

Name 

Variable 

Description 
Survey Question 

Study Variable 

Items 
Derivation of Study Variable 

INCDHH = 6 or 7) & 

(DHHDHSZ > 4 and INCDHH = 

7, 8, or 9) 

• 3 = HOUSEINC = (DHHDHSZ = 

1 or 2 and INCDHH = 7, 8, or 9) 

& (DHHDHSZ = 3 or 4 and 

INCDHH = 8, 9, 10, or 11) & 

(DHHDHSZ > 4 and INCDHH = 

10 or 11) 

• 4 = HOUSEINC = (DHHDHSZ = 

1 or 2 and INCDHH > 9) & 

(DHHDHSZ = 3 or 4 and 

INCDHH > 11) & (DHHDHSZ > 

4 and INCDHH > 11) 

Work Status  

(LBSDWSS)  
• The respondent’s 

working status in 

the week prior to 

the interview 

survey   

• Excluded 

populations: 

respondents who 

were younger than 

15 and older than 

75 years of age  

LBS_01: Last week, did 

you work at a job or a 

business? (Including 

part-time jobs, seasonal 

work, contract work, 

self-employment, baby-

sitting and any other 

paid work, regardless of 

the number of hours 

worked.) 

 

LBS_02: Last week, did 

you have a job or 

business from which 

you were absent? 

1. Had a job, at 

work last week 

2. Had a job, absent 

from work last 

week 

3. Did not have a 

job last week 

4. Permanently 

unable to work 

LBS_01 (Original variable) 

• 1 = Yes 

• 2 = No 

• 3 = Permanently unable to work 

 

LBS_02 (Original variable) 

• 1 = Yes 

• 2 = No 

 

LBSDWSS (Derived variable): 

• 1 = LBS_01 =1  

• 2 = LBS_02 = 1 

• 3 = LBS_02 = 2 

• 4 = LBS_01 = 3 
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 Study Variable 

Name 

Variable 

Description 
Survey Question 

Study Variable 

Items 
Derivation of Study Variable 

 Leisure Physical 

Activity 

(PACDPAI)  

• Level of leisure 

physical activity 

according to the 

respondent’s 

average daily 

energy expended 

(kcal/kg/day) 

during leisure time 

activities in the 

past three months  

PACDEE: This is a 

derived variable 

representing the 

respondent’s average 

daily energy expended 

for a variety of different 

leisure physical 

activities  

1. Active 

2. Moderately active 

3. Inactive  

 

PACDEE (Original variable)  

• 0.0 < PACDEE < 99.9 

 

PACDPAI (Derived variable) 

• 1 = 3 </= PACDEE < NA 

• 2 = 1.5 </= PACDEE < 3.0 

• 3 = 0 </= PACDEE < 1.5 

 

Smoking Status 

(SMKDSTY)  
• Smoker type 

according to 

smoking habits  

 

SMK_202: At the 

present time, do you 

smoke cigarettes daily, 

occasionally or not at 

all?  

 

SMK_05D: Have you 

ever smoked cigarettes 

daily?  

 

SMK_01A: In your 

lifetime, have you 

smoked a total of 100 or 

more cigarettes (about 4 

packs)? 

 

SMK_01B: Have you 

ever smoked a whole 

cigarette?  

1. Daily smoker 

2. Occasional 

smoker (former 

daily smoker) 

3. Always an 

occasional 

smoker (never a 

daily smoker or 

has smoked less 

than 100 

cigarettes in their 

lifetime) 

4. Former daily 

smoker (non-

smoker now)  

5. Former 

occasional 

smoker (at least 1 

whole cigarette, 

non-smoker now) 

SMK_202 (Original variable)  

• 1 = Daily  

• 2 = Occasionally 

• 3 = Not at all  

 

SMK_05D (Original variable)  

• 1 = Yes 

• 2 = No  

 

SMK_01A (Original variable)  

• 1 = Yes 

• 2 = No  

 

SMK_01B (Original variable)  

• 1 = Yes  

• 2 = No  

 

SMKDSTY (Derived variable) 

• 1 = SMK_202 = 1  

• 2 = SMK_202 = 2 and SMK_05D 

= 1  
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 Study Variable 

Name 

Variable 

Description 
Survey Question 

Study Variable 

Items 
Derivation of Study Variable 

6. Never smoked (a 

whole cigarette)  

 

• 3 = SMK_202 = 2 and 

(SMK_05D =2, NA) 

• 4 = SMK_202 = 3 and SMK_05D 

= 1 

• 5 = SMK_202 = 3 and 

[[SMK_05D = 2 or SMK_05D = 

6] and [SMK_01A = 1 or 

SMK_01B = 1]] 

• 6 = SMK_202 = 3 and SMK_01A 

= 2 and SMK_01B = 2 

Alcohol Use 

(ALCDTTM)  
• Drinker type 

according to 

drinking habits in 

the past 12 months  

ALC_1: During the past 

12 months, have you 

had a drink of beer, 

wine, liquor or any other 

alcoholic beverage? 

 

ALC_2: During the past 

12 months, how often 

did you drink alcoholic 

beverages? 

1. Regular drinker  

2. Occasional 

drinker  

3. Did not drink in 

the last 12 

months  

ALC_1 (Original variable)  

• 1 = Yes  

• 2 = No  

 

ALC_2 (Original variable)  

• 1 = Less than once a month  

• 2 = Once a month  

• 3 = 2 to 3 times a month  

• 4 = Once a week  

• 5 = 2 to 3 times a week  

• 6 = 4 to 6 times a week  

• 7 = Everyday  

 

ALCDTTM (Derived variable) 

• 1 = 2 </= ALC_2 < 96 

• 2 = ALC_2 = 1 

• 3 = ALC_1 = 2 
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 Study Variable 

Name 

Variable 

Description 
Survey Question 

Study Variable 

Items 
Derivation of Study Variable 

Perceived Health 

(GENDHDI) 
• Health status of 

respondent 

according to their 

own judgement or 

their proxy 

GEN_01: In general, 

would you say your 

health is…?  

0. Poor  

1. Fair  

2. Good  

3. Very good  

4. Excellent  

GEN_01 (Original variable)  

• 1 = Excellent  

• 2 = Very good 

• 3 = Good  

• 4 = Fair  

• 5 = Poor  

 

GENDHDI (Derived variable)  

• 0 = GEN_01 = 5 

• 1 = GEN_01 = 4 

• 2 = GEN_01 = 3 

• 3 = GEN_01 = 2  

• 4 = GEN_01 = 1 

Body Mass Index 

(BMI) 

(HWTDISW) 

• Assigns BMI 

categories to 

respondents greater 

than 18 years of 

age according to 

the classification 

system 

recommended by 

Health Canada and 

the World Health 

Organization 

(WHO)  

• Pregnant women 

are excluded  

HWTDWTK: 

Respondent’s self-

reported weight 

(kilograms)  

 

HWTDHTM: 

Respondent’s self-

reported height (meters)  

 

HWTDBMI: Derived 

variable reporting 

respondent’s self-

reported Body Mass 

Index (BMI)  

1. Underweight 

2. Normal weight 

3. Overweight 

4. Obese – class 1  

5. Obese – class 2 

6. Obese – class 3  

HWTDWTK (Original variable) 

• 0.0 < HWTDWTK < 999.95 

 

HWTDHTM (Original variable) 

• 0.0 < HWTDHTM < 9.995 

  

HWTDBMI (Derived variable) 

• 0.0 < HWTDBMI < 999.95  

 

BMI calculation:  

• Weight (Kilograms) / Height 

(Meters) squared (18 years or 

older)  

 

• HWTDWTK / (HWTDHTM × 

HWTDHTM) 
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 Study Variable 

Name 

Variable 

Description 
Survey Question 

Study Variable 

Items 
Derivation of Study Variable 

(HWTDISW) (Derived variable)  

• 1 = HWTDBMI <18.50 

• 2 = (18.50 </= HWTDBMI </= 

24.99) 

• 3 = (25.00 </= HWTDBMI </= 

29.99) 

• 4 = (30.00 </= HWTDBMI </= 

34.99) 

• 5 = (35.00 </= HWTDBMI </= 

39.99) 

• 6 = HWTDBMI =/> 40.00 
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Appendix I 

Research Data Centre Application 

1. Title of Project  

Exploring the dynamics of accessing and delivering health care services among rural Indigenous 

peoples: A mixed methods study  

Requesting access to the Queen’s University RDC 

 

2. Rationale and Objectives 

This concurrent triangulation mixed methods study will explore health care provider (HCP) and 

recipient experiences of health care for Indigenous peoples residing in rural communities across 

Canada. This research will be conducted by Arlanna Pugh (MSc. Candidate in 

Epidemiology) under the supervision of Dr. Heather Castleden at Queen’s University 

(Department of Public Health Sciences and Department of Geography). 

Background & Rationale:  

Indigenous peoples, recognized as three distinct groups: the First Nations, Metis, and Inuit, carry 

unique histories, diverse cultural and spiritual beliefs, and speak over 60 languages. The past 400 

years of colonial oppression endured by Canadian Indigenous peoples have had detrimental 

effects on their health, for which are still seen today. Despite prominent representations of 

Indigenous resilience and strength displayed through inter-generational cultural traditions, the 

rates of infant and child mortality, maternal morbidity and mortality, as well as obesity, diabetes, 

and hypertension, among Indigenous peoples tends to be higher than non-Indigenous peoples.1,2  

Health disparities experienced by Canada’s Indigenous population are often exacerbated by 

historical systemic racism within Canada’s health care system, which may impede access, use, 

and delivery of high quality care.3  

In recent years, Indigenous peoples have had a higher growth rate than non-Indigenous peoples 

(45% vs. 8% from 1996 to 2006).4 Of the approximately 1.5 million Canadian Indigenous peoples 

(4.3% of the total population) in 2011, 12% of registered First Nations peoples, 23% of non-status 

First Nations peoples, 29% of Metis, and 56% of Inuit live in rural off-reserve settings.5 Anyone 

(Indigenous or non-Indigenous) who resides in rural (any geographically isolated community 

with a population of less than 10,000) Canadian settings are less likely to have access to and use 

health care services when required, due to physical and financial constraints.2,6 Although the 

quantity of Canadian physicians is increasing, and the gap between those practicing in urban and 

rural settings is decreasing, shortages of family physicians and specialists are still experienced 

within rural communities.7,8 As a result the provision of quality health care within rural regions 

has become increasingly difficult, and has amplified disparities in how care is accessed and 

delivered to Indigenous communities, as well as between Indigenous peoples residing on or off 

reserve.2,6,9 

In order to improve the quality of health care provided to Indigenous Canadians, a more thorough 

understanding of how health care services are delivered and used, particularly within rural 
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settings, is required. Despite the various challenges faced by rural Indigenous residents that may 

impede the consistent delivery of high-quality health care, an understanding of the dynamics of 

rural health care delivery, use, and access will help address the disproportionate burden of 

disease, injury, and death experienced by Indigenous peoples in Canada. 

Research Aims:  

The purpose of this two-part study is to explore the dynamics of accessing and delivering health 

care services among rural Indigenous peoples in Canada. Two major analyses will be conducted 

for this study: 

1. A quantitative analysis investigating the relationship between Indigenous identity and 

patient use of/access to health care services, and whether this relationship differs between 

Canadian provinces and territories*, and;  

 

2. A qualitative analysis exploring health care provider perspectives on delivering palliative 

care (specialized health care) with Indigenous peoples in rural settings 

 

*Data from Statistics Canada will be required for the quantitative study (first research aim), 

therefore only the quantitative analysis is detailed below.  

 

3. Proposed data analysis and software requirements  

The relationship between Indigenous identity and patient use of health care services for all 

Canadian survey participants (aged 12 and over) who reside in rural regions (according to a 

geographic variable) will be assessed. A Queen’s University RDC statistician will also be 

consulted for guidance on weighting and bootstrapping procedures prior to analysing the data. 

These procedures will produce confidence intervals and coefficients of variation useful for testing 

statistical significance. This study will employ a significance level of p < 0.05 for all tests.  

Descriptive Statistics:  

Univariate and bivariate statistics in the form of frequency distributions and cross tabulations will 

be conducted. The volume of descriptive statistics will not be greater than that of a typical RDC 

proposal (35-50 frequencies and crosstabs). Chi-square analyses will determine whether 

independent associations between categorical exposure, covariates, and outcome variables exist 

and will help inform the model building process. 

Analytical Statistics:  

It is suspected that health care services are used relatively frequently in rural settings; therefore, it 

would be appropriate to use log-binomial regression procedures, traditionally reserved for 

common events, to compute prevalence ratios directly. A log-binomial regression will 

simultaneously control confounders and examine effect modifiers while quantifying the 

relationship of interest. If convergence issues arise with log-binomial regression models, a 

poisson regression model will then be explored. Effect estimates (relative risk/prevalence ratio) 

and their corresponding 95% confidence intervals will be presented for all models. 

Software:  
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Data analysis will be conducted using SAS software 9.4 (Cary, NC: SAS Institute Inc.).  

4. Data requirements  

Access to the confidential Master Data File for the 2012, 2013, and 2014 cycles of the Canadian 

Community Health Survey (CCHS) are requested. The Indigenous or non-Indigenous identity of 

survey participants and their area of residence are required for data analysis, of which both are 

unavailable in public use microdata files. The CCHS is an appropriate data source given the 

specific questions regarding health care use (short and long-term duration) and health care 

accessibility it contains. In order to obtain a large sample size useful for maintaining participant 

privacy and increasing power to detect a significant difference, three cycles of the CCHS are 

requested (2012-2014). To more accurately assess the relationship of interest (Indigenous identity 

and health care use/accessibility), covariates with the potential to confound the relationship have 

also been identified within the CCHS and will be tested.  

To reiterate, public use microdata files do not contain individual participant identities (Indigenous 

or non-Indigenous), locations of residence (rural or urban), or health use/access information, 

therefore confidential CCHS microdata files are required for the statistical analysis. The three 

CCHS cycles (confidential data files) specified are considered appropriate for the proposed 

research.  

Population of Interest: 

The specific population of interest includes all Indigenous and non-Indigenous participants who 

reside in rural regions in Canada. Given that approximately 6.3 million Canadians (19% of the 

Canadian population) resided in rural communities in 201110, the minimum expected sample size 

of the population of interest is 35,000 individuals. This sample size should be sufficient to protect 

the confidentiality and privacy of all survey participants as well as complete statistical analysis.      

Variables: 

In order to achieve the objectives of this study, the following independent and dependent 

variables have been identified within the 2012, 2013, and 2014 CCHS survey 

questionnaire/master files, and are currently unavailable in public use files. Additional 

geographic variables (GEODUR2 and the first three digits of GEODPC) will be required in 

order to distinguish rural residents from urban residents, as well as their province/territory 

of residence. Staff at the Queen’s University RDC will be consulted to ensure that sample sizes 

are large enough for each variable. This will help maintain the privacy and confidentiality of all 

survey participants. All variable codes listed below correspond to the CCHS Questionnaire 2014 

cycle. 

Exposure (Independent)  

Indigenous Identity SDC_Q4B_1 

Outcome (Dependent) – Health Care Utilization  

Long-term health care utilization  HCU_Q10 

Short-term health care utilization  

(family doctor)  
CHP_Q03 

Short-term health care utilization  

(eye specialist)  
CHP_Q06 
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Short-term health care utilization  

(other medical doctor i.e. surgeon) 
CHP_Q08 

Short-term health care utilization  

(nurse) 
CHP_Q11 

Short-term health care utilization (dentist) CHP_Q14 

Outcome (Dependent) – Health Care Accessibility  

Unmet health care needs UCN_Q010; UCN_Q020 

Covariates (Independent)  

Age ANDB_Q01 

Sex SEX_Q01 

Marital Status MSNC_Q01 

Education EHG2_Q04 

Household Income  USU_Q01*; INC_Q3 

Work status LBS_Q01; LBS_Q02; LBS_Q37 

Physical activity  PAC_Q1; PAC_Q2; PAC_Q3 

Smoking  SMK_Q202 

Body Mass Index  HWT_Q1; HWT_Q2; HWT_Q3; HWT_Q4 

Alcohol  ALC_Q1; ALC_Q2 

Perceived health  GEN_Q01 

* Names will not be used for identification purposes but rather for reporting the quantity of 

individuals residing in a household. 

 

5. Expected project start and end dates 

• Start date: September 2016  

• End date: August 2017  

 

6. Expected products 

1. The quantitative component of a graduate thesis (Masters level) 

2. A peer-reviewed journal article  

3. A poster or oral presentation at a Canadian or international conference  
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Appendix J 

Research Data Centre Approval 

This is an automated E-mail message. Please do not reply. 
 

Please be advised that your application has been recommended for access by the RDC 

Adjudication Committee. You will soon receive an official SSHRC letter with the committee 

comments. Please contact the RDC analyst once you receive this letter so that you can begin your 

research project. 

 

In order to ensure the timely receipt of this letter, please send your most current mailing address 

to z-s-rdc-websupport@sshrc-crsh.gc.ca. 

 

Application Title: Exploring the dynamics of accessing and delivering health care services among 

rural Indigenous peoples: A mixed methods study 

 

Program name: Access to Statistics Canada Research Data Centres  

 

Note: An official letter was received in the mail.  
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Appendix K 

Five Dimensions of Access – Barriers to Care and Suggestions for Improvement 

Dimension of 

Accessibility 
Barriers to Care Supporting Quotes Suggested Solutions Supporting Quotes 

AVAILABILITY 

Participants considered 

the availability of local 

hospital facility resources 

(i.e. palliative care 

beds/rooms) and human 

resources (i.e. palliative 

care nurses/GPs) as poor. 

“And I think people are also just 

burned out right like they’ve been 

doing so much for everything that 

they see palliative care as a very 

big piece and they’re not willing to 

take part of that if they don’t think 

that they can do it well I think that 

they probably feel that they can’t 

do it well because they don’t have 

any staff or resources that are 

dedicated to that.” Thompson 

participant  

To meet local palliative 

care needs, participants 

believed additional 

palliative care rooms 

should be provided, as 

well as initiatives 

developed to recruit and 

retain palliative HCPs. 

“We can recruit them but it’s 

hard to keep them so you 

know making sure that 

there’s, yeah to be able to 

retain trained staff who can, 

who can provide the 

services. You know it’s 

great to have the building 

and the, and the facility but 

you need to also have a great 

staff to go with it as well.” 

Fort Frances participant 

ACCOMMODATION 

The supports (i.e. 

equipment, medication) 

required to accommodate 

patients at home, in 

palliative care specific 

rooms, or outside of 

regular business hours 

were limited.  

 

“I know sometimes accessing 

things like medication and 

equipment can be a challenge 

especially again after hours or on 

weekends you know if they need a 

hospital bed to be placed in the 

home for the person it might be you 

know two to three business days 

before the hospital bed can make 

its way from Thunder Bay or 

Several participants 

suggested building 

additional palliative care 

facilities in their 

community staffed with 

palliative-trained 

participants to 

accommodate patient 

requests at end-of-life.   

“…putting a small personal 

care home here, a facility 

where you know a nurse 

with a LPN* or a PCA**, so 

if that were to happen I 

could see where it could 

really benefit the community 

major with regards to 

palliative.” Happy Valley 

Goose Bay participant 
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Kenora to Fort Frances to put in 

that person’s home. And again I 

think sometimes with IV’s or other 

pain pumps or special medications 

again there can be a delay in 

accessing it so if someone is being 

discharged home and those things 

haven’t been thought about before 

that it’s a big challenge for the 

Home care workers to be able to 

care for the person properly.” Fort 

Frances participant 

ACCESSIBILITY 

Most communities lack 

public transportation, 

therefore participants 

and/or patients need to 

take a ferry, taxi, drive, or 

fly long distances to 

attend appointments. 

“There’s no public transit, there’s 

lot of taxis but they’re pricey.” 

Lloydminster participant 

 

Participants suggested 

that participants should 

travel to patient homes 

to deliver palliative care 

if patients were unable 

to travel to 

appointments 

themselves.  

“…where we don’t have a 

lot of community’s nurses 

well then can we set up 

something where the 

hospital nurses can go out 

and do those visits and 

support the families and the 

volunteers.” Fort Frances 

participant  
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AFFORDABILITY 

High expenses and poor 

funding has hindered 

palliative care HCP 

recruitment, and has 

restricted current staff 

from delivering 

comprehensive palliative 

care.  

 

“And again I think you know 

there’s no new funding for 

palliative care or end-of-life care in 

Ontario it’s just trying to do more 

with what you currently have you 

know there’s never going to be 

funding for them to build a 

residential hospice or to have their 

own palliative care physician, 

that’s just not the reality.” Fort 

Frances participant 

Participants highlighted 

the importance of 

managing and 

streamlining financial 

resources more 

effectively, especially 

when funding is limited. 

“I think the key is to have a, 

a really strong base that will 

be able to support the 

resources that are there and 

when we streamline things 

and find that there are cost-

effective ways of doing it 

that we look at innovative 

ways of shifting funding 

from one pot to another” 

Fort Frances participant 

ACCEPTABILITY 

Participants expressed a 

sense of discomfort in 

providing palliative care 

among Indigenous 

patients, or without 

specific training or access 

to palliative care 

experts/expertise. 

“I know the staff at the hospital do 

not feel confident in providing 

culturally appropriate palliative and 

end-of-life care like they’re kind of 

unsure of what the customs are or 

traditions are or the values because 

of course it can differ from you 

know First Nations communities to 

community.” 

Fort Frances participant  

Participants believed 

they would be more 

comfortable delivering 

care and their patients 

more comfortable 

receiving care if they 

were local, maintained 

a long-term 

relationship, and were 

knowledgeable on 

Indigenous traditions at 

end-of-life. 

“Just that and the familiarity 

with, with us, I mean people, 

our patients have been with 

us from diagnosis through to 

the end you know. And 

they’re comfortable with us, 

they’ve been seeing us for 

years before this happened.” 

Happy Valley Goose Bay 

participant 

 

*LPN: Licensed practical nurse; **Personal care aide 


