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ABSTRACT 

Equity of access to health services is a main interest of health geographers.  Recently, 

consideration has extended to policy-relevant analyses that forward spatial implications. In 

2004, the Compassionate Care Benefit (CCB) was implemented to provide income assistance 

and job security to insured Canadians who take temporary leave from employment to care 

for a dying person. However, since it was introduced, uptake of the CCB has been 

significantly low. The development and implementation of a ‘spatially informed’ knowledge 

translation strategy can result in the identification of more efficient information-sharing 

pathways in order to increase needed awareness about the CCB, while examining how 

Canadians experience and understand the program across various  geographic ‘scales’  assists 

with illuminating challenges and inequities to access. Such geographic perspectives 

contribute valuable knowledge to program evaluation, which, ultimately can better inform 

decision-makers on how to more effectively meet the needs of program users and other 

stakeholders.  

 
Keywords: Compassionate Care Benefit; Canada; family caregivers; spatial analysis; 
knowledge translation; scale 
 
Subject Terms: Medical geography – research Canada; Unemployment insurance – Canada; 
Evaluation research; Caregivers 
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CHAPTER 1  
INTRODUCTION  

1.1 Introduction 

The recognition that ‘place’ influences health is not new. Dating as far back as 

Hippocrates’ writing of Airs, Waters and Places in 400BC, attention has been given over time 

to the importance of culture-environment (or even people-place) interactions for human 

health (Meade & Earickson, 2005).  These complex interactions have been studied under 

various interdisciplinary rubrics, such as geographic pathology, medical ecology, medical 

topology, geographic epidemiology, and geomedicine, among many others (Meade & 

Earickson, 2005), all of which have advanced highly spatial and geographic perspectives. 

However, it was not until the late 1970s that the specific field of ‘medical geography’ 

emerged as a subdiscipline within human geography (Andrews & Moon, 2005).  Since this 

time, medical geography has advanced and developed into an established field of diverse 

scholars and committed researchers who aim to explore people-place-health connections 

using new techniques and perspectives.  

Evolving since its beginnings, the subdiscipline of medical geography has undergone 

a particularly transformative shift over the past few decades: it has moved away from more 

positivist and reductionist orientations that favour disease-focused medical views and 

towards an increasing recognition of various constructions of well-being and social models 

of health and health care (Kearns & Moon, 2002). Today, acknowledgement over the many 

social determinants of health and  the reconceptualised notions of the various ways that 

‘health’  and ‘place’ can be socially constructed has allowed for the emergence of new 
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questions (e.g., how is ‘place’ involved in experiences of ‘health’?) and subsequent 

employment of a broad range of research methods  (Luginaah, 2009).  This transition in 

geographers’ conception of health-place research has resulted in the re-naming of the 

subdiscipline to a more encompassing ‘health geography’ (Kearns & Moon, 2002).   

In Canada, health geography is a rich area of scholarship within human geography.  

Researchers in this area have been inspired by the shift away from more positivist paradigms 

associated with medical geography and are certainly at the forefront of advancing the 

subdiscipline (Eyles & Elliott, 2001; Luginnah, 2009). Canadian health geography research is 

having significant impacts, particularly with regard to policy setting in health and health care 

(Luginaah, 2009). In Luginaah’s (2009) recent review on the state of the subdiscipline in the 

Canadian context, he identifies several established areas of interest, which include: 

population health; health inequalities at the local, national, and international scales; disability 

studies; aging and health; housing and health; the health and social conditions of Aboriginal 

Canadians; psychosocial health; mental health; women’s health; the social construction of the 

human body; environmental exposure; environmental risk and policy; environmental justice; 

chronic diseases; and emerging epidemics.  Luginaah (2009) also observes that issues of 

accessibility and use of health services is an area of heightened interest by Canadian health 

geographers.  Topics of inquiry in this stream of scholarship include: health service 

restructuring; political action and consciousness among health care recipients; the spatial 

analysis of and health care using geographic information systems; and the role of informal 

caregiving within health care (Luginaah, 2009).  

In this thesis, I contribute to the field of health geography by extending upon 

Canadian health geographers’ focus on issues of accessibility through examining a national 

health-related social program, thus moving the topic of investigation away from health 
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services proper.  Specifically, herein I apply two distinct geographically-centred analyses to 

examine issues of access as they pertain to a Canadian program which aims to support those 

caring for dying family members and close others, namely the Compassionate Care Benefit 

(CCB).  There is no singular definition of ‘access’ and the concept is applied in numerous 

ways in the health and health care literatures (Hay et al., 2006; Sanmartin et al., 2003).  Often 

conceptualized exclusively as a more physical and/or spatial term (e.g., distance to services), 

the conceptualization of ‘access’ used in this study is more broad.  Although particular 

geographic notions of access are referenced (e.g., how living in rural communities can impact 

one’s access to health care services due to distance and location), I focus more so on how 

complex social, economic and political processes, among others, intersect and thus affect 

people’s access to ‘information’ or forms of ‘support’.  For one example, the diffusion of 

information is inherently spatial as it is shared through networks and across spaces and 

places, however, one’s cultural, linguistic, social, and/or economic status can greatly affect 

one’s ‘access’ to particular types of information and knowledge. Therefore, the definition of 

access in this study reaches beyond the physical notion of ‘access’ to also include one’s social 

positionality and how this may create particular barriers.  

In this chapter, I introduce the general focus as well as the specific aims of this thesis 

research.  In the next section, I provide background knowledge on a shift being experienced 

in Canada whereby care is increasingly taking place within the home, thus resulting in the 

increased responsibility being placed on family members to become informal (i.e., family, 

unpaid,  untrained) caregivers.  I then present details on one of Canada’s responses to this 

shift: the implementation of the CCB program.  Following this, I introduce the study 

objectives and conclude with an outline of the thesis chapters to follow.  
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1.1.1 The Increasingly Important Role of Family Caregivers in Canada 

Neoliberal-informed health care restructuring within Canada, as well as other 

Western nations, has resulted in a growing expectation for the non-profit sector (e.g., 

voluntary organizations, family caregivers) to play a more prominent role in the organization 

and delivery of health and social care services (Chouinard & Crooks, 2008; Skinner & 

Rosenberg, 2005). An outcome of such restructuring, and the larger push towards 

deinstitutionalization, is that most forms of care are more frequently taking place within the 

home rather than in formal institutions due to cost cutting measures (Burge et al., 2003; Lilly 

et al., 2007; Skinner & Rosenberg, 2005). At the same time, the literature is increasingly 

suggesting that Canadians wish to die at home, or in their home communities (Bacon, 2008; 

Burge et al., 2003; Gomes & Higginson, 2006) – a point which is being taken up as a social 

(rather than financial) justification for the shift away from hospital-based care at this life 

stage.  Regardless of the motivations, this shift in the site of care away from institutions and 

into the community has raised a number of concerns as the responsibility for caregiving is 

now significantly being placed on untrained family caregivers – sometimes also referred to as 

informal caregivers – who often do not have the support and/or resources required meet 

such demands (Crooks et al., 2007; Milligan & Conradson, 2006; Skinner & Rosenberg, 

2005).  Within the context of Canada’s rapidly aging population, the burden on individuals to 

provide informal care is of great concern given the exponentially increasing numbers of 

people who will be in need of eldercare and end of life care over the coming years (CCC, 

2009; CPRN, 2009). 

Family caregivers are those people who provide care and assistance for family 

members and close others who are in need of support because of age, debilitating medical 

conditions, injury, long term illness or disability, or being at the end stages of life (CCC, 
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2009).  Such caregivers often provide physical and emotional care and support, as well as 

care coordination, among other tasks, when caring for those requiring support (CCC, 2009). 

Typically, this care takes place in either the caregiver’s or care recipient’s home, but can also 

occur inside formal settings such as hospices, hospitals, respite facilities, group homes, and 

long-term care facilities. Also, reflecting the traditional gendered division of unpaid work 

within the home, family caregivers tend to be women (Armstrong et al., 2008; Dyck, 2005; 

Neumann et al., 2007; Statistics Canada, 2002; Yantzi & Rosenberg, 2008).  Within Canada, 

these caregivers and the supports they provide are becoming the ‘backbone’ of the health 

and long-term care systems (CCC, 2009).  For example estimates indicate that there are 

approximately 1.5-2 million family caregivers in Canada contributing annually up to $25-26 

billion of unpaid care work (Hollander et al., 2009).  Further, the Canadian Caregiver 

Coalition (2009) reports that family caregivers frequently incur more than $100 per month in 

direct costs (e.g., supplies, gasoline to get to appointments), which totals to about $80 

million in out-of-pocket costs paid for by these caregivers each year. 

There are a number of stresses associated with family caregiving.  For example, vast 

amounts of knowledge on various issues such as pain management must be mastered while 

simultaneously undertaking complex system navigation in order to access necessary supports 

and services (Ashpole, 2004; Crooks et al., 2007), thus creating an informational burden.  

These stresses are typically magnified when care is being provided for dying individuals, 

whereby there is a considerable increase in depressive symptoms, among other physical and 

mental impairments, exhibited by family caregivers as care recipients approach death 

(Grunsfeld et al., 2004; Schulz & Beach, 1999). The additional responsibility of maintaining 

employment while providing care, as experienced by many family caregivers, only 

contributes additional stress.  This dual-role of providing care while remaining in the 



 

 14 

workforce can diminish the physical, emotional, and mental health of family caregivers 

(CPRN, 2009; Crooks et al., 2007).  

It has been estimated that due to Canada’s rapidly aging demographic, the number of 

otherwise-employed family caregivers involved in providing eldercare (and thus ultimately 

end of life care) will increase from one in five to one in four in the next decade (CPRN, 

2009).  Statistics Canada (2002) has shown that employed people who are also serving as 

family caregivers for more than four hours per week are more likely to reduce their working 

hours, change their work patterns, or turn down a promotion or job offer than those who 

provided fewer caregiving hours.  Such strategies have clear implications for maintaining 

employment and one’s ability to return to work after caregiving has ceased.  Those most 

greatly affected by the dual-demands of working and providing informal care are people who 

are employed for 40 or more hours per week (Statistics Canada, 2002).  It is thus important 

that we seek ways to minimize or alleviate the dual-role burden placed on family caregivers 

given both their important contributions as ‘shadow’ health care workers and the potential 

negative health and employment outcomes they may experience as a result of simultaneously 

working and providing care. 

1.1.2 The Compassionate Care Benefit 

In response to the need to support family caregivers at end of life and lessen their 

dual-role burden, Canada’s federal government implemented the CCB program in January of 

2004. The primary goal of the CCB is to provide much needed income assistance and job 

security to workers who decide to take temporary leave from their employment to care for a 

terminally ill family member at risk of dying within 26 weeks (Service Canada, 2009).  

Successful applicants of the CCB can receive up to 55% of their average insurable earnings, 
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to a maximum of $447 per week, over a six-week period to provide care. CCB recipients 

have the option to take the six weeks of income insurance at once, divide it into one-week 

periods and spread it over 26 weeks, and/or share the benefit among other eligible 

caregivers, thus adding considerable complexity to the CCB relative to other social 

programs.  As Human Resources and Social Development Canada (HRSDC) administers 

this program as an Employment Insurance (EI) special benefit, eligible applicants must 

demonstrate that their regular weekly earnings have decreased by more than 40% and that 

they have accumulated 600 insurable hours over the preceding 52-week period.  Resultantly, 

many Canadians are excluded from use of this benefit, including those who are self-

employed1, employed part-time, seasonal workers, unemployed, or have never been involved 

in the workforce. Applicants must also meet the program’s definition of ‘family member’2 

and submit a medical certificate from the doctor of the gravely ill person to confirm there is 

a significant risk of death within a 26-week timeframe (Service Canada, 2009). 

The government’s implementation of the CCB program has been applauded by 

many, and seen as a significant progressive step towards acknowledging the health, well-

being, and employment and/or financial security needs of family caregivers in Canada (CCC, 

2004; QELCCC, 2005).  However, since its implementation, successful uptake of the CCB 

has been significantly lower than expected (Osborne & Margo, 2005). Although estimates 

demonstrate that more than 1.5 million Canadians provide care for dying individuals 

annually (Hollander et al., 2009), HRSDC reports that only 5,700 successful claims were 

made during the 2007/08 fiscal year, only increasing 0.5% from the previous year (HRSDC, 

                                                 
1 One exception is self-employed fishers who, rather than hours worked, must demonstrate they have 
earned CND $3760 in insurable fishing income (Service Canada, 2009).  

2 In June 2006, HRSDC expanded the definition of ‘family member’ to include brothers and sisters, 
grandparents, grandchildren, in-laws, aunts, uncles, nieces, nephews, foster parents, wards, guardians or 
anyone who the gravely ill person considers to be like a family member (Service Canada, 2009). 
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2009). These statistics, thus, contradict what we know about the reliance on family caregivers 

in Canada and subsequent expected increases in the numbers of people taking on this role 

due to Canada’s aging population.  

The main barriers referenced as causes for the low uptake of the CCB include the 

limited support the Benefit provides (i.e., for only six weeks), the two-week unpaid waiting 

period successful applicants must go through once their application has been approved, and 

the difficulty in prognosticating death within a 26-week window (Osborne & Margo, 2005; 

Williams et al., 2006).  However, aside from more program-specific barriers, there exists a 

more critical obstacle to the CCB’s successful uptake: the general lack of public awareness 

regarding the existence of the program (CCS, 2008; Crooks et al., 2007; HRSDC, 2007; 

Osborne & Margo, 2005).  Specifically, family caregivers are not gaining access to 

information about the CCB program, and therefore, are unable to apply and utilize this 

existing benefit.   

1.2 Study Overview 

Evaluation research is a methodological area that closely relates to, but is 

distinguishable from, traditional social research. Specifically, it can be defined as “systematic, 

data-based inquiry to determine the merit or worth of a program, product, organization, 

intervention, or change effort” (Patton, 2003, n.p.).  Evaluation research involves the 

application of social science and related inquiry methods for the “systematic collection of 

information about the activities, characteristics, and outcomes of change efforts to inform 

judgements about goal attainment, improve program effectiveness, identify costs and 

benefits, and/or inform future decisions” (Patton, 2003, n.p.). Approaches to evaluation 

research are vastly diverse, ranging from decision-oriented and objective-based to 
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experimental research, among many others. Patton (2003) identifies a number of innovative 

approaches that have recently emerged to solve particular problems or accomplish specific 

objectives, including: goal-free evaluation; responsive evaluation; empowerment evaluation; 

inclusive evaluation; theory-driven evaluation; realist evaluation; democratic evaluation; 

developmental evaluation; and utilization-focused evaluation (Patton, 2003).  

The research conducted for this thesis contributes to a larger CCB evaluation study 

that aims to offer policy-relevant recommendations about the program which are informed 

by the perspectives of the program’s primary users and other stakeholder groups (for full 

study protocol see: Crooks & Williams, 2008). Therefore, the research presented herein 

adopts the overarching methodology defined by the larger evaluation: Patton’s (1997) 

utilization-focused evaluative approach. Specifically, this utilization focused evaluative 

approach aims to inform program improvements through the utilization of research findings 

with a specific emphasis upon “intended use by intended users” (1997, p.20, emphasis in original). 

Here, Patton defines ‘use’ as the ways in which “real people in the real world apply 

evaluation findings and experience the evaluation process” (1997, p.20). The objective of this 

methodology is based upon the premise that “evaluations should be judged by their utility 

and actual use” (Patton, 1997, p.20), and therefore, evaluators should approach the 

evaluation process and its design with a particular focus on how everything that is done will 

affect the use of the findings.  

The three specific objectives of the larger evaluative study to which this thesis 

contributes are to: (1) examine the usefulness of the CCB for family caregivers and 

determine those elements of the program that can be changed to better meet their needs; (2) 

explore front-line palliative care providers’ perceptions of the CCB; and (3) investigate 

barriers and facilitators inherent in specific workplaces and the labour market that shape 
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CCB uptake from the perspective of employers. Methods of data collection have included 

phone interviewing, face-to-face group interviewing, and keeping a ‘watching brief’ of policy 

and media coverage of the CCB.  While this study is led by an academic team, an ‘evaluation 

taskforce’ consisting of members of various advocacy and governmental organization 

representatives is also in place to guide data collection and mobilize findings.  Use of an 

evaluation taskforce is consistent with Patton’s (1997) utilization-focused evaluation 

approach as these individuals are well situated to provide input regarding the potential 

usability and thus uptake of the findings. 

The two analyses presented herein aim to offer a uniquely geographic contribution to 

the larger CCB evaluative study. Considering the CCB’s significantly low uptake, adopting a 

geographic perspective has the potential to add valuable insight into specific program 

challenges and barriers and, therefore, to contribute important knowledge to an evaluation 

of the program. Particularly, the transfer of information and acquisition of knowledge is 

inherently spatial as they involve the creation of relational connections between disparate 

places as well as the development of information networks that link people and places 

(Crooks et al., 2007). This point serves as a key context for the first analysis. By conducting 

an analysis that focuses on the spatial aspect of information dissemination, the most 

effective paths and venues for disseminating information about the CCB to increase 

awareness, and ultimately successful uptake, of the program can be determined. Also, by 

gaining insight into how the CCB program is experienced at various scales by its intended 

users and other program stakeholders, specific challenges that may have otherwise been 

overlooked can become illuminated. The geographic concept of scale thus serves as an 

analytic tool in the second analysis. Such knowledge of the scalar challenges inherent in 

successfully accessing and utilizing the CCB program experienced by people across Canada 
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contributes valuable information to the evaluative process, which ultimately can inform 

decision-makers on how to better meet the needs of family caregivers across Canada.  

In sum, the objectives of this thesis are to: 

(1) contribute to an ongoing qualitative evaluative study of the CCB; 

(2) determine the most effective paths and venues from which to 

disseminate information about the CCB to potential users in order to 

increase awareness of the program’s existence; and 

(3) explore the relevance of scale as an explanatory concept used by family 

caregivers and other stakeholders when discussing their knowledge and 

experiences of the CCB program and identify the various implications such 

findings hold for the CCB program.  

In this thesis I adopt the same aim as the larger evaluative study while demonstrating the 

utility of employing geographically-centred analyses in such applied research. 

1.3 Thesis Outline 

This thesis is organized into four chapters. In this current chapter, I have aimed to 

introduce the research focus and provide necessary background and contextual information. 

Specifically, I have provided a brief overview on the emergence of health geography in 

Canada.  I have also introduced how specific shifts in policy have resulted in a trend whereby 

care in Canada is increasingly taking place within the home rather than formal institutional 

settings, thus resulting in an increased expectation that family members will serve as 

caregivers.  The CCB program was also introduced and the reasons for its relatively low 

uptake were discussed.  This particular issue has been set out as justification for the research 

conducted in this thesis and is directly related to the above-stated objectives. The overall aim 
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of this research is to better inform decision-makers on how to improve the CCB program, 

and ultimately, better support family caregivers in Canada.  

Chapters 2 and 3 are written as independent papers that have been submitted to 

scholarly journals for publication. In Chapter 2, the problem involving the public’s lack of 

awareness regarding the CCB’s existence is addressed.  Framed by Graham et al.’s (2006) 

knowledge-to-action cycle, an innovative and spatially informed three-step mixed-method 

analysis is conducted to identify: (1) who likely CCB-eligible family caregivers are; (2) where 

these individuals’ households are located; and (3) how best to get information about the 

CCB to them. By integrating the findings from these three analytic steps, a tailored path is 

created from which information on the CCB can be disseminated.  

In Chapter 3, I aim to apply a core geographic concept, ‘scale’, as an analytic tool in 

evaluating the CCB. Specifically, by building on notions that scale is experienced and that 

scalar concepts offer a vocabulary to articulate complex phenomena, this analysis explores 

the relevance of scale as an explanatory concept (Masuda & Crooks, 2007) used by family 

caregivers and front-line palliative care providers when discussing their experiences with and 

knowledge of the CCB program. Using the scalar categories employed by respondents, 

particular spatial challenges and inequities become apparent that hold specific implications 

for the CCB program. These findings provide insight into the complex ways that family 

caregivers and front-line palliative care providers make sense of their worlds and, more 

specifically, understand how federal programs in general, and the  CCB specifically, operate. 

Chapter 4 concludes the thesis, wherein I discuss key contributions of the two 

analyses. I reflect on how the approach adopted in this research has allowed for: (1) the 

identification of specific information challenges that hold real implications for how the CCB 

can and should be administered; (2) an acknowledgement of the value that front-line 
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palliative care providers’ perspectives have in evaluating the CCB; and (3) advancement of 

the use of geographic concepts in applied health research. I also discuss the next steps of this 

research, particularly as they relate to the continued engagement with the knowledge-to-

action cycle defined by Graham et al. (2006).  I conclude by acknowledging the overall 

importance of this work, and the need to better support family caregivers in Canada.  
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CHAPTER 2  
SPATIALLY INFORMED KNOWLEDGE TRANSLATION: 
INFORMING POTENTIAL USERS OF CANADA’S 
COMPASSIONATE CARE BENEFIT3 

2.1 Abstract 

Implemented in 2004 by the Canadian government, the Compassionate Care Benefit 

(CCB) program aims to provide income assistance and job security to caregivers who decide 

to take temporary leave from their employment to care for a terminally ill family member at 

risk of dying. Reports have cited numerous challenges with respect to the benefit’s successful 

uptake, including the major obstacle of a general lack of awareness regarding the program’s 

existence. Based on this knowledge, the present analysis aims to consider local contexts and 

potential barriers through engagement with the knowledge-to-action (KTA) cycle. Using an 

innovative and spatially informed three-step mixed-method analysis, we identify: (1) who 

likely CCB-eligible family caregivers are; (2) where these individuals’ households are located; 

and (3) how best to get information about the CCB to them. Melding the findings from the 

three analytic steps generates a tailored path from which an information dissemination 

strategy can be guided (the intended action). Results indicate that targeted dissemination 

efforts undertaken outside of urban cores are likely to be most efficient in reaching potential 

or current CCB-eligible family caregivers. This strategy should be implemented through 

multiple formats and venues via two information pathways: (1) from key professionals to 

family caregivers and (2) from the community to the general public. Through employing a 

                                                 
3 This chapter has been published as: Giesbrecht, M., Crooks, V.A., Schuurman, N., Williams, A. (2009). 
Spatially informed knowledge translation: informing potential users of Canada’s Compassionate Care 
Benefit. Social Science & Medicine , 69(3), 411-419. Copyright © 2009 Elsevier. 
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spatial perspective, these findings engage and usefully contribute to the KTA cycle process. 

Future involvement in the cycle will entail translating these findings for use in a decision-

making context in order to implement an intervention. This approach can also be applied to 

other health and social programs where lack of awareness exists or for targeted interventions 

that require identifying specific populations. 

2.2 Introduction 

Efforts to translate knowledge gleaned through health and health services research 

are becoming increasingly popular due to recognition that relevant findings are often not 

reaching potential users, including decision-makers, in a timely manner, if at all (Graham et 

al., 2006; Landry et al., 2006).  The central aim of knowledge translation is to overcome this 

‘missing link’ between research findings and their application by moving knowledge into 

action.  The process is complex as there is no single way to achieve knowledge translation 

(see Davies et al., 2000; Dobrow et al., 2006; Estabrooks et al., 2006; Graham & Tetro, 2007; 

Sanderson, 2000).  Generally speaking, the aim of knowledge translation can be achieved by 

“an acceleration of the natural transformation of knowledge into use” (CIHR, 2008, n.p.), 

where focus is placed on interactions between those who generate knowledge and those who 

may potentially apply, or benefit from, it.     

 Here, we adopt a specific model proposed by Graham et al. (2006) that envisions 

knowledge translation as a cycle of moving research knowledge into action.  This 

‘knowledge-to-action (KTA)’ cycle involves numerous phases to successfully achieve 

knowledge translation (see Graham et al., 2006).  For the purpose of this paper, we focus on 

a segment of the KTA cycle that begins with the identification of a problem (the knowledge) 

and ends with the implementation of an intervention strategy (the action).  After having 
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knowledge about a problem or issue, Graham et al. (2006) suggest the next phase to focus 

on is its adaptation to local contexts.  Here, attention is given to the value and usefulness of 

particular knowledge to individuals or groups in specific settings and circumstances with 

consideration given to their activities so that knowledge can become tailored to their context 

(Graham et al., 2006; Landry et al., 2006; Wallin, 2009).  The next phase involves assessing, 

identifying, and targeting any potential barriers to knowledge use (Graham et al., 2006; 

Wallin, 2009).  KTA efforts typically focus on organizational barriers at this stage (Davis et 

al., 2003); however, barriers relevant to ways in which information is presented to end users 

(Formoso et al., 2007) and formatted across audiences (Boaz & Hayden, 2002) are also 

worthy of consideration.  The final phase involves the development and implementation of 

an intervention strategy to promote awareness and implement knowledge (Graham et al., 

2006).  These phases in the KTA cycle are not linear or static, but rather dynamic and can 

influence or be influenced by all other aspects of the larger KTA process (Graham et al., 

2006).  

 In this paper we present on our engagement with the KTA cycle through having 

undertaken a mixed-method analysis to address an applied problem pertaining to Canada’s 

Compassionate Care Benefit (CCB).  The goal of the CCB program is to enable family 

members to take a temporary secured leave from employment to care for a terminally ill 

person.  The findings of various studies and polls have consistently reported that few 

Canadians are aware of the CCB’s existence and suggest that, as a result, its uptake is limited 

(CCS, 2008; Crooks et al., 2007; HRSDC, 2007; Osborne & Margo, 2005).  Since 2006, we 

have been conducting a formal evaluation of the CCB program from the perspective of 

family caregivers.  Our KTA effort, summarized in Figure 2-1, was motivated by our own 

and others’ recognition that, problematically, information about this program is not reaching 
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potential users.  In response to this knowledge (i.e., that information about the CCB is not 

effectively reaching Canadians and potential program users) we developed an innovative 

three-part analysis to adapt information about the program to local contexts and assess 

potential barriers family caregivers may experience in accessing such information.  The 

innovation in our engagement with the KTA cycle comes from the spatial approach we have 

devised.  The need to undertake such efforts, both in terms of research and knowledge 

translation, is underscored by calls to improve the utilization of family caregiver research to 

enhance evidence-based decision-making and information dissemination (e.g., Lysne, 2007).   
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Importantly, while the findings presented herein are specific to the Canadian CCB, 

the larger problem of program underutilization due to a lack of awareness affects a range of 

health and social care programs across nations.  The analytic steps and spatial approach 

employed in this paper are thus extensible to a number of other KTA efforts focused on 

information dissemination regarding programs and also health interventions looking to 

identify specific target populations.  In this paper, we address the problem of Canadians’ lack 

of knowledge about the CCB by identifying: (1) who CCB eligible family caregivers are; (2) 

where they live; and (3) how best to disseminate information to them, as a way of engaging 

in the KTA process.  In the following section we provide further details about the CCB 

program and the applied problem which serves as our focus.  Following this, a brief 

overview of the larger evaluative study is provided in order to contextualize the analysis.  

Then, the analytic process designed to assist with achieving spatially informed knowledge 

translation is introduced and its findings shared.  We then move to discuss both the 

relevance of the findings to the applied problem of focus and our engagement in the KTA 

cycle. 

2.2.1 Background 

In response to international concerns regarding the increased responsibilities being 

placed upon family caregivers providing care for dying relatives, many governments from the 

developed world have initiated programs aimed at alleviating some of the caregiving burden.  

These programs range from direct or indirect financial compensation to labour policy 

strategies and legislations (Lysne, 2007; Williams et al., 2006).  Resembling similar programs 

found in Norway, Sweden and the Netherlands, the Canadian government implemented the 

CCB program in January 2004. The primary goal of the CCB is to provide income assistance 
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and job security to family members and close others who take a temporary leave from their 

regular employment to care for a terminally ill person at risk of dying within 26 weeks. 

Although the maximum total length of the caregiving period supported by the CCB is 8 

weeks, the first 2 weeks are unfunded and known as the ‘waiting period’. Therefore, over a 

6-week period successful applicants of the CCB can receive up to 55% of their average 

insurable earnings, to a maximum of CDN$435 per week, to provide physical, psychological, 

and/or emotional care or care coordination (HRSDC, 2008a). As the CCB is an 

Employment Insurance (EI) program, where EI is a contributory benefits scheme paid into 

by workers, particular labour market participation criteria apply. As such, successful 

applicants are required to have accumulated 600 insurable hours over the preceding 52-week 

timeframe and demonstrate that their weekly earnings have decreased by more than 40% as a 

result of having to provide care (HRSDC, 2008a). Further, applicants must meet the 

definition of ‘family member’, which includes anyone who is identified as family by the care 

recipient, and have access to a medical certificate from the gravely ill person’s doctor 

confirming there is a significant risk of death within a 26-week timeframe (HRSDC, 2008a).  

Although the Canadian Government’s implementation of the CCB is seen as a 

strong first step towards supporting family caregivers, successful uptake of the benefit has 

been significantly low in its first years of existence (Osborne & Margo, 2005).  Estimates 

show that more than one million Canadians are caring for dying loved ones, and this number 

is expected to rise in accordance with the nation’s rapidly aging population (CHPCA, 2006).  

However, Human Resources and Social Development Canada (HRSDC), the federal 

department responsible for administering the CCB, reports that for the 2006/07 fiscal year 

only 5676 successful CCB claims were made nationwide (HRSDC, 2008b).  The low uptake 

of the CCB thus contradicts what we know about reliance on family caregivers.  Other main 
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barriers referenced as causes for this low uptake, include the limited support the Benefit 

provides (i.e., for only 6 weeks), the 2-week unpaid waiting period successful applicants must 

endure once their application has been approved, and the difficulty in prognosticating death 

within a 26-week window (Osborne & Margo, 2005; Williams et al., 2006).  However, aside 

from more program-specific barriers, there exists a more critical obstacle to the CCB’s 

successful uptake: the general lack of public awareness regarding the CCB’s existence (CCS 

2008; HRSDC, 2007).  Specifically, family caregivers are not gaining access to information 

about the CCB program, and therefore are unable to utilize it during the caregiving period.  

A recent poll conducted by the Canadian Cancer Society (2008) suggests that a 

majority of Canadians believe they will be called upon to care for an ill loved one at some 

point in their life.  However, of the 1015 respondents, close to three in four were not aware 

of the CCB’s existence, this in spite of expressed concern regarding the financial burden 

associated with caregiving (CCS, 2008).  Further, a survey of 1520 Canadians conducted by 

HRSDC (2007) about the CCB found that 42% were not at all aware they were able to 

receive EI benefits to take time off work to care for a dying family member.  Of the 177 

respondents who had taken time off work to do so: 40% took an unpaid leave, 23% 

negotiated arrangements with employers, many drew upon paid vacation (19%), family 

(12%) or sick (9%) leaves, 5% quit their jobs, while only 2% used the CCB as an option.  

More specifically, when the 173 respondents were asked why they did not use the CCB, 56% 

explained it was because they were unaware of the program’s existence.  These statistics 

clearly indicate lack of awareness to be a major obstacle to the successful uptake of the CCB.  

Although efforts put forth to improve specific policy criteria, such as extending the length of 

the benefit or increasing flexibility surrounding the prognosis of death (see Williams et al., 

2006), will most likely improve program uptake, they will be of little benefit until Canadians 



 

 30 

gain access to information and become aware that such supports exist.  Therefore, an 

important first step in improving the program’s successful uptake involves addressing the 

paucity of public knowledge regarding the CCB.   

In general, for family caregivers tending to dying loved ones, having access to needed 

information is an important determinant in distinguishing between a positive experience and 

a distressing one (Ashpole, 2004; Docherty et al., 2008; Dunbrack, 2005).  The diversity of 

information required by family caregivers can range from medicinal details to social support 

services.  Further, the information required is distinctly temporal; in the beginning needs are 

exigent and information is often provided all at once, while throughout the caregiving period 

informational needs are continually refined (Ashpole, 2004; Crooks et al., 2007; Dunbrack, 

2005).  Many barriers, however, exist to successfully disseminating information to this 

specific group.  At the individual level, feelings that care professionals are just ‘too busy’ or 

that questions are not being answered satisfactorily may discourage caregivers from asking 

for information (Dunbrack, 2005).  Furthermore, some caregivers will want as much 

knowledge as possible and actively seek information from multiple sources, while others may 

feel overwhelmed and be unable to process information (Dunbrack, 2005).  Generally, the 

informational burden placed upon family caregivers can result in feelings of stress which, 

especially within the emotionally charged context of caregiving, can lead to negative health 

outcomes for caregivers (Ashpole, 2004; Dunbrack, 2005; Schulz & Beach, 1999).  It is for 

these reasons that we advocate for a thoughtful approach to information dissemination 

about Canada’s CCB. 
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2.2.2 Evaluative Study Overview 

Since 2006, we have undertaken a national evaluation of the CCB with the goal to 

evaluate the Benefit from the perspective of family caregivers (for full study protocol, see 

Crooks & Williams, 2008). Our overall purpose is to offer policy-relevant recommendations 

which are informed by the needs of Canadian family caregivers through gathering input from 

multiple stakeholders.  We have three specific objectives to (1) examine the usefulness of the 

CCB for family caregivers and determine those elements of the program that can be changed 

to better meet their needs; (2) explore front-line palliative care providers’ perceptions of the 

CCB; and (3) investigate barriers and facilitators inherent in specific workplaces and the 

labour market that shape CCB uptake from the perspective of employers.  The study’s 

methodology is guided by Patton’s utilization-focused evaluative approach which aims to 

inform program improvement through the utilization of research findings (Patton, 1997).  

Methods of data collection have included phone interviewing, face-to-face group 

interviewing, and keeping a ‘watching brief’ of policy and media coverage of the CCB.  While 

this study is led by an academic team, an Evaluation Taskforce consisting of members of 

various advocacy and governmental organizations is in place to guide data collection and 

mobilize findings.  

Since undertaking the larger evaluative study, key reports have been released 

(specifically CCS, 2008 and HRSDC, 2007) emphasising the Canadian public’s lack of 

knowledge about the CCB.  These reports confirm emerging findings from the current study 

and also from our pilot research (Crooks et al., 2007; Williams et al., 2006).  Our engagement 

with the KTA cycle comes as a result of our desire to address this applied problem as 

researchers in order to generate actions which will promote information dissemination about 

the CCB program.  In the three following sections, we report separately on each spatially 
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informed analysis that was undertaken specifically for this KTA effort.  Each analysis has a 

distinct set of methods and findings that, when examined together, yield important 

information on how best to inform Canadians, and ultimately family caregivers, about the 

existence of the CCB.   

2.3 Part One: Determining who is likely to be a CCB-eligible family 
caregiver 

In developing an effective strategy for disseminating CCB information that will 

increase awareness and potential uptake, it is first critical to determine who likely program 

users are. Doing so defines a target population for dissemination efforts, thereby allowing 

for a tailored approach.  This is particularly needed for a program such as the CCB that has 

specific eligibility requirements which determine entitlement, thus placing parameters on 

who may ultimately use the Benefit.   

2.3.1 Method 

Firstly, creating the demographic profile of a likely CCB user began with a search of the 

PubMed Central database in order to identify North American studies that used respondent 

groups of family, or informal, caregivers using relevant search terms such as ‘family 

caregiver’ and ‘informal caregiver.’ The search was limited to articles published after 1999, 

which yielded just over 150 hits. The PubMed results were then scanned in order to identify 

the most recent studies that had used a minimum sample size of 25 caregivers and contained 

a clear table or description of respondents’ demographic characteristics. Due to the limited 

number of Canadian studies identified, research from the United States was included in the 

articles selected for the demographic profile; this, however, was not seen to jeopardize the 

reliability of the compiled profile given the similarities in the population structures and 
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family caregiving demands of these two countries. In addition to these articles, grey literature 

reports already held by the team were also reviewed for sample size and demographic 

information. Upon review of the first 10 most recent studies with the largest sample sizes 

and most respondent detail (Canadian n=7; United States n=3), complete confirmation 

regarding particular variables to be included in our demographic profile was found and thus 

further literature was not reviewed. The studies’ respondent sizes ranged from 27 

(Mackenzie et al., 2007) to 501 (Hollander et al., 2002), with an average of 225. The most 

important study identified was Health Canada’s (2002) National Profile of Caregivers, due to 

its large sample size (n=471) and pan-Canadian context. 

Secondly, from the demographic information found in the 10 reviewed studies, 

common variables were culled and then amalgamated with CCB eligibility requirements 

defined by HRSDC to create the demographic profile (shown in Table 2-1). The included 

variables were selected based upon their abilities to be linked to Canada Census data (this is 

explained in the next section). Thirdly, to strengthen the reliability of the demographic 

profile, confirmation was sought from three experts with relevant domain expertise and then 

against an extensive database consisting of demographic variables from family caregivers 

(n=765) gathered from numerous research studies run by the New Emerging Team in 

Family Caregiving at End-of-Life. This team consists of Canadian researchers involved in 

studies about family caregiving at end of life and is funded by the Canadian Institutes of 

Health Research (see http://www.coag.uvic.ca/eolcare/). The database was created through 

compilation of data gathered from a standard demographic questionnaire administered 

across multiple studies. Lastly, the compiled profile was also compared to demographic data 

obtained from family caregiver interviews (n=57) conducted for the larger CCB evaluative 
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study. These multiple steps all confirmed our created profile, further demonstrating its 

accuracy. 

2.3.2 Findings 

Table  2-1: Deomographic profile of likely CCB-eligible family caregivers 

 
Variable Identified 

characteristic 
Confirming study 
demographics 

Confirming studies 

Sex 
 

Female Mean: 72.4% female Brazil et al. (2002, 2005); 
Cherlin et al. (2005, 2007); 
Fast, Higham, Keating, 
Dosman, and Eales (2005); 
Health Canada (2002); 
Hollander et al. (2002); 
Mackenzie et al. (2007); 
McPherson et al. (2008); 
Waldrop et al. (2005). 

Age 
 

45-65 Mean: 58.5 years of age  
Age grouped statistics: 
Brazil et al.: 79.4% =50 
years+ 
Health Canada: 70% =45 
years+ 

Brazil et al. (2002, 2005); 
Cherlin et al. (2005, 2007); 
Health Canada (2002); 
Hollander et al. (2002); 
Mackenzie et al. (2007); 
McPherson et al. (2008); 
Waldrop et al. (2005). 

Education 
 

High school 
completed 

Mean: 61.5% = high 
school+  
Mackenzie et al. (2007) 
Mean: 14.93 years of 
school 

Brazil et al. (2002, 2005); 
Cherlin et al. (2005, 2007); 
Hollander et al. (2002); 
Mackenzie et al. (2007). 

Relationship 
 

Married or 
common-law 

Mean: 63.8% spousal Brazil et al. (2002, 2005); 
Health Canada (2002); 
Mackenzie et al. (2007); 
McPherson et al. (2008). 

Employment 
Status 
 

Full-time  Proxy for having 
accumulated 600 insurable 
hours over the preceding 
52 weeks. 

 
Unsurprisingly, family caregivers tend to be female, with an average of 72.4% of 

respondents across the included studies meeting this criterion. The majority fell over the age 
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of 45 years; although it is common for family caregivers to be seniors, we have limited our 

age to a maximum of 65 years to emphasize the CCB’s employment requirement. Education 

was variously defined within the literature; however, in all studies the majority of participants 

had minimally completed high school. The most common relationship between family 

caregiver and recipient was spousal, averaging 49%. Lastly, full-time employment was 

included as a proxy for the CCB’s workforce participation requirement. 

2.4 Part Two: Determining where likely CCB-eligible Canadians are 
located 

In the previous section, a demographic profile using variables applicable to the 

Canada Census was compiled to describe a specific population with high potential of being 

or becoming CCB-eligible family caregivers and can thus benefit from gaining access to 

Benefit information.  We now focus on identifying where those people who most closely fit 

the demographic profile are located.  Linking the profile variables to the Canada census, 

which is geographically specific, allows for spatial analyses to be conducted if any geographic 

patterns in household locations exist.  Results display anticipated geographic pockets of 

information need for the Benefit and provide valuable data that can direct information 

dissemination strategies. 

2.4.1 Method 

Data for the spatial analysis were derived from the 2001 Canada Census at the 

Census tract (CT) scale.  CTs define relatively stable geographic areas with populations of 

2500 - 8000, averaging 4000 residents per tract (Statistics Canada, 2007).  Data were retrieved 

for each of the five variables identified in the demographic profile (see Table 2-1) and the 

ratio to the total population was determined, thus allowing us to rank the CTs by fit with the 
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demographic profile.  To generate the ranking, the standardized z-score for each variable’s 

ratio was calculated and summed for each CT.  From this, the CTs were ranked into the 

three categories (high, medium, and low) to identify the degree to which the population 

meets the specified criteria in the profile.  Through the utilization of ArcInfo software, these 

data were then linked geographically and mapped.  

2.4.2 Findings 

The households of likely CCB-eligible family caregivers were found to be 

geographically organized into a specific pattern consistently represented across Canada.  As 

shown in Figure 2-2, those most likely to be or become CCB-eligible family caregivers are 

primarily living in areas surrounding urban cores, namely suburban or ‘bedroom’ 

communities, while those least likely to do so live within Canada’s urban cores.  The 

consistency of this finding demonstrates the presence of a robust pattern that can be used as 

policy-relevant evidence when considering how best to disseminate CCB information to 

Canadians.
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2.5 Part Three: Determining how to get information to likely CCB 

users and other Canadians 

The previous two sections have aimed to identify who likely CCB-eligible family 

caregivers are and determine where individuals fitting this profile reside.  The third part of our 

analysis adds a qualitative component by considering front-line palliative care providers’ 

perspectives regarding specific places and people that should be targeted when disseminating 

CCB information.  As front-line palliative care providers (e.g., nurses, oncologists, 

counsellors) are often a first point of contact for family caregivers seeking information, they 

hold valuable insight into how to inform this group.  Further, as they are in direct contact 

with patients and their caregivers, they may also play a key role themselves in disseminating 

CCB information (Crooks et al., 2007).  

2.5.1 Method 

After having received ethics approval from Simon Fraser and McMaster Universities, 

perspectives about the CCB were gathered from 50 front-line palliative care providers from 

across the five targeted provinces of British Columbia, Manitoba, Ontario, Quebec, and 

Newfoundland and Labrador. These provinces were selected by the larger CCB evaluation 

team prior to data collection – and thus the inception of this analysis – in order to 

specifically represent Canada’s regional and linguistic diversity. Purposeful sampling from a 

variety of settings (e.g., hospital, hospice, clinic etc.) and across provider occupational groups 

was undertaken to acquire as much diversity in employment sectors as possible, with the goal 

of conducting 10 interviews in each of the five provinces (see Table 2-2). The strategy for 

recruitment involved disseminating an information letter by e-mail outlining the study 

purpose and who we were looking to interview. The letter was sent directly to a range of 
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palliative and hospice organizations, hospitals, and clinics. Some participants were also 

recruited through investigators’ existing professional networks and those of the study’s 

Evaluation Taskforce. Many participants were enthusiastic about our study and actively 

informed other potential participants from their own professional networks, thus resulting in 

some further ‘snowball’ recruitment. Interested front-line palliative care providers were 

asked to reply via e-mail or call a toll-free number to schedule an interview at a time of their 

choosing to be conducted in either English or French. 

Table  2-2: Respondents by occupational grouping 

 
Occupation Number of 

Respondents 
Social Worker 11 
Palliative Care Director / Coordinator 9 
Clinical/Oncology/Palliative Nurse  7 
Community Health/Home Care Nurse 7 
Oncologist/Physician 6 
Chaplain/ Pastoral Care           2 
Counselor 2 
Volunteer Coordinator 2 
Facility Patient Care Manager 1 
National Nursing Officer 1 
Nurse Coordinator 1 
Occupational Therapist (Home Care) 1 
TOTAL 50 

 
  Forty-eight English- and two-French language interviews were conducted via 

telephone from November 2007 to March 2008 by the first author.  The semi-structured 

interviews typically lasted 30 min and inquired into participants’ perceptions of the CCB’s 

usefulness, barriers and facilitators to access, experiences of recommending the CCB to a 

client or client’s family, working knowledge of how the CCB is administered, and any 

suggestions for improvement.  Prior to each interview, respondents were informed of their 

rights as a participant in a research study and provided their verbal consent to participate.  
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Forty-nine interviews were recorded and transcribed verbatim and one was recorded through 

notes as the participant preferred not to be recorded.  

Following data collection, transcripts were entered into N7TM data management 

software and thematic analysis was conducted.  Thematic analysis is commonly used to 

capture dominant emergent themes in a text and requires identifying patterns within a 

dataset where resulting themes become categories for analysis (Fereday & Muir-Cochrane, 

2006).  A coding scheme that integrated both inductive and deductive perspectives was 

developed to reflect the broader framework of our research which shaped our interview 

guide as well as emergent themes from the dataset (Bradley et. al, 2007; Fereday & Muir-

Cochrane, 2006).  The scheme was created using a five-step process involving investigator 

triangulation: (1) review of three randomly selected transcripts to identify initial themes, (2) 

drafting of a coding scheme, (3) revision of the coding scheme following discussion and 

further transcript review, (4) coding of five transcripts, and (5) review of coded transcripts in 

order to refine the scheme.  Specific to the current analysis, the inductive conceptual code 

‘information transfer’ was created and is heavily drawn upon; a number of deductive sub-

codes such as ‘client awareness of the CCB’, ‘suggestions for informing professionals of the 

CCB’, and ‘suggestions for improving the CCB’ also contribute.  Although not prompted to 

identify how to inform family caregivers about the CCB, this theme consistently emerged in 

reviewing the transcripts, thus resulting in our application of these thematic findings to the 

present analysis.   

2.5.2 Findings 

Participants’ responses confirm that a major barrier to the successful uptake of the 

CCB is a general lack of awareness regarding the program’s existence.  As expressed by a 
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community palliative care nurse from Ontario: “...I think the biggest issue is that a lot of 

these people [family caregivers] aren’t even aware that it’s out there.”  For some of the 

interviewees, they were the first people to inform a family caregiver about his/her eligibility 

for the program.  As a palliative care coordinator from Manitoba told: 

It’s [CCB] something I always... I’m the one that initiates the conversation.  People 
don’t usually know about…it at all… 
 

Such lack of awareness led interviewees to describe the CCB as not meeting its potential.  A 

common suggestion for overcoming this situation was to educate care providers and 

publicize the CCB more generally across Canada.  More specifically, analysis of the 

interviews revealed two distinct suggested pathways of information dissemination that 

should be targeted simultaneously, the transfer of information: (1) from key professionals 

directly to family caregivers and (2) through the community to the general population.  

These pathways are synthesized in Figure 2-3.  In the remainder of this subsection we 

provide further details about these two dissemination pathways. 

2.5.2.1 Pathway 1: Transfer of information from key professionals to family caregivers 

Participants acknowledged that formal care providers were well positioned to inform 

family caregivers about the CCB; however, some professionals were viewed to be better 

suited to do this than others.  Overwhelmingly, social workers were recognized to be most 

suited for this responsibility and were also most likely the ones who other front-line 

providers would refer family caregivers to for information.  Doctors, nurses, and case 

coordinators were also suggested as being key people to become informed and to share CCB 

information with family caregivers.  However, many participants felt it was the responsibility 

of human resources personnel in workplaces to inform employees of the CCB given that it is 

an EI program.  Frustration was expressed about employers and human resources personnel  
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having limited or inaccurate knowledge about the CCB, thus indicating that this group could 

likely benefit from gaining access to accurate information about the program.  A social 

worker from Manitoba explained: “some of the family members I deal with, they said ‘Oh I 

went to my employer and said I had to take time off and nobody told me that I could do this 

[use the CCB]’.”   

Generally, participants reported feeling responsible for informing family caregivers 

about social programs such as the CCB; this, however, requires becoming educated about 

the Benefit.  A palliative care coordinator from Newfoundland stated: 

Education is everything, and right now that’s something that we’re lacking. And 
given that I’m probably one of the first people these end-of-life patients see… and 
given that I for myself am admitting the lack of knowledge [about the CCB], I need 
more of that... 
 

Although most participants (n=47) were aware of the CCB’s existence prior to the interview, 

some expressed difficulties in acquiring accessible information.  A community health nurse 

from British Columbia recalled: “I don’t remember ever seeing any information on it, and I 

find it very startling, because I have read so much information on palliative care...”  Thus, in 

order to effectively utilize this suggested information dissemination pathway, steps must be 

taken to ensure that front-line palliative care providers and human resources 

personnel/employers have knowledge of, and access to, information about the program.  

Echoing the complexity of successfully disseminating information about the CCB to 

family caregivers was participants’ lack of consensus over a preferred format for receiving 

program details.  Pamphlets providing a quick and accurate overview were the most 

frequently requested format as not only could they quickly inform front-line workers, but 

they could also be handed out to family caregivers.  The second most requested format was 

through face-to-face information sharing via presentations, information sessions, and 

workshops held in workplaces and at professional conferences/meetings.  Receiving 
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information face-to-face was viewed as desirable because it provides dedicated time for 

learning about the CCB and also offers an opportunity to ask questions.  Although e-mail 

was cited as the third most frequently requested format, it was rebutted by others who stated 

that they were “overloaded” with e-mail or that the nature of their employment did not 

allow regular access to a computer.  In general, interviewees’ comments point to the fact that 

the format of information destined to inform front-line workers – and likely also human 

resources personnel/employers – about the CCB should reflect the diversity of occupational 

groups and workplaces and thus involve a variety of formats to ensure maximum exposure.  

2.5.2.2 Pathway 2: Transfer of information within the community to everyone 

Participants frequently stressed the importance of informing the general public about 

the CCB and suggested strategies which they felt would be effective.  Through this pathway, 

it was ‘places’ rather than ‘people’ that were identified as central to dissemination.  The 

formats suggested for information dissemination were pamphlets, posters, flyers, and 

information sessions or presentations. Not surprisingly, a frequently suggested place for 

dissemination was the doctor’s waiting room and other clinical settings such as hospitals and 

oncology clinics.  Human resource offices in workplaces were also suggested as places where 

information about the Benefit should be posted or kept on-file. Other venues identified by 

participants included community/senior centres, post offices, churches, pharmacies, and 

supermarkets.  

The most frequently suggested method for informing the public about the CCB was 

through mass media.  Television was overwhelmingly seen as the most effective venue to 

reach the public, and especially family caregivers.  For example, a home care nurse in 

Manitoba explained that often caregivers leave their television sets on while they spend their 
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days and nights inside the home caring, thus making this an ideal medium for reaching active 

caregivers.  Also, as a nurse in Ontario stated:  

Well done ads on television are very powerful, and so I think that would reach a lot 
of people who are really busy...when they’re flopped down in exhaustion at the end 
of the day...  
 

Newspapers, radio, and mail advertisements were also suggested as useful strategies for this 

information dissemination pathway. 

2.6 Discussion 

In undertaking the above analysis, we have aimed to address an applied problem 

pertaining to the general lack of awareness, and resultantly low uptake, of Canada’s CCB.  

Using a geographic approach, this mixed-method analysis has identified: (1) who likely CCB-

eligible family caregivers are; (2) where these individuals’ households are located; and (3) 

how best to get information about the CCB to them.  The first step in our analysis found 

likely CCB-eligible family caregivers to be married or common-law females between the ages 

of 45 and 65 years who have completed high school and are working full-time.  In our 

second step we linked this profile to the Canadian census and, through spatial analysis, 

found a distinct geographic pattern as to where those who most closely matched the profile 

reside: largely in communities outlying urban cores.  Our third step aimed to gather 

suggestions from front-line palliative care providers regarding how best to inform family 

caregivers and other Canadians about the CCB.  What emerged were two distinct paths for 

information sharing, the transfer of information from (1) formal care providers to family 

caregivers and (2) places in the community to the general public.   
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2.6.1 Implications for Creating an Information Dissemination Strategy 

The results of this study hold significant implications for creating a strategy designed 

to inform Canadians about the CCB and ideally increase program uptake.  Specifically, 

melding the findings from the three analytic steps generates a tailored path from which an 

information dissemination strategy can be guided.  Geographically speaking, findings suggest 

that targeted CCB information dissemination efforts undertaken outside of urban cores via 

pamphlets, posters, and other such advertising are likely to be beneficial in reaching those 

likely to become family caregivers.  Such a finding can contribute critical information to the 

development of a dissemination strategy through identifying weaknesses of some 

approaches, for example an advertisement of the CCB being posted on city billboards or 

inside urban transit systems, and strengths in others, such as posting advertisements inside 

commuter trains that bring workers from surrounding communities into urban centres.  

Other such critical points can be culled from the findings shared in the previous sections.   

 Considering the two distinct pathways of information sharing suggested by front-

line palliative care providers allows for further tailoring of a dissemination strategy.  As we 

outlined previously, it has been acknowledged that disseminating needed information to 

family caregivers must be done thoughtfully, with sensitivity to specific circumstances and 

needs (see Ashpole, 2004; Dunbrack, 2005).  Most interviewees identified themselves as well 

positioned to share CCB information as they have an understanding of people’s 

circumstances and are able to identify when and how best to inform family caregivers.  

However, potential barriers identified by the interviewees exist, whereby individual front-line 

care providers may not: hold accurate CCB knowledge, actively inform people about it due 

to the association with ‘financial need’ or a caregiver’s denial of impending death, or be 

available to meet with family caregivers within a meaningful timeframe to effectively share 
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this information.  Such barriers, and the potential for increasing family caregivers’ 

informational burden, suggest that consideration must be given to informing the general 

public about the CCB via community venues and media sources.  In doing so, people will 

ideally become aware of the Benefit prior to caregiving and inquire into the program if and 

when they choose to apply.  As a social worker in Ontario explained:  

...people absorb information when they’re ready to absorb it…they might see an 
article in the paper about it [the CCB], but they probably wouldn’t take it in. But 
then they might remember it when they need, and think, ‘I read somewhere 
sometime that this was available’, and then they’d ask somebody.   
 

Our findings suggest that CCB information should be disseminated through both suggested 

pathways, from professionals to family caregivers and community places to the general 

public.  Such a recommendation is consistent with the findings of the interviews, whereby 

interviewees stressed the importance of disseminating information in multiple formats and 

through multiple venues in order to ensure maximum impact.  Integrating the information 

sharing pathways with the demographic and spatial findings from the first two steps of the 

analysis adds geographic value to these information sharing pathways (namely how to reach 

those most likely to become CCB users in the places in which they live), thus allowing for 

even greater tailoring of an implementation strategy.   

2.6.2 Engagement with the Knowledge-to-Action Cycle 

The roles that family caregivers in Canada and other countries play in caring for 

dying individuals are generally not fully acknowledged or valued by formal health and social 

institutions; as such, awareness of these roles and their value must be enhanced through 

research utilization and knowledge translation if we are to better support them in the care 

they provide (Lysne, 2007).  At the outset of the paper we explained that our engagement 

with this three-part mixed-method analysis was undertaken to act on knowledge identifying a 
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problem regarding the lack of awareness about the CCB via the KTA cycle outlined by 

Graham et al. (2006).  While there are many ways to potentially address the information 

dissemination gap, we believe that a dissemination strategy based on sound and 

geographically-centred analysis is needed given the challenges identified in sharing 

information with and getting information to family members providing care.   

The analysis presented above has focussed on a specific segment of the KTA cycle.  

We have specifically aimed to learn how to best adapt CCB knowledge to the local context 

by determining the demographic characteristics of the population most likely to need this 

knowledge, and the specific places and formats which should be targeted for dissemination.  

We have also assessed potential barriers to achieving effective dissemination routes based on 

input from knowledgeable stakeholders.   Lastly, the findings of our analysis are meant to 

result in the selection and tailoring of an intervention in order to overcome the applied 

problem of focus.  

By focusing on geographic characteristics in our analysis, our involvement with the 

KTA cycle has been particularly nuanced through allowing for a heightened focus on local 

context and the role of spatial channels of dissemination to overcome potential barriers.  

Based on our analysis, a geographic perspective offers significant considerations that hold 

implications for a successful information dissemination strategy about the CCB.  

Information is often diffused from disparate places and through relational networks (Crooks 

et al., 2007), and therefore in the development of a strategy it is not surprising to learn that 

careful thought must be attributed to the places from which information is to be 

disseminated and the places and people intended as recipients.    

Our engagement in the KTA cycle cannot be satisfied without the implementation of 

the suggested intervention strategy.  As researchers we are not, however, in a position to roll-



 

 49 

out a national CCB advertising strategy; we thus view advocacy as the best way to advance 

this KTA effort.  The findings of this analysis have been shared with members of the 

Evaluation Taskforce who have expressed an interest in both sharing them with others and 

also advocating for a strategy.  Our own intent is to adapt these findings to a decision-

making context and present a synthesis to HRSDC.  As HRSDC is the office that 

administers the CCB, it is also the decision-making body that can combine these findings 

with their own knowledge and enact a strategy.  Although our findings can inform the 

creation of a strategy, further details, such as the specific CCB messages for dissemination 

and monies to fund a campaign, are absolutely required.  Thus, we view the analysis shared 

here as part of a larger whole that will ideally result in greater public awareness about the 

CCB and increased uptake of the program by family caregivers in need of support.  

2.7 Limitations 

Our reliance on existing literature to compile a demographic profile has meant that 

this study inherits the limitations faced by those researchers; however, by using a multi-step 

process of confirmation, potential deficiencies in the culled profile are overcome.  Use of 

Canadian census data holds limitations due to lag times in the publication of data and the 

aggregation of variables ‘age’, ‘sex’, ‘married and common-law’ and the 20% samples for 

‘high school completed’ and ‘full time employment.’  Further, the ‘high school completed’ 

variable was not defined by sex, so includes both males and females.  Using the CT scale was 

viewed to provide the most meaningful spatial analysis, but results in the omission of rural 

and remote areas.  However, most specialized palliative care services are offered in larger 

centres and because most front-line care providers and human resources personnel from 

rural and remote communities have collegial and training networks extending to more 



 

 50 

populated areas, residents of these areas are, by default, addressed in this analysis.  Further, 

the dissemination approach recommended in the second dissemination pathway would 

include rural and remote communities and not simply those identified in part two of the 

presented analysis.  

2.8 Conclusion 

Recent research has indicated that the CCB’s significantly low uptake can be 

attributed in part to the general public’s lack of awareness about the program.  This study 

has attempted to address this problem through engagement with the KTA cycle. Using a 

spatially informed, three-part mixed-method analysis, we have been able to provide strategic 

guidance for how CCB information can most effectively be disseminated to reach those 

most likely to use the program, and potentially other Canadians.  Findings indicate that 

targeted dissemination efforts undertaken outside of urban cores are likely to be most 

effective in reaching potential or current CCB-eligible family caregivers.  More specifically, 

this strategy should be implemented through multiple formats via two information pathways.  

By integrating a unique spatial perspective, these findings have been able to explicitly 

consider local contexts and potential barriers.  Future involvement will entail translating 

these findings specifically for use in a HRSDC decision-making context (Dobrow et al., 

2006).  Doing so will allow those who hold the power to integrate their own knowledge with 

our findings and ultimately enact, or at least consider enacting, a CCB information 

dissemination strategy aimed at increasing knowledge about, and thus uptake of, the Benefit.   

Although this paper has focused on an applied problem specific to the CCB, such 

problems of underutilization and low uptake due to lack of awareness certainly exist for a 

variety of other programs found in and outside of Canada, specifically within the health and 
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social care realm.  This problem can be particularly acute regarding newly implemented 

programs, whereby public awareness will most likely be relatively low.  The spatially 

informed mixed-method analysis presented in this paper can usefully be applied to such 

cases.  Further, considering the costs associated with general awareness campaigns, a 

dissemination strategy based on findings from sound analysis may provide decision-makers 

with information to tailor a dissemination strategy that will result in high efficiency by 

channelling a narrow path from which such information should flow.  Our approach, 

particularly parts one and two of the analysis, may also be useful for targeted interventions 

that require identifying specific populations. 
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CHAPTER 3  
SCALE AS AN EXPLANATORY CONCEPT: EVALUATING 
CANADA’S COMPASSIONATE CARE BENEFIT 
PROGRAM4  

3.1 Abstract 

The concept of ‘scale’ and usage of this term have raised much debate within human 

geography over the past 25 years. At the same time, these very debates have developed the 

concept dramatically by offering new considerations of its use in alternative and more 

complex ways. Building on notions that scale is experienced and that scalar concepts offer a 

vocabulary to articulate complex phenomena, this analysis aims to explore the relevance of 

scale as an explanatory concept used by informal family caregivers and front-line health and 

social care workers5 when discussing their experiences with a Canadian social program, the 

Compassionate Care Benefit (CCB). The goal of the CCB is to provide income assistance 

and job security to those who take temporary leave from their employment to care for a 

terminally ill family member. As part of a larger evaluative study on the CCB, semi-

structured interviews with 57 family caregivers and 50 front-line health and social care 

workers from across Canada were conducted and transcripts were thematically analysed. 

Emerging from analysis of both datasets was the common usage of scalar concepts, 

specifically ‘region’, ‘community’ and ‘home’, by respondents to articulate seemingly unique 

circumstances, contrast locations and geographic units, and convey relationships and 

                                                 
4 This chapter has been submitted to Area with co-authorship of V.A. Crooks and A. Williams. 
5 The occupational title ‘front-line health and social care worker’ rather than ‘front-line palliative care 
provider’ was selected for use in this Chapter to accommodate the audience of the journal targeted for 
publication.  
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relational connections across places. Based upon the scalar categories and issues highlighted 

by respondents in their discussions, particular spatial challenges and inequities are 

illuminated, and implications for the CCB and its administration are identified. These 

findings provide insight into the complex ways family caregivers and front-line health and 

social care workers make sense of their world and more specifically, understand how federal 

programs like the CCB operate. By considering how such programs are experienced in scalar 

ways, knowledge can be maximized and thus, informed decision-makers can more effectively 

meet the needs of program users.  

3.2 Background 

Undeniably, ‘scale’ has been a core disciplinary concept for geography. Today, 

however, treatment of the concept in human geography is questionable as scholars debate 

what exactly ‘scale’ means and how it should be employed conceptually, if at all. This debate 

was sparked in the 1980s as a result of political, economic and urban geographers’ efforts to 

understand our increasingly ‘globalized’ world and shifting global-local relations. What 

emerged was a theoretical repositioning of ‘scale’ within the discipline, with discussions and 

debates about the relevance and value of this concept to geographic research continuing to 

this day (e.g., Brenner, 2001; Cox, 1998; Colligne, 2005; Howitt, 2002; Jonas, 2006; Kaiser & 

Nikiforva, 2008; Legg, 2009; Marston et al., 2005; Moore, 2008; Paasi, 2004; Sheppard, 2002; 

Smith, 1993; Swyngedouw, 2000).  Collectively, such debate has resulted in human 

geographers’ consensus over the general tenet that scale is not a fixed, material or given 

category, but is socially constructed, fluid and relational (Brenner, 2001; Howitt, 1998; 2002; 

Marston et al., 2005; Moore, 2008). Most also agree that scale should not reflect vertical 

hierarchies, whereby analysis proceeds either from a ‘global’ (scale as structure) scale 
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downwards to the ‘local’ (scale as agency), or vice versa, as such hierarchicalization may 

mistakenly stabilize existing power relations or constrain structural views (Cox, 1998; 

Marston et al., 2005; Smith, 1993; Swyngedouw, 2000).   

An outcome of the debates characterized above is that alternative understandings 

and treatments of scale have emerged, thus enhancing our understanding and application of 

this concept. For example, Howitt (1998; 2002) contends that scales are only defined and 

politically contested in relation to one another, similar to notes on a musical scale. Others 

have emphasized network theories as a way to better understand the complex intersecting 

socio-spatial processes that span vertical and horizontal horizons, and thus ultimately scales 

(e.g., Amin, 2002; Leitner , 2004). Masuda and Crooks (2007, 257) argue for an ‘experiential 

approach’ which encourages movement “away from rigid hierarchies toward a use of scale as 

a representation of micro to macro level phenomena that are salient to people’s everyday 

lives.”  An experiential approach embraces the complexities of everyday life, namely where 

interconnections and intersections of social, cultural, political and economic macro and 

micro processes operate in place, and emphasizes the role of human agency in shaping 

forces that manifest in scalar ways. Masuda and Crooks’ central point is that people live out 

their lives in scalar ways and, as such, scale is a concept relevant to how they understand and 

experience the world. This point relates to Delaney and Leitner’s (1997, 94-95) contention 

that, scales are “not simply an external fact awaiting discovery, but a way of framing 

conceptions of reality.” In keeping with this experiential perspective, scales offer a 

vocabulary with which we can communicate details about complex experiences and 

processes that are important to us and assist us with articulating their origins (Ruddell & 

Wentz, 2009).  
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Building on the notions that scales are experienced (Masuda & Crooks, 2007),  frame 

our realities (Delaney & Leitner, 1997), and that scalar concepts offer a vocabulary which 

allows us to articulate complex phenomena (Ruddell & Wentz, 2009), the analysis presented 

herein aims to empirically explore how people draw upon scalar categories in order to make 

sense of their world.  Our specific purpose is to gain a better understanding of the relevance 

and importance of scale as an explanatory concept used by people when discussing complex 

phenomena.  To achieve this purpose we draw on the findings of a qualitative evaluative 

study examining the perspectives that two stakeholder groups have of a particular Canadian 

social program, namely the Compassionate Care Benefit (CCB). The goal of the CCB is to 

enable workers who have made contributions to a federal benefit scheme to take a 

temporary secured leave from employment to provide care for a terminally ill family member 

(Williams et al., 2006). The stakeholder groups of focus in this analysis are Canadians who 

have provided care for terminally ill family members (often referred to as family caregivers 

[FCGs]) and also front-line health and social care workers (HSCWs) who are well positioned 

to inform people about the CCB. Scale was not a major area of inquiry when beginning this 

evaluative study, but through the analytic process emerged as an important explanatory 

concept drawn upon by the respondents. In other words, respondents framed their 

knowledge of this program (and related experiences) in scalar ways without being prompted 

to do so, thus building on arguments that scale is indeed a relevant concept not only to the 

canon of human geography, but also to people’s everyday lives more generally (e.g. Delaney 

& Leitner ,1997; Jonas, 2006; Kaiser & Nikiforva, 2008; Masuda & Crooks, 2007; Procter & 

Smith, 2008; Wiles &Rosenberg ,2009).  In the next section, we provide a brief overview of 

the CCB program and the larger evaluative study to contextualize this analysis.  Following 

this, we introduce the analytic process and then discuss our findings on how scalar concepts 
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were used by respondents and, based on these findings, specific ‘scalar’ implications for the 

CCB program.   

3.3 Study Overview 

In response to concerns regarding the increased responsibilities being placed upon 

FCGs to provide care for dying individuals due to health care restructuring (Skinner & 

Rosenberg, 2005; Williams, 2006), the Canadian government implemented the CCB in 

January 2004. The CCB provides eight weeks of job security and limited income assistance, 

up to 55% of a FCG’s average insurable earnings to a maximum of CDN$477 per week, to 

those who take temporary leave from employment to care for a terminally ill family member 

at risk of dying within 26 weeks (HRSDC, 2009). Among other requirements, CCB 

recipients must have accumulated 600 insurable hours over the preceding 52 weeks and 

demonstrate that their regular weekly earnings have decreased by more than 40% as a result 

of providing care (HRSDC, 2009). The present analysis contributes to a larger CCB 

evaluation study which aims to offer policy-relevant recommendations informed by the 

perspectives of the program’s primary stakeholder groups.  The methodology is guided by 

Patton’s utilization-focused evaluative approach which aims to inform program 

improvement through the utilization of research findings (Patton, 1997).   

3.3.1 Recruitment 

Three FCG respondent groups were purposefully sought out: (1) successful CCB 

applicants; (2) denied CCB applicants; and (3) those who had never applied for the CCB. 

The diversity in these groups’ perspectives was understood to be important to the aim of the 

evaluative study. Occupational diversity in both training and work setting among the HSCW 

respondents was also sought and individuals most closely involved in providing care for 
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terminally ill individuals or supporting FCGs were desired participants.  As the CCB is a 

national program, respondents were recruited from provinces selected to represent Canada’s 

regional and linguistic diversity: British Columbia, Manitoba, Ontario, Quebec, and 

Newfoundland and Labrador.  Extensive recruitment strategies were employed with both 

respondent groups in English and French, including: circulation of advertisements to 

relevant listservs and newsletters; e-mail notices to associations; and snowballing out from 

existing respondents.  FCGs were recruited over an eight-month period in 2007 while 

HSCW recruitment took place over a five-month period in 2007-08.  FCGs and HSCWs 

who received the study information were asked to call a toll-free number to schedule an 

interview in either English or French at their convenience.  

3.3.2 Data Collection and Participant Overview 

Upon receiving consent to participate, 57 semi-structured interviews were conducted via 

telephone with FCGs: 22 successful CCB applicants; 5 denied applicants; and 30 non-

applicants (see Table 3-1). By province, 24 resided in Ontario, 23 in British Columbia, five in 

Quebec, three in Manitoba, and two in Newfoundland and Labrador. Three highly similar 

interview guides were used, one for each FCG respondent group. Questions inquired into 

their experiences as FCGs and suggestions on how to better support Canadians caring for 

dying family members. For successful and denied applicants, questions also pertained to the 

CCB’s administration and other specific experiences with the Benefit program. All interviews 

were digitally recorded; however, some additional demographic questions were posed and 

hand recorded.   
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Table  3-1: FCG respondent overview 

 
Age Percentage  

(n=57) 
    Under 44 
     45 – 54 
     55 – 64 
     Over 65 

33% 
37% 
26% 
4% 

Sex  
    Female 
    Male 

89% 
11% 

Relationship to Care Recipient  
    Spouse 
    Parent 
    Child 
    Sibling 
    Aunt/Uncle 

26% 
5% 
65% 
2% 
2% 

Length of Caregiving Period  
    Less than 6 months 
    7-10 months 
    1 – 2 years 
    2 – 3 years 
    More than 3 years 

25% 
19% 
11% 
14% 
32% 

Employment Status at Time of 
Interview 

 

    Full-time 
    Part-time 
    Retired 
    On leave 

74% 
14% 
9% 
4% 

 
 

Forty-eight English- and two French-language interviews, ten from each of the five 

target provinces, were conducted via telephone with HSCWs from a variety of employment 

backgrounds (see Table 3-2).  Interviews inquired into respondents’ perceptions of the 

CCB’s usefulness, barriers and facilitators to access, experiences of recommending the CCB 

to a client or client’s family, working knowledge of how the CCB is administered, and 

suggestions for improvement.  Forty-nine interviews were digitally recorded and one was 

recorded through notes as the participant preferred this method.   
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Table  3-2: HSCW respondents by occupational grouping 

 
Occupation Number of 

Respondents 
Social Worker 11 
Palliative Care Director / Coordinator 9 
Clinical/Oncology/Palliative Nurse  7 
Community Health/Home Care Nurse 7 
Oncologist/Physician 6 
Chaplain/ Pastoral Care           2 
Counselor 2 
Volunteer Coordinator 2 
Facility Patient Care Manager 1 
National Nursing Officer 1 
Nurse Coordinator 1 
Occupational Therapist (Home Care) 1 
TOTAL 50 

 

3.3.3 Analytic Process 

Following data collection, digital recordings from both datasets were transcribed 

verbatim. Recordings of French-language interviews were simultaneously translated and 

transcribed into English. Transcripts were entered into N7TM data management software and 

thematic analysis was conducted. Thematic analysis involves reviewing and coding data both 

inductively and deductively in order to reflect existing research goals as well as any issues 

which are emergent – and sometimes unanticipated – from the dataset (Bradley et al., 2007; 

Fereday & Muir-Cochrane, 2006). The identification of patterns within the dataset during the 

reviewing and coding processes is pursued in order to capture dominant emergent themes 

which will become categories for analysis (Fereday & Muir-Cochrane, 2006). The 

development of coding schemes for both datasets involved a five-step process: (1) detailed 

review of three randomly selected transcripts to identify initial themes; (2) drafting of a 

coding scheme; (3) revision of scheme following discussion and further transcript review; (4) 

coding of five transcripts; and (5) review of coded transcripts in order to refine scheme. 
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Multiple investigators were involved in each step in order to enhance the consistency of 

interpretation and thus reliability of findings. Specific to the current analysis, inductive 

conceptual codes such as ‘place’, ‘home’ and ‘rural’ were largely drawn upon; however, some 

deductive sub-codes were also used, such as ‘FCG logistics’, ‘travel’, and ‘place of care.’ 

From reviewing both datasets, the common use of scalar concepts emerged from the 

transcripts as FCG and HSCW respondents alike articulated their experiential CCB 

knowledge, thus resulting in the pursuit of the present analysis.    

3.4 Characterizing Respondents’ Use of Scalar Categories 

Both FCG and HSCW respondents drew on the broad scalar categories of region, 

community and home in discussing the CCB. Certainly region, community, and home are concepts 

that are not exclusively used in scalar ways; however, because the respondents drew on them 

in order to reference both differences (e.g., nearer processes versus those happening further 

away) and relationships (e.g., local happenings that are informed by broader occurrences) in 

highly spatial and comparative ways they were, in fact, employing these categories as a way to 

organize and articulate their thoughts. Revisiting the main purpose of this paper, we thus 

contend that these scalar categories were employed by the respondents in ways that were 

meaningful to them and their lives in place. These categories serve as organizational 

structures that demarcate where particular processes and practices emerged from in relation 

to the CCB and also family caregiving, and how they play out in specific places and ways. In 

the remainder of this section, we discuss each of these scalar categories separately with a 

focus on characterizing their nature based upon respondents’ use, before moving to consider 

the implications of these findings for the CCB.    
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3.4.1 Regional Scale: Its nature and key issues 

Because of Canada’s vastness, it is often characterized by large regions that typically 

span multiple provinces and/or territories (e.g., the North, West Coast, Prairies).  The 

Atlantic region is the most easterly of these and is comprised of four provinces: New 

Brunswick, Nova Scotia, Prince Edward Island, and Newfoundland and Labrador.  

According to the 2006 Canadian Census, this region is experiencing the highest levels of 

aging, with 14.7% of its population now over the age of 65.  The region is also characterized 

by the highest seasonal employment rates in Canada (HRSDC, 2006), where about one in ten 

employees is a seasonal worker (Statistics Canada, 2004a).  Further, over the past three 

decades Newfoundland and Labrador has held the highest unemployment rate in the country 

(Statistics Canada, 2004b).  Respondents from Newfoundland and Labrador, the Atlantic 

province of focus in the present study, were more likely than those from any of the other 

provinces to employ the notion of regional scale to frame their discussions of the CCB and 

related family caregiving experiences.  

The demographic challenges currently facing the Atlantic region weighed heavily 

upon both FCG and HSCW respondents.  As a FCG from Newfoundland remarked: “the 

population is getting older…it’s almost like a place to come to retire now. It’s a very aging 

population here.”  The region’s aging population was seen as especially troublesome in 

conjunction with 15 years of high inter-provincial out-migration of youth, specifically those 

aged 20-34 (Statistics Canada, 2008). As a result, the region faces obstacles regarding the 

provision of informal care by children for their dying parents. A palliative care nurse from 

Newfoundland emphasized this issue by stating that: 

…we have a lot of out-migration of our younger population, going to other 
provinces to work. So oftentimes, that leaves a lot of the more elderly population 
here to function on their own…  
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 Several other FCGs and HSCWs from Newfoundland and Labrador made this point, 

emphasizing that it differentiated their region from others and warrants specific attention on 

how to better support dying individuals and FCGs who must travel back to the region to 

provide informal care. 

Primarily, those from Newfoundland and Labrador were the only respondents to 

connect their discussions more generally to the regional economy.  Specifically, they 

commented on the challenges of maintaining an adequate regional HSCW workforce.  As a 

palliative care nurse stated: 

Because the wage for home support…workers is very low here, the turnover rate 
and the continuity with them is very problematic.  And right now, the agencies…are 
having difficulty finding workers. 
 

Certainly, their comments were underscored by the regional economic challenges mentioned 

above which have, in turn, led to HSCW shortages due to out-migration as well as increasing 

stress on health and social service systems (Public Policy Forum, 2005).  One clear 

implication of such a reality is an increased burden on FCGs to provide care and the 

resulting need for supportive programs such as the CCB.   

3.4.2 Community Scale: Its nature and key issues 

Health Canada defines rural communities as those with populations of less than 

10,000 which are removed from urban services and resources. In 2001, approximately 30% 

of Canada’s total population resides in rural communities, as defined above (Canadian 

Institute for Health Information, 2006). The tendency for retirees to move to rural areas and 

the migration of rural youth to urban centres is resulting in the aging of rural populations 

and thus of rural communities (Public Health Agency of Canada, 2006). Due to their low 

population densities and frequent isolation, the residents of these communities face 
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particular challenges in accessing health services which include both geographic and 

temporal connotations (Romanow, 2002).  Two major obstacles involve the vast distances 

rural citizens must travel to reach many formal health services (and the travel time required), 

as well as reduced local availability of HSCWs (Public Health Agency of Canada, 2006).  Our 

findings demonstrate that it was most commonly FCG and HSCW respondents 

living/practicing in rural areas that used the scale of ‘community’ during their interviews.   

Residents of rural communities consistently expressed particular inequities in 

accessing health and social services due to factors such as distance, geographic isolation and 

lack of transport.  For example, a FCG living in rural British Columbia emphasized her 

frustration over the barriers these factors posed for her in providing informal care: “[There 

are] taxis, but you have to pay for them and there’s only one wheelchair taxi in [rural town 

name] so you have to book it ahead of time.”  Many indicated that planning ahead to reserve 

rural transportation services was often problematic when caring for a dying individual as 

symptom exacerbations were unpredictable. Similarly, a FCG from Ontario stated: 

We’re in the country and any time we needed something [e.g., medical supplies] we 
had to…pick it up…so we needed transportation in that way, and that was fairly 
important because we usually needed it in a fairly short period of time… 
 

Furthermore, many HSCWs, and specifically home care workers, commented on the 

challenges inherent to providing services to dying clients living in rural communities. An 

oncology nurse from Newfoundland stated: “the rural communities have so little 

resources…we’ve got one home care nurse for a seventy kilometre zone.”  This respondent 

continued to explain that:  

…she [nurse] may have two or three palliatives on the go at one time. But one is at 
zero kilometres, one is at 70 kilometres, and one is at 50 kilometres. And if she 
makes one visit to each them in one day, that’s a whole day gone. 
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 In addition to the vast distances HSCWs travel to reach their clients, the limited numbers of 

professionals who work within these communities also hinders service and supports for 

FCGs and dying clients. As a palliative care coordinator in Manitoba commented, even if 

families are “eligible to have home support workers…we don’t have them to be able to 

give…that’s the challenge, I think, in small communities.”   

3.4.3 Home Scale: Its nature and key issues 

Canadian health policy shifts have created a trend whereby care at all stages of life is 

increasingly taking place within the home rather than in formal institutions (Burge et al., 

2003; Lilly, 2007; Skinner & Rosenberg, 2006). In conjunction with this shift is the growing 

desire of many to live out their final days at home, within a familiar environment, and among 

loved ones (Bacon, 2008; Burge et al., 2003; Gomes & Higginson, 2006). Illustrating this 

trend is the 51% increase in use of the Canadian home care sector since 1997 (Canadian 

Home Care Association, 2008).  This has raised concerns as the responsibility of caregiving 

is now significantly being undertaken by FCGs who often do not have the support and/or 

resources required meet such demands (Milligan & Conradson, 2006; Skinner &Rosenberg, 

2005; Williams, 2004).  It is also important to consider the gendered nature of the home, in 

that traditionally work undertaken in this space, including that of caregiving, has been 

considered women’s work (Armstrong et al., 2008; Dyck, 2005; Neumann et al., 2007; Yantzi 

& Rosenberg, 2008). Both respondent groups, regardless of regional or community settings, 

when discussing the CCB frequently drew upon the scale of ‘home’.  

Many FCGs expressed their preference to have their family member’s death occur at 

home, as they felt the quality of care there surpassed that of a hospital setting. For example, 

a FCG from Quebec stated:  
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I wouldn’t have allowed my spouse to pass away…in a hospital… It was very 
important that…there was love too…contact that was a lot more humane at home 
than at the hospital. 
 

Further, many respondents expressed frustration over the lack of public resources available 

for FCGs to provide quality care in the home.  Although there was recognition among 

HSCWs that many dying individuals want to be cared for in their homes, they also identified 

getting needed information to FCGs as a significant challenge of such care. A palliative care 

nurse in Manitoba stated: 

…when I think about what people are brought in for [to hospital after initially being 
cared for at home], a lot of time it’s caregiver stress. They need more resources for 
the caregivers. 
 

This point is significant as it demonstrates a relationship between home-based and 

institutional care, in that when care in the home is not supported the result is often end-stage 

reliance on hospital care due to FCG burnout.  

With respect to the gendered societal expectations on women to provide informal 

caregiving in the home, several female FCGs expressed that they felt family pressure or a 

particular responsibility, as women, to take on this role.  One FCG from Ontario explained: 

“…my brother kind of just backed out – everybody kept telling us that it was, it’s a 

daughter’s thing to care for a, um, a sick parent.” Another FCG explained that she felt that, 

as a woman, she was the only one in the family capable of providing care in a home 

environment.  Further, a FCG stated that: 

…[y]ou’ve got mortgage to pay, and your kids and everything to look after.  And I’m 
the main…my husband works as well but I make more income than he does and 
yet…I felt a real responsibility to be there. 
 

Many HSCWs touch upon this issue as well. An oncology nurse from Newfoundland 

commented on the gendered division of caregiving work within the home: 
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Most of the…primary family caregivers are female, but a lot of the male members in 
the household…will assist the female in lifting and moving and support like that 
within the household.  
 

Further, a palliative care coordinator from Manitoba emphasized that the receiving of care 

was also gendered, explaining that:  

If the patient who’s dying is male, the caregiver is usually – well, always – female, and 
usually a spouse.  If the patient that’s dying is female, there’s usually another 
caregiver…a sister or something like that. 

3.5 Scalar Explanations: Implications for the CCB 

Through thematic analysis, the scalar categories of region, community and home emerged 

as important organizational artefacts that both FCG and HSCW respondents drew upon in 

articulating their experiences. As seen in Table 3-3, each scalar category and associated issues 

emphasized by respondents holds direct implications for the CCB program. Certainly, this is 

an important acknowledgement given the applied focus of this evaluative study. In the 

remainder of this section, we explore these implications.   

The out-migration of Atlantic youth means that the CCB’s financial and time 

restrictions limit FCGs from the region, who are not presently living there, in providing care 

for their aging family members. A Newfoundland care coordinator explained:  

...in order for those children to come back [to care for their dying parents], there’s a 
financial burden on them. They arrive typically for a week to ten days, just to offer 
support. But when they get here, realize that it’s at the end, and can’t stay because of 
financial difficulties. 
 

Currently, the CCB does not hold special considerations for those who must travel 

significant distances, such as inter- or even intra-provincially to provide care, thus placing an 

unequal financial and temporal burden upon these FCGs. Further, the Atlantic’s high 

seasonal employment and unemployment rates mean that workers from here will more likely 

be ineligible for employment insurance and the CCB specifically (HRSDC, 2006).  
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Table  3-3: Scalar implications for the CCB program 

 
Scale Challenges CCB Implications 

 
Regional 
(i.e., Atlantic 
Canada) 

 

 
Demographic: Aging population 
and out-migration of youth in 
the Atlantic 
 
Economic: High unemployment 
and seasonal employment; 
HSCW human resources 
shortages due to the low-paying 
nature of some of this work 
 

 
Demographic:  Higher costs for 
family members working elsewhere 
to travel back to the region to 
provide care are not covered by the 
CCB program 
 
Economic:  Some citizens more likely 
to be ineligible for the CCB due to 
employment circumstances; 
Potentially restricted access to 
information about the CCB due to 
dissemination challenges 
  

 
Community 
(i.e., rural 
communities) 

 
Distance:  Increased costs for 
needed care-related travel for 
rural residents 
 
Access:  HSCW workload and 
staff shortages in rural 
communities may limit access to 
these information-rich 
individuals 
 

 
Distance: Higher out-of-pocket 
costs to cover travel to major urban 
and/or regional centres are not 
covered by the CCB program 
 
Access:  Potentially restricted access 
to information about the CCB due 
to dissemination challenges 
 

 
Home 

(i.e., providing 
family caregiving 
in the home) 

 
Home Care:  Lack of adequate 
home care support available to 
assist FCGs 
 
Gender:  Continued gendered 
construction of care work in the 
home 
 

 
Home Care: Lack of formal support 
may discourage potential or 
ongoing FCGs from providing care 
in the home when receiving the 
CCB 
 
Gender: Women are more likely to 
be ineligible for the CCB due to 
employment circumstances while 
more likely to serve as FCGs 
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Additionally, HSCWs are usually the first persons that FCGs turn to for information during 

the caregiving period (Crooks et al,. 2007; Giesbrecht et al., 2009) and the low numbers of 

these workers in the region may hinder eligible FCGs to become informed about the CCB 

and other supports they are entitled to access. 

Reimbursement for travel incurred during the caregiving period is not something 

currently provided by the CCB, even for those FCGs living in rural communities and 

traveling long distances, sometimes daily, to access supplies and services that enable them to 

care for a dying family member at home. A physician explained “they have things like 

ambulance rides to pay for, parking meters, food, gas…these are additional expenses.” CCB 

recipients in rural areas may thus be disproportionately burdened by the need to pay out-of-

pocket for travel from the limited financial assistance received through the program. These 

same FCGs may also experience hindered access to information on the CCB program, 

similar to the Atlantic region, due to lower numbers of HSCWs in their communities. Even 

applying for the Benefit may be more challenging to residents of rural communities because, 

as a palliative care coordinator from Manitoba explains: “…not every community in rural 

Manitoba has an EI [employment insurance] office…and certainly there are many people 

who do not have access to computers.”   

Having access to formal home care services is an important determinant of whether 

or not a dying person will be cared for at home (Gomes & Higginson, 2006), and many FCG 

and HSCW respondents alike remarked that potential FCGs who wish to provide physical 

care are discouraged from or unable to follow through with caregiving as such support is 

simply not accessible. Considered an ‘extended health service’, home care in Canada is 

uninsured and not covered by the Canadian Health Act, therefore, payment arrangements 
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and cost can vary widely (Canadian Home Care Association, 2008).  A social worker in 

Quebec expressed:  

I think we say that home care is universal, but it’s not really universal. It’s based on 
your finances and what you’re able to provide in terms of concrete help.  
 

Therefore, becoming a FCG is not always an option, resultantly rendering the CCB useless 

in that it does not provide nor guarantee equitable access to formal home care support 

needed by FCG to provide physical care in the home6.  Further, women are most likely to 

become FCGs and provide care within the home; however it is also women who are least 

likely to be eligible for the CCB. As women generally make up the majority of stay-at-home 

parents and part-time workers they are often less eligible for employment insurance 

(Armstrong & O’Grady, 2004).  Although women make up the majority of CCB claimants, 

they receive on average lower weekly benefit payments than do men because of their more 

limited salaries (HRSDC, 2007). This reality demonstrates the gendered inequities inherent 

within the CCB program. 

3.6 Revisiting Scale as an Explanatory Concept 

Scalar categories were drawn upon by respondents to: identify seemingly unique 

circumstances (e.g., youth out-migration in the Atlantic provinces), contrast locations and 

geographic units (e.g., travel barriers experienced in rural communities relative to urban 

ones), convey relationships and relational connections across places (e.g., between the quality 

of care being provided in the home and whether or not institutional care will be needed), and 

identify key differences (e.g., in the availability of HSCWs between one kind of place and 

another). Each of these uses highlights both comparative and spatial uses of the three scalar 

                                                 
6 Importantly, the CCB is not limited to circumstances where a dying person is being cared for in a private 
home.  FCGs may receive the Benefit regardless of the place where the dying person resides, whether at 
home, in an institution, or elsewhere. The giving and receiving of care in the home was, however, a 
focus of comments made by both respondent groups. 
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categories. Summarizing their employment of the scale construct in such a way assists with 

understanding both how and why scalar categories are useful explanatory concepts while 

providing a language through which spatial processes that hold implications for the CCB can 

be discussed and compared in meaningful ways. The spatial processes referenced included: 

out-migration, changing regional economies and the resulting implications for workers in 

specific places, the provision of and geographic access to on-the-ground formal health and 

social care, and the quality of care given and received across sites. Respondents’ 

acknowledgement that these processes emerge from differing scales provides insight as to 

what factors, from various spatial locations, are viewed as important to them.  

People’s lives are complex and simultaneously impacted by multiple processes – 

including social, geographic, and economic, among others – that very much complicate how 

the world can be understood and can also have different outcomes depending on where and 

how these processes intersect (Hankivsky & Christofferson, 2008).  It is perhaps not 

surprising, then, that scalar understandings were developed and applied by respondents as a 

tool to understand their lived experiences where such processes complexly met. In this 

study, the use of the regional scalar category, for example, allowed Atlantic respondents to 

discuss how geographic, economic, and political processes have specific regional outcomes 

which have very real implications for the CCB program and its effectiveness for FCGs in the 

region.  These same processes intersect at the community scale to affect rural Canadians, 

reflecting similar challenges in the provision and access of required medical services to those 

reported for the Atlantic region.  Regarding the provision of care at home, these processes 

materialize into determinants which direct where death will occur, as well as who will 

provide care for dying family members.  Such findings resonate with Masuda and Crooks’ 

(2007, 257) call for an experiential approach to scale, whereby they emphasize that it is 
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through practices of scale where “the puzzling yet persistent connections between people’s 

lives in-place and the larger forces that shape them” become apparent.  The contribution of 

the present analysis is that it provides empirical examples that support their conceptual 

argument.  More specifically, findings shared herein show how inextricably interwoven scalar 

categories are to larger processes while demonstrating that it is through the lived experiences 

of these scales that different understandings emerge depending upon how they intersect 

(e.g., in what place, under what circumstances, by whom, and for what reason are scalar 

categories drawn upon?).  

Not only was scale essential to respondents’ understandings of their experiences, but 

it was also crucial in communicating their experiences in a meaningful way. Without 

categorical scales to draw from, the ability to describe important details would have been an 

incredibly dubious task.  The scales invoked in the respondents’ comments were also quite 

telling about how they made sense of the CCB.  This is an important acknowledgement 

because although this applied study was focused on evaluating a federal-level program, 

respondents rarely made use of the ‘national’ scale, and instead favoured those of the region, 

community, and home.  The use of more refined scalar concepts allowed them to draw 

comparisons, emphasize relationships, and provide a particular level of information deemed 

important by them.  At the same time, it also shifted the focus onto those scales that had 

most relevance to their everyday lives and experiences.  This finding confirms Ruddell and 

Wentz’s (2009) contention that scales, or scalar categories in this instance, provide a 

vocabulary for us to draw upon as needed, while also adding two important points: (1) that 

we should be aware of people’s motivations for drawing upon a scalar vocabulary (e.g., to 

shift the conversation to a more experiential level), and (2) that, more specifically, scalar 
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terms can offer an ‘explanatory vocabulary’ that can be drawn upon to convey complex 

processes to others. 

3.7 Conclusion 

Although debates on ‘scale’ in human geography generally remain within the 

theoretical realm, this analysis has attempted to reveal that scale is an explanatory concept 

used by people to articulate their experiences in meaningful ways.  Findings indicate that 

FCGs and HSCWs pulled from three scalar categories, namely the region, community, and home, 

in order to make sense of the complex geographic, social, cultural, political and economic 

processes surrounding them and illustrates how they understood these to impact their use of 

the CCB program.  Based upon the scalar categories and challenges expressed by 

respondents, particular implications for the CCB program were identified and summarized.  

Such findings demonstrate significance in considering scale during analytic processes and 

favour a more strategic approach for evaluating national programs like the CCB. In 

understanding how these programs are experienced across scales, as well as how realities of 

lived scalar experiences (i.e., geographic or economic circumstances) create barriers for 

potential users to gain knowledge, apply and successfully utilize such programs, decision-

makers can become informed and more effectively meet the needs of program users.  

Procter and Smith (2008) suggest that by considering a multitude of spatial scales, 

knowledge can be maximized.  In the context of the present analysis, attentiveness to the use 

of scalar categories by respondents has confirmed this, resulting in the identification of 

spatial nuances and offering a new perspective on the findings of this applied, evaluative 

study. Such findings, particularly the identified implications for the CCB, can contribute 

valuable information to decision-makers as a scalar perspective illuminates issues which 
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otherwise may have been overlooked, particularly with regard to issues of spatial equity.   

Importantly, our focus on an experiential approach to scale has generated justifications for 

changes to be made to the CCB that would make it more responsive to users’ needs.  

Although this scalar approach has been applied to caregiving in general and the CCB 

program in particular, such an approach may be useful in other studies where the desire 

exists to identify particular spatial challenges and inequities experienced by people in 

meaningful, and thus scalar, ways. As long as we continue to understand and experience our 

world in ‘scales’, and draw upon scalar categories to explain these very experiences and 

understandings, the concept of scale is relevant to research and can provide a depth of 

knowledge when applied to spatial variations composed of highly differing variables.  
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CHAPTER 4  
CONCLUSION  

4.1 Summary  

In this thesis, I have presented two analyses that were conducted with the aim to 

contribute to a larger evaluative study currently underway on the CCB program. The 

purpose of this larger study is to make policy-relevant recommendations that are informed 

by the needs of Canadian family caregivers and input from other key informants who 

ultimately, can shape program uptake (Crooks & Williams, 2008). Underpinning the analyses 

explored herein has been an awareness that we must consider how the vastness and diversity 

of the Canadian landscape, in both the physical and social sense, creates particular barriers to 

and implications for the successful utilization of federally implemented programs, such as 

the CCB. Therefore, the research conducted for this thesis has aimed to demonstrate the 

utility of employing a geographic perspective as a contribution to this considerably applied 

larger evaluative study.   

 The analysis put forth in Chapter 2 was conducted in response to recent reports that 

have indicated a major obstacle to the successful uptake of the CCB is the paucity of public 

knowledge regarding the program’s existence (CCS, 2008; Crooks et al., 2007; HRSDC, 

2007; Osborne & Margo, 2005). Therefore, framed by Graham et al.’s (2006) knowledge-to-

action cycle, the objective of the analysis was to determine the most effective paths and 

venues from which an information dissemination strategy about the CCB could be guided, 

with the goal of increasing awareness among family caregivers and other Canadians of the 

program’s existence.  The development of a spatially informed, three-part mixed method 
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analysis enabled the identification of specific strategies for effectively reaching those likely to 

become family caregivers and, therefore, benefit the most from gaining knowledge on the 

CCB. The findings indicate that, firstly, dissemination of CCB information should target 

women between the ages of 45 and 64 years who are married or common law, have 

completed high school and work full-time. Secondly, dissemination efforts should target 

specific geographic localities, namely those areas surrounding urban cores. Thirdly, the 

dissemination of CCB information should be implemented through multiple formats via two 

specific information-sharing pathways: (1) from key professionals to family caregivers and 

(2) from the community to the general public. Integrating the findings from each of the 

three analytic steps has generated a distinct pathway from which information about the CCB 

can effectively reach potential users. Importantly, by integrating an explicitly geographic 

perspective to Graham et al.’s (2006) knowledge-to-action model, the consideration of local 

contexts and potential barriers – two important components in the model – have become 

particularly nuanced. Translated into a decision-making context, these findings can 

contribute valuable knowledge that can increase awareness and, more importantly, successful 

uptake of the CCB.  

Contributing to current debates surrounding the use of ‘scale’ in human geography 

research, the analysis in Chapter 3 builds upon the notions that scale is experienced (Masuda 

& Crooks, 2007), frames our realities (Delaney & Leitner, 1997), and also that scalar 

concepts offer a vocabulary from which complex phenomena can be articulated (Ruddell & 

Wentz, 2009). The analysis aimed to explore the relevance of scale as an explanatory concept 

used by family caregivers and front-line palliative care providers when discussing their 

knowledge of and experiences with the CCB program.  By evaluating the program through 

the scalar categories employed by respondents during the interviews, particular challenges 
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and barriers to the successful uptake of the CCB became apparent.  Analysis of datasets 

from both respondent groups revealed the common usage of three scalar concepts, 

specifically ‘region’, ‘community’, and ‘home’, to articulate seemingly unique circumstances, 

to contrast locations, and to convey relational connections across places. The findings of this 

analysis provided insight in to the complex ways that family caregivers and front-line 

palliative care providers understood their worlds and more specifically, how federal 

programs such as the CCB operate. Further, these findings also illuminated implications for 

the CCB and its administration. Considering the ways that the CCB was experienced, and the 

role of scalar concepts in explaining such experiences, has allowed for the development of 

an analysis that has much to contribute to the larger evaluative study.  The findings 

presented in this chapter can also assist decision-makers with becoming informed on how to 

more effectively meet the needs of family caregivers across Canada through the CCB 

program.  

4.2 Research Contribution 

Taken together, the findings from the two research analyses previously discussed 

contribute valuable knowledge both to the larger ongoing CCB evaluative study, as well as to 

health geography research within Canada today. In the following subsections, I discuss how, 

when integrated, the findings of the two analyses: (1) strengthen our understanding of 

information challenges specific to the CCB program; (2) recognize the unique knowledge 

that front-line palliative care providers’ hold; and (3) advance the utilization of geographic 

concepts in applied heath research.  
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4.2.1 Identifying Informational Challenges 

The overarching methodology of this research has been directed by Patton’s 

utilization-focused evaluative approach, which aims to inform program improvement 

through the utilization of research findings with specific attention attributed to “intended use 

by intended users” (1997, p20, emphasis in original). Findings from this research confirm that 

the intended users of the CCB and other key stakeholder groups believe that the program is 

generally not meeting its potential. As noted above, one major barrier to the successful 

utilization of the program raised by respondents was the general lack of awareness regarding 

the program’s existence. This particular utilization barrier has been most scrutinized in 

Chapter 2.  

While the two analyses included in this thesis each provide findings that separately 

assist with evaluating the CCB using a utilization-focused approach, when considered 

together, there are also more refined messages that emerge across their foci.  For example, in 

Chapter 2 it was noted that front-line palliative care providers commonly expressed having a 

responsibility to inform family caregivers about the CCB. It was also found that particular 

barriers to enacting this responsibility exist as many explained that they, themselves, may not 

hold accurate CCB knowledge or may feel inhibited to suggest this program to families due 

to its association with ‘financial need’ or a family’s denial of impending death. Furthermore, 

front-line workers also commented that they could not always ensure contact with families in 

time to usefully share information about the CCB with them. As was revealed in Chapter 3, 

this was especially so in some regions (e.g., Atlantic) or communities (e.g., rural) whereby 

low numbers of front-line palliative care providers and/or geographic distance may restrict 

families’ access to information about the CCB program.  
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 Drawing from the above example, the findings from both analyses can be used 

together to strengthen our understanding of the informational challenges that exist with regard 

to the CCB that ultimately pose as a barrier to program utilization. From another 

perspective, the spatially informed knowledge translation strategy defined in Chapter 2 is 

enhanced by the findings in Chapter 3, which have identified potential barriers to 

informational uptake in particular localities across Canada.  For example, in considering the 

reported lower number of front-line professionals working in the Atlantic region or rural 

communities, relative to other regions and community types, more efforts should be placed 

on disseminating information through the second sharing pathway identified in Chapter 2 

(from community places to the general public) in order to overcome these identified barriers 

and ensure uptake.   

4.2.2 Valuing the Perspectives of Front-line Palliative Care Providers 

With the current shift in Canadian health care towards increasing community and home-

based care, community-based front-line palliative care providers are often the first points of 

contact for patients and their families for a number of things.  As a result, numerous 

expectations are placed upon these workers to ensure that patients’ families have access to 

the information and resources required to navigate the health care system and carry out 

caregiving work within the home or elsewhere (Penz, 2008).  Therefore, a key component in 

the provision of quality care is the valuable work of community-based front-line palliative 

care providers in response to this expectation. However, little research seems to consider the 

benefits of including these care providers’ perspectives, including in terms of what they 

expect from various supports and programs and especially with regard to the provision of 

end-of-life care (Jansen et al., 2009; Penz, 2008; Rose & Glass, 2006).   
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In undertaking this thesis research, I have recognized the unique knowledge that 

community and home-based formal care workers are able to contribute to inform 

improvements in the administration of the CCB, and thus, in doing so, contribute to 

overcoming the knowledge gap identified above.  A common objective of the analyses was 

to seek front-line palliative care providers’ perspectives regarding the barriers to and 

facilitators of the CCB’s uptake. Although family caregivers are the intended users of the 

CCB program and as such their perspectives must be heard, front-line palliative care 

providers were some of the strongest advocates for developing the CCB and getting its 

supporting legislation enacted and, therefore, hold a valuable perspective to contribute to 

this evaluative study (Crooks & Williams, 2008).  The analyses put forth in both Chapters 2 

and 3 reveal the depth of their contributions as stakeholders in the utilization-focused 

evaluation process. Given how beneficial it has been to hear from these workers in the 

present study, there is a clear need to use their experiences to inform other research studies.  

For example, this could include understanding paid home care providers’ perceptions of 

how to improve the quality and accessibility of home care. In sum, front-line palliative care 

providers’ experiential knowledge offers unique, relevant, and invaluable information that 

should be included when conducting evaluations on social programs such as the CCB and in 

other research for which their experience and expertise is highly relevant.   

4.2.3 Advancing the Use of Geographic Concepts in Applied Health Research 

Together, the two analyses have contributed to demonstrating how we can employ 

geographic concepts in applied research, and the subsequent benefits of doing so. 

Particularly, by considering a more broad conception of ‘access’, this research has 

contributed to a greater understanding on how various social, economic, and political  
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processes create barriers in accessing information and knowledge.  Accessing, transferring, 

and translating information involves inherently spatial and geographic factors; however, 

there has been relatively little research that frames these processes using a geographic lens 

(Crooks et al., 2007). Often the transfer of information and acquisition of knowledge 

involves the creation of relationships and development of informational networks. 

Importantly, these relationships and networks are connected by information-sharing 

pathways that both originate and end at disparate places, and span across space (Crooks et 

al., 2007). Applying this geographic notion of the spatiality of information sharing and 

transfer, and also acknowledging how particular localities and ‘places’ hold unique barriers 

and challenges for the dissemination and acquisition of knowledge, has produced findings 

that are of tremendous benefit to the larger evaluative study.  

The application of the geographic concept of ‘scale’ as an analytic tool to evaluate 

federally administrated programs can be especially effective in countries as vast and diverse 

as Canada.  With great variation across such an expansive landscape, it is important to 

consider Canada’s heterogeneity when evaluating a national program from the perspective of 

its intended users and other stakeholders. In applying the concept of scale to analyze how 

federal programs are experienced by Canadians, unique circumstances and challenges 

become illuminated that may otherwise have been overlooked. Such a perspective also treats 

the nation as a collection of diverse ‘areas’ and ‘places’ which are variously characterized 

depending upon how and where multiple complex social, economic, geographic, among 

other, locations and processes intersect.  Importantly, although the utilization of scale, and 

likely other core geographic concepts as analytic tools, can yield findings that are of 

relevance to applied research, these same findings can also contribute the advancement of 

these very concepts within the discipline, as shown in Chapter 3.   
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4.3 Next Steps 

Reflecting on Graham et al.’s (2006) knowledge-to-action cycle, illustrated in Figure 

4.1, and in reference to Chapter 2, an applied problem has been identified, ways to adapt 

knowledge to local contexts determined, and existing barriers to knowledge use have been 

assessed. Therefore, the next phase of this cycle involves the selection, tailoring, and 

implementation of an intervention strategy.   

Figure  4-1: Knowledge-to-action cycle 

 

 
Source:  Graham et al. (2006). Lost in translation: time for a map? Journal of 
Continuing Education in Health Professions, 26(1), 12-24.  
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The findings presented within this thesis hold critical information for HRSDC’s 

development of an information dissemination strategy about the CCB. Taken together, these 

findings contribute knowledge that can determine weaknesses of certain information 

dissemination approaches and strengths in others. These findings can also inform whether a 

particular information dissemination pathway may be more effective within particular local 

contexts. Such findings can usefully be translated to inform decision-makers; however, what 

has yet to be determined are the specific messages about the CCB that should be shared with 

the various stakeholder groups through this dissemination approach (e.g., family caregivers; 

front-line palliative care providers; human resources personnel). This is an important next 

step as the results from this study, and particularly the analysis put forth in Chapter 2, have 

pointed to the fact that, in order to avoid overwhelming people with information, only the 

most valuable information points about the CCB ought to be shared. To address this 

objective, I am currently working with other evaluative study investigators to develop a 

‘messaging survey’ that will ask existing front-line palliative care provider respondents to 

rank, in terms of importance and relevance, a listing of possible information points about the 

CCB that need to be mobilized.   

Guided by Patton’s (1997) utilization-focussed evaluative approach, future steps 

stemming from this research and the larger evaluative study involve the utilization of the 

findings presented herein to inform program improvement. Findings from the analysis put 

forth in Chapter 3 illuminate particular challenges to the program’s utilization experienced by 

the program’s primary users and key informants. Such findings can provide the basis from 

which suggestions for improvements can be made which ensure the CCB is meeting its 

potential. Drawing from these findings, one suggestion for improving the program may be 
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to consider implementing a ‘travel subsidy’ for those family caregivers who must travel vast 

distances in order to provide the required care for their family member. Implementing a 

‘travel subsidy’ for Canadian family caregivers would help to alleviate some of the financial 

burden experienced family caregivers, particularly for those who must either travel back to 

the Atlantic region, or travel considerable distances to access required health services due to 

residence within a more rural community. One other suggestion stemming from the findings 

of Chapter 3 may be to decrease the number of insurable hours required for CCB eligibility.  

In May 2009, there were almost three females for every male part-time worker in Canada 

(Statistics Canada, 2009).  Based upon knowledge of the gendered nature of caregiving 

within Canada, decreasing the number of insurable hours required for eligibility would allow 

greater access to the benefit for those who will most likely need it.  

In order to move the knowledge gained from this thesis and the larger evaluative 

study into action, the findings must be synthesized and the most important informational 

points determined and translated specifically for use in a HRSDC decision-making context. 

Doing so will enable those who hold decision-making power to integrate their own 

knowledge with the findings of this evaluation in order to make relevant policy adjustments 

to address existing inequities.  Clearly, a key action being advocated for throughout this 

thesis has been the implementation of a CCB information dissemination strategy aimed at 

increasing knowledge about the Benefit with sensitivity to the geographic nuances (e.g., 

where potential program users reside, the challenges in disseminating information in certain 

kinds of places) that will ultimately shape its usefulness.  Advocating for such an action 

through sensitive knowledge translation is another important next step stemming from this 

thesis. Further, advocating for program improvements informed by the ‘scalar’ perspectives 

of the CCB’s primary users and key informants can considerably enhance Canadians 
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utilization of the CCB program. I will, once again, work with other evaluative study 

investigators in order to translate research findings across audiences and mobilize key 

messages.     

Considering the complexities surrounding access to the CCB program and 

knowledge translation, a potential area for future research is to explore more specifically the 

cultural component in accessing programs such as the CCB. Specifically, research is needed 

to better understand family caregivers’ perspectives on the usefulness of the program and 

the barriers to successfully accessing it from a cultural standpoint.  Although not a focus of 

this study, interviewees did touch upon this topic, especially concerning the First Nations in 

Canada. There is much to learn regarding how different cultures and different people 

residing in Canada approach death and dying and the various ideas and values surrounding 

dying at ‘home’. Additionally, by gaining an indepth cultural understanding on how family 

members approach the dying process, specifically who provides care within the home and 

the types of care they provide, front-line palliative care providers can potentially become 

informed on how to better meet the needs of these families.   

4.4 Conclusion 

In the context of Canada’s rapidly aging population, an increasing number of 

Canadians are becoming aware that they will be called upon to provide care for a family 

member who is ill and/or reaching the end of life.  As the Canadian Caregiver Coalition 

warns: “it’s not if, it’s when you will become a caregiver” (2008, n.p., emphasis added). 

Commonly, the family caregivers who help Canadians through their final days are also in 

their productive working years and, thus, must manage the dual-roles of caregiving while also 

maintaining paid work (CPRN, 2009).  In conjunction with Canada’s rapidly aging 
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demographic, an increasing number of Canadians will soon find themselves facing this 

contemporary dilemma and will have little choice but to bear this dual-role responsibility.  

Programs such as the CCB are legislative steps in the right direction to better 

supporting family caregivers; however, many aspects of this program must be improved for 

it to reach its potential. Without improving the CCB program, many Canadian family 

caregivers will remain at risk of experiencing high levels of ‘caregiver strain’ characterized by 

the various financial, physical and emotional burdens associated with working and providing 

care to family members (CPRN, 2009).  The respondents in this study have raised suggested 

improvements; however, it will not be until more Canadians become aware of the CCB’s 

existence that fundamental changes to the operation of the program will have a substantial 

impact on improving uptake.  Further, better information dissemination about the CCB may 

ultimately result in enhanced advocacy, due to greater awareness of the program’s 

limitations, which could later result in structural changes being made to the program.  

Therefore, to better support family caregivers in Canada it is first important to improve 

awareness about the CCB’s existence, and then address the specific shortcomings and 

inequities inherent within the program’s operation and administration.  

Supporting family caregivers through programs such as the CCB has the potential to 

improve the quality of death and dying for individuals though lessening dual-role 

responsibilities (CCC, 2003;CPRN, 2009; Crooks et al. 2007).  Furthermore, effectively 

providing financial support for family caregivers can lessen the stress and ill health triggered 

by managing financial burden (CCC, 2003; CPRN, 2009; Grunfeld et al. 2004). Therefore, 

the research presented herein is of importance, specifically in that it can contribute to 

strengthening the CCB.  Today, the work that family caregivers offer to Canadian society 

remains relatively invisible. While the billions of dollars of voluntary caregiving hours they 
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provide annually is a significant contribution, it is really the effort, understanding, and 

compassion that family caregivers contribute that enables so many dying Canadians to live 

out their final days with dignity (CCC, 2008). For these reasons, family caregivers should be 

recognized, respected, valued, and celebrated. Most relevant to this thesis, they should also 

be supported in ways that enhance their abilities to give care to dying individuals, including 

through social programs such as the CCB.  It is imperative for us to recognize the 

extraordinary effort that is made every day by family caregivers who care for dying 

individuals with dedication, and ensure that they are provided with all the means necessary to 

carry out this valuable work.  
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