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Abstract

Following a stroke, the majority of survivors experience challenges returning to
participation, also known as “involvement in life situations” in the International Classification of
Functioning, Health, and Disability. Contextual factors, such as low income and linguistic
minority status, have been shown to have an impact on participation post stroke; however, the
process by which this occurs is poorly understood. The aim of this research was to increase our
understanding of how low income and official minority language status influence the experience
of return to participation following a stroke.

A qualitative multiple case study approach was used with eight francophone stroke
survivors living in a low-income situation in eastern Ontario (Canada). Data was collected from
several sources: semi-structured interviews with the stroke survivors and with their care partners,
participant observations, four measures, and chart reviews. Data was categorised, and patterns
that furthered understanding of the experience of return to participation were identified during
intra and cross-case analyses.

The stroke survivors were all able to access healthcare and social services in both official
languages, and the findings suggest that official language minority status had limited influence
on the experience of return to participation. Low income, however, influenced precursors to
participation by limiting the stroke survivors’ ability to afford housing, goods (e.g., medication,
equipment), and services (e.g., transportation, private therapy).

Certain personal and environmental factors modulated the experience of return to
participation — specifically, age, knowledge of the healthcare and social service systems, support
of family and friends, the built environment, and health literacy. The healthcare and social
policies of the macro environment, which regulates the healthcare and social services, had a
critical influence on the experience of return to participation for these stroke survivors,
irrespective of their individual situations, unless wealth or financial support was available.
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1. Introduction

Stroke is among the major contributors of disability in the adult population (Adamson,
Beswick, & Ebrahim, 2004), and in Canada alone, over 315,000 individuals are living with the
effects of stroke (Heart and Stroke Foundation, 2014). The majority of stroke survivors
experience some form of impairment stemming from this health event (Public Health Agency of
Canada, 2011a), which often results in difficulties with participation in valued daily activities
(e.g., housekeeping, leisure) (Mayo, Wood-Dauphinee, Coté, Durcan, & Carlton, 2002).

The International Classification of Functioning, Health and Disability (ICF) defines
Participation as “involvement in life situations” (World Health Organization, 2013, p. 5).
Participation relates to a person’s lived experience (AIHW, 2003) and reflects the daily activities
and social roles a stroke survivor is actually taking part in, both at home and in the community
(PiSkur et al., 2014). According to the ICF, participation is linked to health conditions,
impairments to body structures and functions, and limitations to basic activities, and it is
inseparable from environmental and personal contextual factors (Gladman, 2008; World Health
Organization, 2013).

Researchers have argued that an individual’s perceived ability to participate in self-
identified meaningful activities and social roles is a fundamental aspect of successful
rehabilitation (Whiteneck, 1994). Some researchers assert that participation is the most important
outcome or goal of rehabilitation (Cott, Wiles, & Devitt, 2007). Among people who have
experienced stroke, participation in activities that are personally valued is an important
contributor to life satisfaction (Hartman-Maeir, Soroker, Ring, Avni, & Katz, 2007), quality of
life (Mayo et al., 2002), and health related quality of life (Froes, Valdés, Lopes, & Da Silva,

2011).



Following a stroke, a large proportion of restriction to participation is explained by
impairment to body structures and functions (D’Alisa, Baudo, Mauro, & Miscio, 2005;
Desrosiers et al., 2006). Contextual factors can also play a critical role in facilitating or impeding
resumption of meaningful activities (Robison et al., 2009). The ICF defines contextual factors as
both personal factors and environmental factors. These factors include socioeconomic and
minority language status.

Socioeconomic status (or position), which is measured using social and economic factors
such as income, can have a substantial impact on many aspects of health (Braveman, Egerter, &
Williams, 2011; Galobardes, Shaw, Lawlor, Lynch, & Davey Smith, 2006a). It has long been
recognized that health follows a socioeconomic gradient with those in the lower socioeconomic
positions experiencing more health difficulties than those in higher positions (Braveman et al.,
2011; Marmot, 2006). These differences can be related to income, which is a modifiable factor.
This situation therefore represents a health inequity, as it is an avoidable inequality in health
status or outcomes between groups of people, that results from the unequal distribution of
resources (Marmot, 2007).

Income is a social determinant of health that affects health over the course of the entire life
span (Galobardes et al., 2006a). Low income predisposes individuals to experience deprivation,
which in turn affects their ability to purchase basic health needs (e.g., food, clothing, medication)
and affects their ability to participate socially (e.g., educational, cultural, political and
recreational activities) (Mikkonen & Raphael, 2010). This may lead to social exclusion, in that
people become unable to participate in valued activities (Mikkonen & Raphael, 2010) and also
have fewer choices regarding the life they would choose to live (Marmot, 2006).

Position on the socioeconomic gradient affects stroke health as well. For example, low



socioeconomic status (SES) is associated with a higher number of stroke risk factors (Aslanyan,
Weir, Lees, Reid, & Mclnnes, 2003), higher stroke incidence (Addo et al., 2012), increased
stroke mortality (Kapral et al., 2012), poorer functional outcomes (Dhamoon et al., 2009;
Jakovljevic et al., 2001), and lower quality of life (Choi-Kwon, Choi, Kwon, Kang, & Kim,
Jong, 2006; Dhamoon et al., 2010).

Health inequities also exist for post-stroke participation. Even when stroke survivors have
received recommended care and the severity of their stroke has been taken into account, those
people from very low-income neighbourhoods showed poorer participation at one year post
stroke, and a tendency for participation to decline over time, compared to those living in more
affluent neighbourhoods (Egan et al., 2015).

Effects of low income on participation may be compounded by additional personal
factors, such as belonging to a linguistic minority group. Being limited in the ability to speak the
dominant language in which services are provided reduces access to stroke rehabilitation (Mold,
Wolfe, & McKevitt, 2006) and influences rehabilitation outcomes (Taylor & Jones, 2014).
Further, stroke survivors in lower SES groups who also face language or cultural barriers are at
higher risk of experiencing functional impairments (Haan & Weldon, 1996) and unmet needs in
several domains including social participation (McKevitt et al., 2011).

In Canada, linguistic minority groups, such as francophone groups living outside of
Quebec, could potentially experience greater challenges following stroke. This official language
minority group tends to be older, to have lower education levels, and to have fewer social
supports (Bouchard, Gilbert, Landry, & Deveau, 2006). Further, Francophones in Ontario tend to
have a lower family income and a poorer self-perception of their health (Picard & Allaire, 2005).

Although Francophones have a stroke incidence that is similar to the general Ontario population,



reports have indicated that they have to surmount linguistic barriers, such as lack of French
speaking staff and services, when engaging with healthcare providers (Picard & Allaire, 2005).
This disadvantage can affect rehabilitation (Picard & Allaire, 2005) and could impact longer-
term participation levels.

An association between low income and poorer participation following stroke has been
demonstrated, and several possible factors have been proposed to explain this link. However, the
majority of the studies demonstrating an association between low income and factors linked to
participation have drawn their conclusions based on stratification of data from larger stroke
survivor population samples.

To date, studies investigating post-stroke participation at the level of the individual,
specifically, the experience of returning to participation from the perspective of the low-income
stroke survivor within his or her personal context are lacking. There is also a dearth of studies
exploring the relationship between factors identified in the literature as leading to poor post-
stroke participation, within the low-income context. Further, being a member of a minority group
(ethnic or linguistic) is associated with poorer participation after a stroke, however, to date, the
experience of stroke survivors living in a low-income situation coupled with a minority linguistic
situation has not been explored.

We therefore did not have a clear understanding of how the context of living in a low-
income situation in conjunction with being a member of a minority linguistic group influences
resumption of participation in meaningful activities and social roles for stroke survivors. The
present study targeted this knowledge gap.

The purpose of this research project was to understand how living in a low-income

situation, while also belonging to a linguistic minority group, influences a stroke survivor’s



attempt at returning to participation in meaningful activities. This project aimed to answer the
following research question:

How do francophone stroke survivors living in a low-income and linguistic minority
situation experience attempting to return to participation?

Research sub-questions were:
*  How does low income influence the experience of return to participation for stroke
survivors living in a linguistic minority situation?
*  How do francophone minority stroke survivors experience their attempt to return to
participation?

Based on the literature review, the initial study proposition was that: Low-income
minority francophone stroke survivors’ attempts to return to participation in previously valued
activities are influenced by contextual factors. Specifically, these factors of the
microenvironment are: social supports (personal and professional), financial resources leading to
acquisition of goods and services (e.g., equipment, home assistance, community programs), and
community or neighbourhood characteristics. While these contextual factors may have
influenced participation prior to the stroke, their influence on participation after a stroke was
assumed to be even greater in the face of stroke-related disabilities and stroke-related health
costs.

A qualitative multiple case study research method, informed by Robert Stake’s (2006)
approach, was used to address the research question. Case studies research phenomenon within
the real-life context (Baxter & Jack, 2008), in particular in those situations where the cases being

examined are difficult to extricate from the context (Stake, 2006). The cases in this study were



eight low-income francophone stroke survivors living in Eastern Ontario, and the phenomenon,
or issue under investigation, was return to participation following a stroke.
This study used multiple data sources in order to gather various perspectives (Baxter &
Jack, 2008) and to develop a more holistic understanding of the cases’ experiences (Crowe et al.,
2011). Data was collected using semi-structured interviews with the stroke survivors, and care
partners, as well as using participant observations, chart reviews, and four assessment tools:
* the Stroke Impact Scale-16 (Duncan, Lai, Bode, Perera, & DeRosa, 2003) ;
¢ the ICF Checklist (version 2.1a) Participation subsection (WHO, 2003);
* the Hospital Anxiety and Depression Scale (Zigmond & Snaith, 1983);
¢ the Assessment of Bilingualism (Vallerand, 1989; Vallerand & Halliwell, 1983).
Data was analysed, and assertions were developed from both the individual and multiple cases.
The ensuing document presents this research. It follows the process of discovery, from
naiveté to new understanding, starting with the literature review, including the initial
foreshadowed issues (also known as the theoretical proposition) and conceptual framework,
followed by a detailed description of the methods and methodology, the research findings, the

discussion, including the revised conceptual framework, and the conclusion.



2. Literature Review

A stroke, or a cerebral vascular accident is caused when the flow of blood to an area of the
brain is stopped, whether as a result of a clot or a haemorrhage (Heart and Stroke Foundation,
2014). The majority of stroke survivors will experience some type of impairment related to this
health event (Public Health Agency of Canada, 2011), and although impairments of physical,
cognitive, and emotional functioning explain a large proportion of restrictions to post-stroke
participation, contextual factors also play an important role (Robison et al., 2009). Living in a
low-income situation is one such contextual factor that has been shown to have an influence on
post-stroke participation. However, we do not yet understand how it influences participation
following a stroke, particularly for minority linguistic groups.

This chapter will define the concept of participation within the ICF framework, provide a
rationale for focusing on participation, address measures of participation, and discuss personal
projects as a method to describe the experience of return to participation. The concepts of
income, and SES within the context of health will be defined. This will be followed by a more in
depth narrative review of the literature on the impact of low income on post-stroke participation.

This chapter will also review issues related to the health of linguistic minorities, in
particular that of French-speaking Canadians living in English-majority regions of Canada, and
review the life course perspective as it applies to stroke, low income, and participation. This
chapter will end with the initial conceptual framework and the study proposition on which this
research was based.

2.1 The ICF Framework and Participation
The International Classification of Functioning, Health and Disability (ICF), was

developed by the World Health Organization (WHO) in 2001, and serves as a framework to



organize, classify, assess, and describe an individual or specific group’s experience of
functioning and disability (Gladman, 2008; WHO, 2013). The ICF explains functioning and
disability in relationship to Health Conditions, Body Function and Structures (physiological and
anatomical aspects of the body), Activities and Participation. Functioning is a concept that refers
to Body Functions and Structures, Activities and Participation; disability refers to impairments,
limitations or restrictions to any of these same domains (Schneidert, Hurst, Miller, & Ustiin,
2003).

In contrast to Activities, which is defined as the “execution of a task or action” in a
standardized or testing environment, Participation is defined as “involvement in life situations”
(WHO, 2013, p. 5), or what is actually accomplished in the context of real life (Piskur et al.,
2014; WHO, 2013). Participation encompasses an individual’s meaningful activities and social
roles, either at home or in their community, reflects the lived experience, and is influenced by the
model’s elements of functioning, in addition to Environmental factors and Personal factors
(Australian Institute of Health and Welfare, 2003).

Environmental factors are those physical, social, and attitudinal features that affect
functioning in the places where people live (Schneidert et al., 2003; WHO, 2013). Personal
factors include characteristics such as gender, race, nationality, profession, lifestyle habits, and
education (WHO, 2013). The ICF Personal factors have not yet been classified or finalized as a
result of ongoing work by WHO committees to better define their scope while dealing with
societal and cultural variances (WHO, 2013).

Critics have taken issue with the ICF. They highlight difficulties with its
operationalization (Haggstrom & Lund, 2008; Heinemann et al., 2013), lack of clarity within its

conceptual underpinnings, as well as the fact that time is not included as an influential factor



(Hemmingsson, & Jonsson, 2005). Further, the ICF does not account for risks and exposures
over the lifespan (Cott et al., 2007). Specifically regarding Participation, critics have argued that
the ICF does not account sufficiently for subjective dimensions such as meaning, satisfaction
(Heinemann et al., 2010), choice (Cott et al., 2007), or autonomy (Cardol, Jong, & Ward, 2002).
Despite such shortcomings, the ICF model is widely accepted, and is used in many

countries, in various settings (Bruyére, Van Looy, & Peterson, 2005), including stroke research
and rehabilitation (Tempest & Mclntyre, 2006). The taxonomy of the ICF was adopted for use in
this work because of its widespread use across rehabilitation research audiences.
2.2 Measuring Post-Stroke Participation

Following a stroke, it is estimated that more than 85% of stroke survivors will experience
participation restrictions in one or more valued activities (Eriksson et al., 2012). Studies have
shown that returning to self-identified meaningful activities is often more important to stroke
survivors than general functional return (McKevitt, Redfern, Mold, & Wolfe, 2004).
Furthermore, patients measure their own recovery based on meaningful participation rather than
discreet functions (Burton, 2000). In addition to being related to post-stroke life satisfaction
(Hartman-Maeir et al., 2007) and quality of life (Mayo et al., 2002), participation is related to
important concepts of self-identity (Fallahpour, Jonsson, Joghataei, Nasrabadi, & Tham, 2013),
social identity, and social position (Anderson & Whitfield, 2013). It can be argued that
measuring participation gives us a fuller picture of life following stroke (Gadidi, Katz-Leurer,
Carmeli, & Bornstein, 2011) than do measures of activity limitations or function alone (Skolarus,
Burke, Brown, & Freedman, 2014).

Addressing post-stroke participation is clearly an important goal; however, measuring or

describing post-stroke participation in research presents several challenges. For example,
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participation is a very complex concept with multiple definitions that can be assessed using
several different tools. Additionally, studies have determined that participation is highly
subjective (Burton, 2000; Fallahpour et al., 2013; Haggstrom & Lund, 2008), and that self-
perceived participation restrictions are not the same as outsider observed restrictions. Differences
between reported and observed participation are explained by the individual’s context, values,
expectations, and culture, all of which influence the experience of participation (Cardol, Jong, &
Ward, 2002; Fallahpour, Tham, Joghataei, & Jonsson, 2011). This subjectivity makes it
challenging to measure participation (Heinemann et al., 2010).

Participation is often measured using standardized tools with pre-established lists of
possible meaningful activities for stroke survivors to grade. Interestingly, there is little consensus
about which existing stroke participation assessment tools should be used with the ICF
framework (other than the ICF’s own Participation assessment) (Salter et al., 2005).

An alternative way of addressing participation is by focusing on personal projects.
Drawing from the Personal Projects of Little (1983), personal projects can be used as the unit of
analysis for “participation”. Personal projects are meaningful goals, actions, or activities
identified by the individual, which extend in time and have a beginning and an end (initiation
and termination) (Little, 1983). Advantages to using this unit of analysis include that personal
projects are generated and defined by the individual and do not come from a pre-set list, as well,
they are embedded in the individual’s life and therefore help us understand the context of this
individual’s everyday life (Little & Travis, 2007).

2.3 Low Income and Health
Health follows a social gradient; there is growing evidence that SES influences not only

general health, but also stroke outcomes, including disability (Weir, Gunkel, McDowall, &
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Dennis, 2005) and participation. SES describes the relative position that an individual holds
within the social structure. It is measured using social, and economic indicators such as
education, income, occupation, and housing (Galobardes et al., 2006a), and this status can
change over time depending on life course and life situations (Galobardes et al., 2006a).

Income is a measure of access to material resources and services, and is based on earnings,
as opposed to wealth, which considers all assets, possessions, and bank account savings
(Braveman et al., 2011; Galobardes et al., 2006a). Income can be related to health through direct
paths, such as the ability to afford material resources (e.g., nutritious food, medication, and
housing), or the ability to purchase services that can improve health (e.g., therapies, education,
leisure). Further, income can be indirectly related to health and wellbeing through increased
control over life circumstances or empowerment (Marmot, 2006).

Poverty is generally understood as a state of income below a set level, and it can be
measured in different ways. Poverty can be defined in relation to an absolute value (less than the
minimum income needed to pay for basic needs), a relative value (less than an average standard
income), or a subjective value (less than the individuals’ perception of an income sufficient to
meet their needs) (Raphael, 2004). Statistics Canada sets a relative poverty measure called the
Low-Income Cut-Off (LICO). The LICO is an estimate of the income threshold at which
families would likely spend 20% more of their income than the average family on food, shelter,
and clothing (Statistics Canada, 2013a). The goal of setting a cut-off threshold is to facilitate
statistical descriptions of the population (Statistics Canada, 2013a) and to determine eligibility
for governmental income support programs.

Although wealth may be a more representative measure of socioeconomic position for

health research, income is frequently used as it is easier to measure, and is a good predictor of
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health (Braveman et al., 2011).

2.4 Narrative Literature Review: Low Income and Post-Stroke Participation.

The aim of the narrative literature review was to explore in more depth the published
research that combined the concepts of low income and post-stroke participation. The review
focused on the influence of income on participation following a stroke in developed countries.
The review process is described in Appendix A.

Research has demonstrated that factors of socioeconomic position can influence stroke
outcomes such as mortality and disability. Few studies have looked specifically at the influence
of low income on post-stroke participation. Two studies were identified during the narrative
literature review that explored these concepts.

* A cohort study conducted in Hong Kong, China, demonstrated that participation following
stroke, measured using the London Handicap Scale, was negatively influenced by several
factors including receipt of financial assistance (Lo et al., 2008).

* A Canadian prospective cohort study demonstrated that even when taking into account stroke
severity, stroke survivors from very low-income neighbourhoods demonstrated lower levels
of participation at one year post-event, compared to their more affluent counterparts (Egan et
al., 2015). Participation was measured using the Return to Normal Living Index.

The narrative literature review revealed that several important studies had been completed
on themes that were related to participation following stroke, and included themes of
socioeconomic status (e.g., income or relative income, education, neighbourhood deprivation).
Findings from these studies increase our understanding of the issue, and provide information on
which to build the conceptual framework of this research. Findings from these studies have been

categorized using the ICF framework and taxonomy, and using “stroke” as the common Health
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Condition. The findings are organized under the following headings: Body Functions and
Structures and Activities, Personal factors, and Environmental factors. Findings from studies
involving people who have experienced stroke (not low income specific), and participation were
included to provide a background on which to compare and better understand participation and
low income.

Body function and structures, and activities. Following a stroke, severity of functional
impairments or activity limitations has been shown to have an important direct impact on
restrictions in participation (Chau, Thompson, Twinn, Chang, & Woo, 2009). However, stroke
severity is not necessarily linked to a stroke survivor’s perception of successful participation
(Eriksson, Baum, Wolf, & Connor, 2013), which means, individuals with mild or moderate
strokes can both report participation restrictions.

Physical impairments, such as difficulties with upper and lower limb use, are directly
linked to participation restrictions following stroke (Desrosiers et al., 2006). Cognitive and
perceptual impairments, including language and communication impairments, have also been
shown to substantially affect post-stroke participation, particularly in leisure, household
management (Spitzer, Tse, Baum, & Carey, 2011), and social activities (Dalemans, de Witte,
Wade, & van den Heuvel, 2010; Hilari, 2011). Further, impaired affect and depressive symptoms
are associated with decreased participation in meaningful activities and in social roles following
a stroke (Cardol et al., 2002; D’Alisa et al., 2005).

When comparing low-income and higher-income stroke survivors, researchers have
identified differences in terms of impairments and activity limitation (also known as function), as

well as differences in mental health, which can lead to restrictions in participation.
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First, having a low income or receiving financial or social assistance is a predictor for
poorer functional independence following a stroke (Ostwald, Swank, & Khan, 2008), is
associated with increased need for assistance in daily activities (Cloutier-Fisher, 2005;
Jakovljevic et al., 2001), and results in a higher likelihood of institutionalization as a result of
these impairments (Jakovljevic et al., 2001). Stroke survivors receiving Medicaid insurance or
without a health insurance plan in the United States (an indicator of low income status) were
found to have a steeper functional decline post stroke than those with health insurance (Dhamoon
et al., 2009; Dhamoon, Moon, Myunghee, Sacco, Elkind, 2012). Stroke survivors residing in a
deprived or low-income neighbourhood were more likely to have worse short and long-term
functional outcomes than those from more affluent neighbourhoods (Chen et al., 2015; Weir et
al., 2005). Stroke survivors who perceived their income to be inadequate and who were jobless at
the time of the stroke (retired, homemaker, disabled, unemployed) were shown to have worse
functional outcomes and to be more disabled than those who reported adequate income and were
employed at the time of their stroke (Bettger et al., 2014).

Second, following a stroke, decline in mental health and emotional wellbeing is
associated with low income and low socioeconomic status for stroke survivors. Living in a low-
income situation is a risk factor for post-stroke depression (Jiang, Lin, & Li, 2014). In addition,
living in a low-income neighbourhood has been shown to have an important impact on emotional
wellbeing and participation restriction for stroke survivors (Egan, Davis, Dubouloz, Kessler, &
Kubina, 2014).

Lower-income stroke survivors are more likely to experience more severe functional
impairments, both physically and emotionally, and to require increased assistance with their

activities. Even though limitations in Activities are associated with restrictions in Participation,
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limitations do not independently explain or predict restrictions because participation is
influenced by contextual factors (Bouffioulx, Arnould, & Thonnard, 2011; Gadidi et al., 2011).

Personal factors. Personal factors include age, gender, coping styles, education, culture,
ethnicity, and language (World Health Organization, 2002).

Age and gender are two un-modifiable personal factors that can influence post-stroke
participation. Statistics of stroke incidence show that the majority of strokes occur in older
adults, although approximately one third of strokes occur in individuals under 65 years of age
(PHAC, 2010). Having a stroke increases the odds of losing independence and experiencing a
decline in participation levels greater than would occur in normal ageing (Desrosiers et al., 2005;
Martel, Bélanger, & Berthelot, 2002; McKenna, Liddle, Brown, Lee, & Gustafsson, 2009).
Advanced age is also related to poorer functional outcomes post stroke (Chau et al., 2009) and
has been identified as a predictor for longer-term post-stroke participation difficulties
(Andrenelli et al., 2015; de Graaf et al., 2017; Mutai, Furukawa, Araki, Misawa, & Hanihara,
2013). However, age as a predictor of participation is contested. In some instances, age has little
impact on participation, specifically community participation (Jalayondeja et al., 2011), and in
other situations, younger stroke survivors have shown to have more unmet needs in terms of
participation. For example, in Australia, younger stroke survivors reported more unmet needs
than older stroke survivors in several areas, for example leisure and return to work (Andrew et
al., 2014). As well, a decline in social and leisure activities is more frequent with younger stroke
survivors, in particular, women (Bhogal, Teasell, Foley, & Speechley, 2003).

Post-stroke experiences tend to differ between women and men. Specifically, (a) women
tend to have a greater number of comorbidities at the time of stroke, (b) they tend to experience

strokes later in life, (c) they have higher rates of institutionalization, (d) they tend to have poorer
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functional outcomes, (e) they tend to have poorer SES with decreased social supports (e.g., being
widowed or single at the time of the stroke) (Haast, Gustafson, & Kiliaan, 2012; Petrea et al.,
2009), and (f) they are more likely to experience substantial post-stroke handicaps if they are
dependent on welfare payments (Lo et al., 2008).

Many other personal factors have been identified as negatively influencing post-stroke
participation, including poor self-esteem (Chau et al., 2009), low confidence (Horne, Lincoln,
Preston, & Logan, 2014), and poor self-efficacy (Brock et al., 2009). Positive outlook and
motivation (Le Dorze, Salois-Bellerose, Alepins, Croteau, & Hall¢, 2014) and a higher
perception of control has also been linked with increased post-stroke participation (Hammel,
Jones, Gossett, & Morgan, 2006).

No studies were found that examined the association between personal characteristics, such
as beliefs or thought patterns, and post-stroke participation, while also taking into consideration
low income. However, the results of more general studies of individuals living with disabilities
and chronic illnesses may also apply to stroke survivors. In their study of people living with
disabilities, Yeung and Towers identified that an association existed between participation
restrictions and low levels of self-efficacy, and that individuals with a low SES were more likely
to have lower levels of self-efficacy (Yeung & Towers, 2014). Perceived sense of control also
differs according to income levels, with low-income individuals feeling less control then those in
higher income levels (Lachman & Weaver, 1998).

A number of studies addressing stroke outcomes among racial and ethnic minorities in
the United States have found disparities in terms of functional outcomes compared with the
dominant group (Ellis et al., 2015; Stansbury, Jia, Williams, Vogel, & Duncan, 2005). In their

2003 study, Horner and colleagues identified that stroke survivors in ethnic or racial minority
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groups who were also living in low-income situations had worse functional recovery compared
to more affluent ethnic or racial minorities (Horner, Swanson, Bosworth, & Matchar, 2003).

Other research has identified that language barriers can affect health outcomes. For
example, language barriers can influence access to healthcare and social services (Bowen, 2001)
or cause adverse effects because of difficulties understanding instructions for medication
(Wilson, Chen, Grumbach, Wang, & Fernandez, 2005).

Specifically regarding stroke and language, a systematic review found that language and
culture did not appear to have an impact on functional scores (admission versus discharge from
hospital), discharge location, and length of stay while in hospital after stroke (Davies, Dodd, &
Hill, 2016). A Canadian study found that stroke inpatients who did not have French or English as
language of preference had reduced mortality in the first month and first year post stroke. They
were more also likely to be discharged with ongoing neurological deficits, to have longer lengths
of stay, and to have more encounters with allied health professionals during hospitalization
(Shah, Khan, O’Donnell, & Kapral, 2015). Therapists in the United Kingdom providing post-
stroke rehabilitation identified that difficulties with subtle communication, as is the case when
the patient does not speak the same language as the therapist, affected therapists’ ability to
assess, identify rehabilitation goals, and provide emotional support during therapy sessions
(Taylor & Jones, 2014). As well, stroke survivors in the lower SES groups who also experienced
language or cultural barriers are at highest risk of functional impairments (Haan & Weldon,
1996) and unmet needs (McKevitt et al., 2011). Language barriers (English as a second
language), in addition to communication problems, were also noted as barriers to accessing
community services (e.g., challenges organizing services, filling in benefits forms) following

stroke (Mold et al., 2006). Importantly, health literacy may also be playing a role in negative



18

health outcomes post stroke. Health literacy is defined as a combination of SES, culture, and
language factors that may influence one’s ability to understand or act on instructions of medical
or therapeutic nature (Shaw, Huebner, Armin, Orzech, & Vivian, 2009).

Low-income individuals are less likely to have completed higher education (Statistics
Canada, 2014). This is relevant because lower education, inadequate financial resources, and
unemployment are associated with increased disability at three months post stroke (Bettger et al.,
2014). Higher education has also been associated with better health and social system
knowledge, which leads to better abilities to navigate within the system (Sumathipala, Radcliffe,
Sadler, Wolfe, & McKevitt, 2012).

Knowledge about health and the healthcare and social service systems can be a personal
factor, or an environmental factor if it is knowledge coming from family, friends or
professionals. McKevitt et al. (2011) demonstrated that stroke survivors from lower-income
neighbourhoods had limited stroke and healthcare system knowledge. Poor knowledge of the
healthcare system and poor understanding of stroke (e.g., types of stroke and implications) were
commonly reported by stroke survivors in low-income areas in the United States as well (Danzl
etal., 2013).

In summary, Personal factors can influence post-stroke participation. Studies have shown
that being from a low-income, linguistic minority, and ethnic or racial minority group, or having
lower educational attainment or a lack of knowledge and information regarding stroke and the
healthcare system, is linked to disadvantages in participation. Low-income stroke survivors’
participation may also be affected by a higher likelihood of having decreased self-efficacy or
decreased perception of control. In addition, stroke outcomes differ for women and men, with

women more likely being in a lower SES group, with poorer social supports.
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Environment factors. The environment in which people live can create barriers or can
facilitate participation following a stroke (Hammel et al., 2006; Rochette, Desrosiers, & Noreau,
2001). The Environmental factors of the ICF are categorized under the following headings:
Products and technology, Natural environment and human made changes to the environment,
Support and relationships, Attitudes, as well as Services, systems and policies (Schneidert et al.,
2003).

First, the Products and technology category includes products for consumption, equipment
for daily living, mobility and communication, as well as the built environment (Schneidert et al.,
2003; WHO, 2003). To compensate for impairments and support participation in meaningful
activities, many stroke survivors will require equipment, adaptive aids, or home modifications
(Hammel et al., 2006; Sumathipala et al., 2012). It has been estimated that at three months post
stroke, 50% of stroke survivors require a technical aid (Bouffioulx et al., 2011).

Being financially disadvantaged decreases one’s ability to afford such equipment and to
make home accessibility modifications to support participation (Sumathipala et al., 2012). Low-
income older American adults living in the community, in particular those with the highest needs
(including stroke survivors) are less likely to have adaptive aids and equipment, or to live in
modified or adapted houses (Tabbarah, Silverstein, & Seeman, 2000). In Canada, governmental
programs are available to subsidize equipment and housing modifications for low-income
individuals with disabilities at the municipal, provincial, and federal levels. Access to this
funding is, however, complex, difficult to obtain, and dependent on the region in which one lives
(Athanasopoulos et al., 2013).

Second, the Natural and human made changes to the environment category includes

neighbourhoods (WHO, 2013). Neighbourhoods can affect general health and participation in
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meaningful activities through their physical features, services, and social characteristics
(Braveman et al., 2011). Specifically for older adults with chronic diseases including stroke,
participation is enhanced when neighbourhoods have the following characteristics: a higher
economic status, local resources and services, good social cohesion, a sense of safety, fewer
mobility barriers, better mobility resources, and fewer physical issues (e.g., noise, poorer air
quality) (Hand, Law, Hanna, Elliott, & McColl, 2012).

Low-income people tend to find themselves in poorer or more deprived neighbourhoods
where residence is linked to poorer general health (Bernard et al., 2007). Low-income
neighbourhoods are more likely to create participation barriers because of poor accessibility, of
issues with traffic and road safety, and of lack of access to services and neighbourhood social
supports (Stafford, 2003).

The third category, Support and relationships, includes those friends, families, peers, and
healthcare professionals who can provide opportunities and support for participation. Social
support and the social environment are important factors in enabling post-stroke participation
(Barclay-Goddard, Ripat, & Mayo, 2012; Fallahpour et al., 2011; Robison et al., 2009;
Sumathipala et al., 2012), both in the short and long term (Brunborg & Ytrehus, 2014).
Availability of social support is also an important discharge destination criteria following a
stroke (Bélanger, Bolduc, & Noél, 1988; Hinojosa, Rittman, Hinojosa, & Rodriguez, 2009;
Meijer et al., 2004; Muro, de Pedro-Cuesta, Almazan, & Holmqvist, 2000).

Importantly, the majority of post-stoke support is provided by families (Perry & Middleton,
2011). Research has shown that social supports can have a positive or negative influence on
participation; the quality of social supports is important in terms of its impact (Hammel et al.,

2006; Sumathipala et al., 2012). Social support, in particular positive emotional or affective
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support, is related to better overall functional outcomes, increased satisfaction with use of time
during the day post stroke (Doble, Shearer, Lall-Phillips, & Jones, 2009; Hoyle, Gustafsson,
Meredith, & Ownsworth, 2012), and increased overall general satisfaction with participation
(Bouffioulx et al., 2011). Positive social support can create opportunities for participation by
encouraging stroke survivors to re-engage in previous meaningful activities and social roles, and
to try new activities when others are no longer possible (Anderson & Whitfield, 2011, 2013).

Low-income individuals with disabilities are more likely to have inadequate social
supports (Yeung & Towers, 2014). Poorer social support is associated with decreased emotional
wellbeing, which, in turn, influences participation (Jiang, Lin, & Li, 2014; Taylor-Piliae et al.,
2013). Specifically for stroke survivors, those from deprived neighbourhoods have been found to
have more unmet emotional support needs (McKevitt et al., 2011). In addition, caregivers of
stroke survivors in lower-socioeconomic positions are more at risk of depression and other
psychological morbidities (Bhogal et al., 2003). This could create participation challenges for the
stroke survivor under their care.

With regards to professional support, lack of information or knowledge was a common
issue for stroke survivors in several countries including Canada (Vincent et al., 2007) and Ireland
(Walsh, Galvin, Loughnane, Macey, & Horgan, 2015). Insufficient knowledge and information
about their health condition affected wellbeing of community dwelling stroke survivors
(Baumann, Le Bihan, Chau, & Chau, 2014), caused challenges accessing community supports
and services (Sadler, Daniel, Wolfe, & McKevitt, 2014), and influenced participation for
younger stroke survivors (Hammel et al., 2006). Stroke survivors who felt they had made a good
recovery reported that acquiring knowledge about their condition had helped them regain a sense

of control, which lead to re-engagement in meaningful activities (Kessler, Dubouloz,
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Urbanowski, & Egan, 2009).

Canadian caregivers also reported receiving insufficient information, and when they did
receive information, timing was considered poor and this affected their ability to provide support
(Ghazzawi, Kuziemsky, & O’Sullivan, 2016). Increased knowledge and training (provided by
healthcare professionals) has been recommended for caregivers of stroke survivors as a method
to avoid burnout (Perry & Middleton, 2011).

Certain groups are more likely to experience unmet needs related to stroke information.
These include stroke survivors from deprived neighbourhoods (McKevitt et al., 2011) and from
ethnic minority groups (McKevitt et al., 2011; Yeung et al., 2015).

With regards to professional services, insufficient rehabilitation services in the community,
including a lack of vocational support (Sadler et al., 2014), uncoordinated support services, and
insufficient help (Baumann, Le Bihan, Chau, & Chau, 2014) were also reported by stroke
survivors. Lower-income stroke survivors in Australia reported difficulties accessing private
allied health services in the community to address their ongoing functional needs (Andrew et al.,
2014). Resuming outpatient therapies following a stroke was associated with socioeconomic
status, insurance coverage, and minority status in the United States (Ostwald, Godwin, Cheong,
& Cron, 2009).

Attitudes is the fourth category of Environmental factors. These are influenced by the
values, beliefs, and cultures in an individual’s immediate surroundings, as well as in the
community and larger society (Schneidert et al., 2003). The social environment’s attitudinal
barriers, including stigma, have been found to be linked to decreased community participation
for stroke survivors (Anderson & Whitfield, 2013; Dowswell et al., 2000; Hammel et al., 2006;

Le Dorze et al., 2014; Sumathipala et al., 2012), and increased social isolation (Hammel et al.,
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2006). Literature was not found that specifically highlighted any differences between the
experiences of lower or higher income stroke survivors for this factor.

Fifth, the municipal, provincial, and federal Services, systems and policies may influence
participation. Examples include those policies related to health or disability support services and
programs, transportation, and income supplements.

Participation in, for example, day programs and stroke clubs was found to be supportive for
longer-term social participation among stroke survivors (Sumathipala et al., 2012). However,
studies have identified a lack of access to low-cost or free social activities, programs, and
services for lower income stroke survivors (Hammel et al., 2006; Rimmer, Wang, Smith, &
Rimmer, 2008). Poor access to transportation has frequently been identified in research as having
a direct negative impact on community participation for stroke survivors (Angeleri, Angeleri,
Foschi, Giaquinto, & Nolfe, 1993; Keysor, Jette, Coster, Bettger, & Haley, 2006; Logan, Dyas,
& Gladman, 2004; Sumathipala et al., 2012; Woodman, Riazi, Pereira, & Jones, 2014), in
particular for those living in low-income situations (Hammel et al., 2006; Marzolini et al., 2016;
Rimmer et al., 2008).

Hammel et al. (2006) demonstrated that stroke survivors’ participation was affected by
new financial challenges. Specifically, they found that income support programs provided
insufficient assistance to stroke survivors and their families who experienced new financial
difficulties (Hammel et al., 2006). A study conducted in Australia found that following a stroke,
61% of the participants faced economic household hardship regardless of their pre-stroke income
status (Essue et al., 2012). Similarly, in an Irish study, 60% of stroke survivors stated their
finances were affected following the stroke, either by an increase in expenses or a decrease in

income, or by both an increase in expenses and a decrease in income (Walsh et al., 2015).
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Financial hardship often resulted from caregivers’ inability to work outside the home because of
caregiving duties (Oliva-Moreno, Aranda-Reneo, Vilaplana-Prieto, Gonzélez-Dominguez, &
Hidalgo-Vega, 2013) or a stroke survivor’s inability to return to pre-stroke employment because
of impairments (Jerome et al., 2009). A British study found that many more stroke survivors
from deprived areas suffered loss of income compared to stroke survivors from more affluent
areas (McKevitt et al., 2011).

Financial hardship can have far reaching ramifications. Campbell and colleagues (2014,
2017) demonstrated that individuals with chronic cardiovascular disease and who perceived
financial barriers affecting their ability to pay for necessities such as medication or healthy food
had a higher likelihood of disease related visits to hospitals or emergency rooms, and higher
mortality rates (Campbell et al., 2014; Campbell et al., 2017).

In summary, literature has demonstrated that Environment factors may play a role in
negatively influencing post-stroke participation for low-income individuals by creating
difficulties acquiring equipment and technologies and challenges funding modifications to their
environment. Moreover, they are more likely to live in low-income neighbourhoods, which are
associated with challenges to social supports and safe community mobility. Further, low-income
individuals are more likely to have poor social supports and caregivers experiencing high stress.
In addition, supports, programs, and services for low-income stroke survivors are lacking, and
income loss may be greater following a stroke.

2.5 Linguistic Minorities: Health and Challenges for Franco-Ontarians
French and English are both official languages in Canada; however, both language
groups are not distributed equally across the country. While French is the majority language in

the province of Québec, it is a minority language in all other provinces and territories. In
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Ontario, approximately 5% of the population identifies as Francophone. In Ottawa, nearly 18%
of the population identifies as Francophone (Office of Francophone Affairs and Statistics
Canada, 2011). In Ontario, laws guarantee an individual’s right to receive provincial government
services in French in designated areas, which include Ottawa (Office of Francophone Affairs and
Statistics Canada, 2011). In designated areas, the law does not require healthcare and social
service organizations, such as hospitals, to provide services in French unless these agencies have
been designated by the government (Government of Ontario, 2016).

Bowen’s systematic review of the literature highlighted evidence that language barriers
can affect the safety of patients, and decrease their satisfaction vis-a-vis services received
(Bowen, 2001; Bowen, 2015). Language barriers can limit access to healthcare services and
participation in health promotion and prevention activities, as well as increase the risk of
medication errors, and reduced compliance with treatment recommendations (Bowen, 2001;
Bowen, 2015). An argument has been made that poor proficiency in English is linked to poverty,
and as such, should be considered a social determinant of health (Bouchard et al., 2013).

Francophones in Ontario have a particular demographic profile. They are generally older,
have lower education levels, and a higher proportion of them are in the lowest income quintiles
compared to Anglophones (Bouchard, Batal, Imbeault, Gagnon-Arpin, & Makandi, 2012),
particularly those over the age of 65, and living in rural areas (Bouchard et al., 2013).
Francophones in Ontario have a poorer perception of their health, compared to the Anglophone
population (Bouchard et al., 2013), and they have fewer social supports (Bouchard et al., 2006).

In Canada, approximately half of Francophones in minority communities reported that
they never, or almost never, had access to services in French for healthcare at the various service

levels (e.g. hospital, community services) (Consultative Committee for French-Speaking
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Minority Communities, 2007). Access to services in French has been reported to be difficult for
certain areas of Ontario including Northern, Eastern and Southern Ontario, and even in Ottawa, a
city considered bilingual (Drolet et al., 2014). Even when services are available in French in a
region, several issues can occur. For example, issues frequently arise with the availability of
French language services across the continuum of care, and with lack of Francophone assessment
tools, and educational materials for the professionals offering services to the minority
Francophones (Savard et al., 2013).

Also, when French resources are available, Francophones living in minority situations
experience particular barriers accessing healthcare and social services in French, including a
perception that French services do not exist (Société santé en frangais, 2007), or that they will
suffer a delay if they request services delivered in French (Drolet et al., 2014). Additionally, it
has been demonstrated that Francophone minorities often feel insecure in their ability to
adequately express themselves in French with a professional (Landry, Allard, & Deveau, 2008),
which can lead to fewer individuals requesting services in French (Boudreau & Dubois, 2008).

Francophone minorities in Ontario have a similar prevalence of stroke compared to the
provincial population (Bouchard et al., 2012); however, they have unique challenges linked to
access to healthcare services, as well as community social services and programs, in their
language.

Importantly, Francophones living in Ontario are a very culturally diverse group. Fourteen
percent of the francophone population of Eastern Ontario identify as visible minorities
(Government of Ontario, 2012). Although more highly educated, Francophone visible minorities
experience higher rates of unemployment. This rate is higher than both other Ontarians and other

Franco-Ontarians, with one out of every four living in poverty (Government of Ontario, 2012).
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In Canada, being a member of a visible minority is considered a social determinant of health
because, irrespective of language, visible minorities are more likely to be un- or under-employed,
to experience housing or food insecurity, or to live in a low-income situation (Mikkonen &
Raphael, 2010). Francophone minorities who are also visible minorities, living in a low-income
situation and experiencing a disability stemming from a stroke event are thus in a particularly
vulnerable situation.

2.6 Life Course

Several research groups, including the World Health Organization (WHO)’s Commission
on Social Determinants of Health (CSDH), are studying health, and health outcomes using life
course perspectives. This means investigating the complex impact or exposure of social,
psychosocial or eco-social influences on health over the course of development (Ben-shlomo &
Kuh, 2002; WHO, 2010). The CSDH has developed a conceptual framework that depicts the
links between a larger socio-political environment, the social determinants of health (e.g.,
income, education), and resulting health inequities (WHO, 2010).

Within the life course perspective, socioeconomic circumstances are not simply
environmental or personal factors; they serve as the backdrop to life as an exposure that
influences health from birth until death (Galobardes, Shaw, Lawlor, Lynch, & Davey Smith,
2006b). Based on the life course perspective, low income is a life circumstance that affects
health and participation even before a stroke occurs.

Looking at the risk factors, life course epidemiologists have shown that there is an
association between low socioeconomic position, the timing of this exposure, and an increased
risk of developing chronic diseases later in life (Lynch & Smith, 2005). For example, during

infancy and childhood, socioeconomic position is a life course risk factor for developing type II
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diabetes and chronic heart disease later in life (Lynch & Smith, 2005). As well, childhood
exposure to deprivation is associated with the risk of stroke later in life (compared to adulthood
exposures and life style factors) (Metcalfe et al., 2005).

Functional independence, and by extension participation, can also be affected by one’s
socioeconomic position. For example, economically disadvantaged individuals are, over the
course of life, more likely to become disabled or to develop a non-communicable disease
(Jenkins & Rigg, 2004; Marmot, 2006). Canadian statistics have demonstrated that low income is
associated with a steeper loss of independence in activities of daily living for older adults,
compared to those older adults with higher incomes (Martel et al., 2002).

There are different models used to study life course in the context of health. One such
model is the pathway model which examines how certain life experiences and trajectories, for
example opportunities for education, employment stability, and relationships (e.g., marriage),
could influence health, wellbeing (Heikkinen, 2011; Hertzman, 2000), and participation. For
example, individuals coming from the low-income population group are more likely to live in
poor neighbourhoods (Stafford, 2003), to have mobility issues (Guralnik et al., 1993), to
experience social isolation (Nicholson, 2009), to suffer from depression (Patten & Juby, 2008),
all of which can influence participation. A study also showed that those experiencing sustained
economic hardship are more likely to have difficulties with instrumental and basic activities of
daily living, as well as clinical depression, compared with subjects without economic hardship
(Lynch, Kaplan, & Shema, 1997). Further, a study completed with Americans with chronic
disease, specifically arthritis, demonstrated that perceived inadequacy of socioeconomic status
was associated with poorer participation, even after adjusting for health and disability factors

(Theis, Murphy, Hootman, & Wilkie, 2013).
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Specifically related to strokes, prospective studies have found that individuals who
suffered a stroke were more likely to have been experiencing a decline in independence in
activities of daily living and in instrumental activities of daily living prior to the stroke event,
compared to those who remained stroke-free (Capistrant, Mejia, Liu, Wang, & Glymour, 2014;
Capistrant, Wang, Liu, & Glymour, 2013). This pre-stroke loss of function in instrumental
activities of daily living was more important for ethnic minorities (Capistrant et al., 2014). In
their prospective study, Dhamoon and colleagues (2012) also found evidence of greater pre-
stroke functional decline among people receiving Medicaid in the United States or without
insurance health coverage (both indicators of low income) (Dhamoon et al., 2012).

A life course perspective allows us to view the impact of disadvantages on participation
and stroke over an extended period of time. Using this perspective, we can appreciate how many
of the Environmental and Personal factors that negatively affect post-stroke participation may
already have been present or even problematic prior to the stroke. Specifically, literature tells us
that even before a stroke has occurred, an individual coming from the low-income population
group is more likely to live in a poor neighbourhood, to be socially isolated, and to be
experiencing decreased function, and possibly decreased participation.

2.7 Initial Conceptual Framework

Low-income stroke survivors from the minority Francophone community are predisposed
to three disadvantages: low income, disability, and language barriers. They are therefore more
likely to experience challenges with post-stroke participation. Clearly, not one single factor, but
rather the amalgamation of several interrelated factors and disadvantages, as well as temporality
(life course), may explain a link between post-stroke participation and low income.

Consistent with a multiple case study method drawing from Stake (2006)’s approach, a
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theoretical proposal based on foreshadowed issues, as well as a conceptual framework, were
formulated (Figure 1). Based on the literature review, the foreshadowed issues were: Low-
income minority Francophone stroke survivors’ return to participation in previously valued
activities is influenced by (micro) contextual factors, specifically, (a) social supports (personal
and professional); (b) financial resources leading to acquisition of goods and services (e.g.,
equipment, home assistance, community programs); and (¢) community and neighbourhood
(e.g., neighbourhood characteristics, services such as transportation). Although the identified
contextual factors were present prior to the stroke, they now have a stronger influence on
participation because of the addition of post-stroke disabilities and new stroke-related expenses.

This initial framework draws from the ICF (WHO, 2013) as well as from the
Commission on Social Determinants of Health’s conceptual framework (WHO, 2010), and from
the foreshadowed issues derived from the literature review. The conceptual framework depicts
an initial understanding of how low-income minority Francophone stroke survivors (with unique
personal factors and body functions and structures) experience return to participation.

In this conceptual framework, the stroke survivor (with personal factors) sits within, and
is in interactions with, the micro, meso, and macro contexts, which are different levels of the
environment that influence the stroke survivor, as well as the experience of participation (e.g.,
the environment allows for certain personal projects and not others).

The stroke survivor has certain characteristics or personal factors including age, body
factors, income, gender, and language. The micro-context is comprised of factors that are
immediately within the environment of the stroke survivor, for example social support, access to
materials, equipment, services, programs and treatment, and features of the community and

neighbourhood. The larger meso-context encompasses the low-income and linguistic minority
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situation; this level is associated with these two concepts as social determinants of health linked
to the social position of the individual. The macro-context is the larger socioeconomic and
political context. It includes social and cultural values, policies, and governance. The stroke
survivor, the macro, meso and micro contexts are nested components, and are in interaction with
each other.

Figure 1. Conceptual Framework: interrelationship between the stroke survivor, the context, and
the experience of return to post-stroke participation.
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3. Methodology and Method
In the first section of this chapter, the methodology, including the philosophical

underpinnings of this research, a reflexivity statement, and the study approach, are presented.
This is followed by a description of participant selection, data collection methods, and data
analysis strategies. The chapter finishes with a discussion of research trustworthiness.
3.1 Methodology and Study Design

This study aimed to improve understanding of a complex human experience within a
natural setting (Andrade, 2009), therefore a post-positivist qualitative research perspective,
informed and oriented by interpretivist philosophical assumptions, was adopted. Ontologically,
in this paradigm, researchers accept that there is not one single answer or view, but rather, that
multiple realities likely exist (Stake, 1995), and that the research process increases understanding
of these realities rather than finding one “truth” (Lincoln & Guba, 1985). Further, researchers
adhere to the belief that human experience is very complex and rooted within a context from
which it cannot be isolated (Schram, 2003). From an interpretivist perspective, researchers focus
on interpreting meaning from the collected data (Bakker, 2010). Epistemologically, the
interaction between the participants and researchers is important as they both make
interpretations, which lead to new knowledge and to better understanding (Stake, 1995). As well,
within the interpretivist perspective, it is accepted that the researcher’s personal values and
experiences shape and influence the research findings (Creswell, 2007).

A qualitative case study design was chosen to answer the study question. Qualitative case
studies generally aim to provide a deep understanding of a complex social phenomenon,
examined within a real-life context (Merriam, 1998). This design fits well with the study

question, as the aim was to understand the complex experience of return to participation for
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stroke survivors living in a linguistic minority and low-income context. Of the many possible
case study approaches, this study is based on the work of Robert Stake. Stake follows an
interpretivist-constructivist approach (Harrison, Birks, Franklin, & Mills, 2017). He defines the
case as the base unit of analysis that will reveal something about the issue being studied. He
specifies that the case must be an object doing an action or activity. For example, a case can be a
family, an organization, or an individual, but not a process. Cases must be “bounded”, meaning
that limits are set around the case for the research, and cases must be studied holistically within
their complex contexts (Stake, 2006). The present study is a multiple instrumental case study,
where the phenomenon or the issue of return to participation is investigated through several cases
(Stake, 1995).

3.1.1 Reflexivity Statement. Reflexivity is the act of self-questioning, self-analysis, and
introspection that serves to better understand and acknowledge the impact of one’s biases and
beliefs on the research. “Reflexivity reminds the qualitative inquirer to be attentive to and
conscious of the cultural, political, social, linguistic, and economic origins of one’s own
perspective and voice as well as the perspective and voices of those one interviews and those to
whom one reports.” (Patton, 2015, p. 70).

As the main researcher for this study, I find it important to declare that I am a Franco-
Ontarian. I grew up in northern Ontario, and am fully bilingual in both official languages of
Canada. I have worked as an occupational therapist in the public, and private healthcare spheres,
and in hospitals, in rehabilitation centers, and in the community. This, in addition to other
opportunities to work and volunteer with people who can be considered more vulnerable, for
example Aboriginal peoples from Australia or Inuit people in northern Canada, have influenced

my perspective of the research, as well as my interpretations and the patterns I have recognized
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in the data. Further, [ am an educated white woman, and this, in addition to my language, culture,
and approach likely influenced my interactions with the participants during fieldwork (and vice-
versa).
3.2 Cases: Recruitment and Selection

The cases in this research are stroke survivors. To increase our understanding of the cases,
data was collected from the stroke survivors and also from other sources including the stroke
survivors’ care partners. The following section outlines the prospective participant inclusion
criteria and discusses the number of cases included in the study. This is followed by a brief
description of the recruitment procedure and case selection, and ethical considerations.

3.2.1 Inclusion criteria and number of participants. Inclusion criteria were identified
to ensure that the prospective participants could provide a personal account of their experience of
return to participation relating to their first stroke. All prospective participants had to meet the

following inclusion criteria:

Stroke survivor who experienced a first stroke no less than 6 months prior;

- 18 years old or older and capable of making own decision to participate in the research
project;

- Living in a low-income situation determined by enrolment in the Ontario Disability Support
Program or Ontario Works, or eligibility for either program as determined by a social worker,
or referral to social work for assistance with applications for municipal or provincial income
support programs, or having a family income less than $25,000.

- Living in Ontario;

- French speaking and be considered Francophone, based on mother tongue or first official

language spoken as defined by Statistics Canada (Statistics Canada, 2010);
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- Living in the community (not in a long-term care facility).

Deliberate choices were made in terms of other inclusion characteristics for the cases.
First, the age range of potential stroke survivor participants was kept wide so as not to limit the
study to the experiences of younger or older adults. Although two thirds of strokes occur to
people over the age of 65 years of age (Public Health Agency of Canada, 2010), and increased
age appears to be associated with increased participation restrictions post stroke (Desrosiers et
al., 2006), research has demonstrated that younger people also experience challenges related to
return to participation after a stroke (Mold et al., 2006). Second, there are noted gender
differences in terms of stroke and post-stroke experiences. Therefore, both men and women were
included in the study. Third, people experiencing aphasia were not excluded from the study,
unless they were experiencing severe receptive aphasia that prevented them from providing their
own consent. In Ontario, approximately 35% of stroke survivors experience some form of
aphasia (Dickey et al., 2010) and aphasia is known to present unique challenges for participation
after stroke (Le Dorze et al., 2014). Fourth, the study aimed to obtain multiple perspectives,
including those of care partners. Presence of a care partner was, however, not an inclusion
criterion. Fifth, the choice of recruitment sites was purposefully limited to the geographical area
of Eastern Ontario. This region was chosen because of ease of access to Francophone stroke
survivors living in a minority situation (Francophones make up 18% of the population of the
region), and because of the number of health institutions accessible though the research team’s
networks. As well, study feasibility was improved, and travel costs lower because of the
geographical proximity of the recruitment sites to the research team’s university.

Stake (2006) suggests selecting four to ten cases for a multiple case study. This case

study initially aimed to have four to six cases, with the possibility of adding cases until
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information redundancy became apparent. As subsequent cases were accepted from the
recruitment sites, these cases were analyzed and the results were used to verify that information
redundancy was being reached — cases were added until the further addition of cases was no
longer providing significantly new information to the study (Aaltio & Heilmann, 2010; Fletcher
& Plakoyiannaki, 2010), specifically no new patterns were emerging from the collected data. The
final number of cases was eight.

3.2.2 Recruitment process and case selection. Stake (1995, 2006) specifies that cases
should be selected for their ability to provide information and to increase understanding about
the phenomenon of interest. Stroke survivors were recruited from two locations: from the roster
of stroke patients who had previously received treatment from a regional interprofessional
university clinic (Clinique interprofessionnelle), and from the active roster of patients who had a
stroke and were being followed in the regional stroke outpatient clinic.

Potential participants were identified by occupational therapists in both organizations.
Recruiting therapists targeted Francophone stroke survivors meeting the eligibility criteria;
however, income did not need to be confirmed. The therapists approached Francophone stroke
survivors who were potentially living in a low-income situation (e.g., the occupational therapist
had knowledge that the patient was receiving or applying for income support, or from reports
from other therapists that difficulties with funding equipment, services or transportation existed).
The therapists forwarded the names of potentially eligible people interested in the study to the
research team. Eligibility was then confirmed, and formal consent obtained. At this point, each
stroke survivor identified a care partner. The care partner could be a family member, friend, or
anyone that they felt could provide information and an opinion about their experience of return

to participation in a low-income and Francophone linguistic minority situation. Care partners
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provided their own consent.
All of the potential participants who were identified by the recruiting therapists, agreed to
participate, and met the inclusion criteria were included in the study.

3.2.2 Ethical considerations. Ethical approval was received from the research ethics
boards (REB) of Bruyére Continuing Care (Bruyére REB Protocol #M16-15-048) and of the
University of Ottawa (#H01-16-09). Further submissions were made to these and other
organizations to allow review of medical records; the Bruyere Continuing Care and University of
Ottawa REB approved this modification in April 2016. Application to the REBs of the Montfort
Hospital and The Ottawa Hospital were submitted for chart reviews for participants. These
applications were accepted, Protocol #ME-06-02-17 and # 20170185-01H respectively. The
Queensway Carleton Hospital accepted certificates from the aforementioned institutions and
allowed a chart review with the patient’s signed consent.

3.3 Data Collection

Qualitative case studies allow for the use of multiple data sources to help understand the
issue under study (Baxter & Jack, 2008) and to provide a more holistic view of the experience
being investigated (Patton, 2015). The following section describes the study’s data collection
strategies, the data collection process, and modifications that took place as the study progressed.

3.3.1 Data collection strategies. Several data collection strategies were used in this
multiple case study. These included semi-structured interviews with the stroke survivors and
with their care partners, chart reviews, participant observations, and four measures. The
following section describes these data collection strategies.

Semi- structured interviews with participants: An interview guide (see Appendix B) was

developed based on the theoretical proposition, and using the concept of personal projects,
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drawing from Little (1983) and Little and Travis (2007)’s Personal Projects, as a way to address
“return to participation” with the stroke survivors. During the interviews, the concept of personal
projects was introduced to the stroke survivor, and was used to help them elicit a list of pre and
post-stroke personal projects and to describe them. Experience of return to participation in these
projects following stroke was explored. This included discussing obstacles, challenges, and
facilitators, and the process they went through or events that took place in their attempts to return
to participation in these projects. Information was also collected about the stroke event, affected
pre and post-stroke body functions and structures, activity limitations, personal factors, and
environmental factors (micro, meso, macro) that the participants identified as relevant to their
experience. Interview questions also addressed perceptions about the impact of low income and
of Francophone linguistic minority status on return to participation.

Semi- structured interviews with care partners: In order to obtain a more complete
picture, and a different perspective of the issue of return to participation, the stroke survivors
chose a care partner, for example a member of their family, a caregiver or a friend, who was
involved in assisting or accompanying them in their everyday activities or providing them with
support. During the interview with care partners, data was collected about their perception of
how the stroke survivor experienced attempting to return to post-stroke personal projects.
Questions focused on facilitators, obstacles, and challenges, and on the process of return to
participation. Perceptions about the impact of low income and linguistic minority situations on
return to participation were also collected, as well as information about pre-stroke personal
projects, and any pre-existing issues or contextual factors that might have contributed to the

current experience of participation. See Appendix C for the care partner interview gu